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Preface

The origins of this edited volume began in 2013. As part of a Canadian delega-
tion of clinicians and judges spearheaded by Mr. Neil Skinner, executive legal
counsel to the Provincial Court of Alberta, we attended the 33rd Congress of the
International Academy of Law and Mental Health in Amsterdam in July 2013.
There were two panels organized with speakers from Alberta and Saskatchewan
on the topic of FASD. While there was some significant interest in the topic, we
were left with the impression that much more needed to be done to educate health
and legal practitioners around the world about the various legal and ethical chal-
lenges associated with those who have FASD. Dr. Floor Oosting and Mr. Chris
Wilby from Springer Publishing approached Monty about considering assembling
an edited volume with contributions from authors from around the world on the
topic. With the encouragement of Dr. Egon Jonsson from the Alberta Institute of
Health Economics, the journey to collect chapters from authors in the field was
undertaken.

Marguerite agreed to assist Monty with the project; the combination of a retired
judge and a psychologist as editors seemed very apt for such a volume. A call for
papers went out in the fall of 2013. Most of the papers were received by the sum-
mer of 2014 and the editing process commenced. We are pleased that we have
28 contributors from seven countries, and want to graciously thank each of them
for their contributions and patience with the editing process.

We sincerely thank series editor Dr. David Weisstub, as well as Dr. Oosting
and Mr. Wilby for their efforts and support in publishing this work. Ms. Kathryn
Kelly and Dr. Diane Black assisted in spreading the word about the book to
potential authors. We are also thankful to our many colleagues (including Judge
Peter Ayotte, Ms. Denis Milne, Ms. Audrey McFarlane, Ms. Teresa O’Riordan,
Ms. Sharon Brintnell, Dr. Hasu Rajani, and Dr. Brent Symes) who over the years
have influenced our understanding and involvement in the field of FASD. We have
also learned extensively from the various individuals with FASD we have worked
with. Two anonymous reviewers also spent extensive time reviewing an earlier
draft of the volume, and providing thorough feedback and suggestions as well;
their time and effort are greatly appreciated.
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Finally, we thank our families for their patience while we brought together this
work.

We dedicate this volume to those individuals with FASD, and those who work
to assist them.
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Introduction

To work for the common good is the greatest creed.
Woodrow Wilson

This volume is an effort to combine the viewpoints of many toward a mutual goal
of helping those with Fetal Alcohol Spectrum Disorder.

We have assembled some new authors and some of the best known experts in
the field of FASD from around the world; our hope is to be of service to you, the
reader. We have provided a collection of 18 chapters written by more than two
dozen authors from Europe, North America, and New Zealand to discuss ethical
and legal issues associated with FASD. The authors are clinicians (such as psy-
chologists, psychiatrists, physicians, social workers, and speech—language patholo-
gists), legal professionals (including judges and lawyers), and caregivers.

Various regions of the world are at different stages of learning about people
with FASD. As well, different professions are progressing in their learning about
this population; each region and discipline therefore offers its own unique perspec-
tive. We hope this collection of chapters provides an overview of the development
of each discipline’s efforts with this population, and by implication, where we as a
society may need to head to more effectively assist.

The topic of FASD is replete with ethical issues; those born with FASD have
higher rates of early learning and behavioral issues. As adults, they are at elevated
risk to have legal issues emerge in their life. Given the high costs associated with
diagnosis, management, and support of those with FASD, who should shoulder
those costs? Where should we cast our gaze, and by implication, place responsibil-
ity for these issues? The volume plunders the depths of many facets of this popula-
tion and we hope it will encourage discussion.

We have divided the book chapters into five broad areas: the first is consider-
ation of the ethical issues in prevention of FASD. Who is responsible? Is it the
brewing industry, and do they have a duty to warn? What about the mother who
gave birth to the individual with FASD? Where does her responsibility lie? Does
the unborn child have rights? Furthermore, does a country possess the right to
involuntarily hospitalize mothers who are addicted?

XVii



XViii Introduction

The second part allows clinicians to provide their perspectives on criminal
behavior in FASD. What are the cognitive and linguistic elements to consider in
the legal problems that concern those with FASD? What interventions work for
offenders?

In the third part, judicial and justice perspectives follow. How does the new
DSM-5 change judicial perspectives? Can FASD be used as a mitigating factor in
sentencing? What about the training that police have?

A discussion of social and policy issues is fourth. The limited access to FASD
diagnostic services is discussed, as is the critical issue of difficulty in gaining
access to limited social supports. Could the notion of an Intellectual Disability
“Equivalence” transform the way we help those with FASD gain access to
services?

The fifth and last part of the book provides more personal perspectives, and a
view from the front lines; nonprofessional caregivers provide candid glimpses into
the struggles they face in raising those with FASD.

It is truly an honor to be asked to assemble such a volume. We hope that it will
be of assistance to health, social work and legal professionals in their work and
will invite conversation and debate on the many issues pertaining to FASD. We
also hope that it will educate those who know little about the subject with respect
to its complexity and importance. However, we acknowledge that there are many
accomplished authors, as well as many ethical and legal issues that are not rep-
resented in this volume. This volume is therefore a starting point for the various
issues that emerge for those with FASD. It is not meant to be exhaustive; however,
it is hoped that it will provide a useful contribution to help professionals and car-
egivers alike as we work toward our common goal of helping this population.

Edmonton, AB, Canada Monty Nelson
Summer 2015 Marguerite Trussler



Part I
Ethical Considerations and Implications
in FASD



Fetal Alcohol Spectrum Disorder: Ethical,
Legal and Moral Implications Associated
with the Rights of the Unborn Child

Jenny Salmon

Introduction

Fetal alcohol spectrum disorder (FASD) is an umbrella term used to describe a
profound constellation of disabilities that may result when a pregnant woman con-
sumes teratogenic ethanol (alcohol), causing the developing fetus to be neurode-
velopmentally impaired (Douds et al. 2012). The use of the term ‘fetus’ (Latin)
generally implies that a mammalian embryo! has developed to the point of being
recognizable as belonging to its own species and this is usually taken to be the
ninth week after fertilization. A fetus is also characterized by the presence of all
the major body organs though they will not yet be fully developed and functional
and may not all be situated in their final anatomical location.

The developing human organism is particularly sensitive to the conditions in the
uterine environment. Environmental influences begin to shape children from the
moment of conception. As the fertilized egg divides, creating zygote, embryo and
fetus, the infant-to-be derives far more from its mother than simple nutrition. It also
receives a veritable cocktail of hormones and other chemicals that can have a pro-
found, lifelong impact on its mental and physical growth. As with any drug, there
is a risk that alcohol ingested by a pregnant woman will cross the placenta into

For most of recorded history, people have fundamentally disagreed about the moral status of the
human embryo. In early times this was because people knew very little about what actually went
on in the womb and so had very little idea what an embryo was. Later, the problem was that a
pregnancy could not be recognized until it was well established and the embryo made its pres-
ence felt by causing unmistakable symptoms in the mother or by starting to move in the womb.
At this stage of the pregnancy, it was natural to think of the embryo as a being that was able to do
things and they assumed that this was also true of the very earliest (and unknown) stages of preg-
nancy (BBC Ethics. www.bbc.co.uk/ethics/abortion/child/historical.shtml. Accessed 21/6/14).

J. Salmon ()

Centre for Research on Children & Families—Research Cluster,
University of Otago, Dunedin, New Zealand
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the bloodstream of her unborn child. The effects of such transmission on the fetus
can be profound given alcohol’s teratogenic effects. As various researchers have
detailed, prenatal exposure to alcohol affects many crucial biochemical and cellular
components of fetal development (Michaelis and Michaelis 1994). Cellular events
that may be disrupted by alcohol include cell division and proliferation, cell growth
and differentiation and the migration of maturing cells within the embryo. These
changes can all have tragic results (Jacobson and Jacobson 1994).

However, it has not been established what level of prenatal alcohol exposure
can cause disabilities (Abel 2006) although it is clear that both chronic alcohol use
and intermittent binge drinking during pregnancy can cause FASD (Burd et al.
2010). Moreover, there is no consensus within the clinical community on the pre-
cise diagnostic criteria for FASD. The more narrowly defined and full-blown dis-
order termed fetal alcohol syndrome (FAS) is recognized in the Diagnostics and
Statistical Manual of Mental Health Disorders (DSMIVZ; Astley et al. 2004), but
the broader spectrum of related disorders, encompassed by the term FASD are
subject to interpretation, depending on which diagnostic criteria clinicians use
(Chudley et al. 2005). Because this spectrum often includes conditions that can be
diagnosed independently of FASD, the term eludes clinical diagnostic definition
(Boland et al. 2002; Stratton et al. 1996).

The disorder causes a range of physical and mental health problems includ-
ing facial abnormalities, behavioural problems, hearing and ear problems, learn-
ing disabilities and growth issues. Exposure can cause permanent brain alterations
leading to lifetime disability neurologically and psychologically. The disorder is
irreversible, but in certain cases its effects can be reduced (Ministry of Justice,
New Zealand 2011). Mukerjee estimates that between 1 and 3 per cent of the
United Kingdom (UK) population is affected by FASD (Daily Mail, UK, 2014).
It is also stated that up to 7,000 children a year in Britain have been revealed to be
affected by alcohol exposure in the womb (Drinkaware 2014). According to the
Centres for Disease Control and Prevention, FASD is the leading cause of prevent-
able birth defects and developmental disabilities worldwide (CDC 2012).

Furthermore, FASD is significantly correlated with criminal justice involve-
ment (Koren et al. 2004; Streissguth et al. 2004, Fast and Conry 2004). The
effects of FASD plague people throughout their lives, causing them to be at
increased risk for delinquent and criminal behaviour and for contact with crimi-
nal justice systems (Sayal et al. 2009; Boland et al. 2002). Persons with FASD
are at increased risk for antisocial behaviour from birth by virtue of their in utero
exposure to alcohol (Bailey et al. 2004; Roebuck et al. 1999) and they frequently
suffer from a broad constellation of secondary disabilities (Howell et al. 2006;

%In the new DSMV (2013) neurodevelopmental disorder associated with prenatal alcohol expo-
sure (ND-PAE) is included in the appendix as conditions needing further study (p. 798) in order to
empower judges and other legal professionals for decision-making involving afflicted individuals.
ND-PAE is used as an example for “Other Specified Neurodevelopmental Disorder’” code 315.8 (p.
86). http://www.casaforchildren.org/site/c.mtJSJ7MPISE/b.8968413/k.9568/JP3_Rich_Brown.htm.
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Carmichael Olson et al. 1997). In severe cases, sufferers of FASD exhibit
profound antisocial, delinquent or aggressive behaviours and they lack the ability
to foresee the consequences of their actions (Streissguth et al. 2004).

Nonetheless, FASD is a recognized medical disability which implicates suffer-
ers’ legal rights (Douglas 2010; Moore and Greene 2004) ranging from their rights
against self-incrimination and their right to effective assistance of counsel to their
right to introduce mental health in mitigation at sentencing. Persons suffering from
FASD and related secondary disabilities often do not have the cognitive ability to
form criminal intent, to confess or testify meaningfully or to benefit from tradi-
tional sentencing structures (SAMHSA 2006). Research demonstrates that many
individuals with FASD are highly suggestible and easily led (Salmon 2007).

Fast and Conry (2009) provide a useful mnemonic device “ALARM” to sum-
marize the myriad disorders frequently arising from FASD. Poor Adaptive func-
tioning; Language deficits; Attention problems; deficiencies in Reasoning skills
and poor Memory. Each of these five disabilities has profound implications for
criminal justice practitioners and criminal defendants. However, in light of the
confusion within the clinical community (which is still in evidence today), it is not
surprising that there is no consensus among federal courts on the meaning or sig-
nificance of an FASD diagnosis (SAMHSA 2006).

Background

FASD is not a new phenomenon. Concern about gestational harm from alcohol
arose in North America some 40 years ago when researchers found a group of
children with an apparent unique phenotype, coupled with a high dose of prenatal
exposure to ethanol. Over this period of time much has been learned about the
complexity, seriousness and frequency of alcohol on brain development of the
fetus (Salmon 2007).

Whilst some researchers have estimated thresholds such as seven standard
drinks per week for neurobehavioural deficits (Jacobson and Jacobson 1994), the
point has been well made by Hanson (1981) that no safe level of alcohol intake
during pregnancy has been established. This comment holds good today. For
instance, a single episode of binge drinking by an expectant mother can result in
her child being born with alcohol-related neurodevelopmental disorder (ARND)
(Salmon 2007). Schmidt et al’s (1990) research indicated that between one-third
and one-half of women drink during pregnancy with the typical profile of the preg-
nant drinker being single, older and of a higher socio-economic status.

Current guidelines in many countries now state that expectant mothers should
avoid alcohol, but that if they do choose to drink, then they should limit their con-
sumption to one or two units a week. Moreover, in New Zealand (NZ), the gov-
ernment advises zero intake of alcohol during pregnancy and when planning to
become pregnant (Salmon 2007).



6 J. Salmon

A British study in claiming that pregnant women can drink up to one glass
of wine a day without harming their child’s neurodevelopment, is sending out
mixed messages to women in the community. The study by University of Bristol
researchers, which recruited 7,000 10 year-olds, argues that higher total alcohol
consumption before and after pregnancy was associated with better performance
by the children. The children underwent a 20 minute assessment, testing dynamic
balance by walking on a beam and static balance, including standing on one leg
with their eyes both open and closed. Seventy per cent of the mothers—those
whose alcohol consumption had been monitored at 18 weeks and again at birth—
had drunk no alcohol whilst pregnant. One in four mothers had consumed small
amounts of alcohol: about one glass a week or moderate amounts anywhere from
three to seven glasses per week. About one in 20 mothers drank more and one in
seven drank four or more glasses at one point (FASD-Canadian-Link 2013).

Another British study by Yvonne Kelly et al. at University College, London
in 2008 argued that light drinking in pregnancy may be beneficial for an unborn
child. She further stated that the research had found light drinking by pregnant
mothers did not increase the risk of behavioural difficulties or cognitive deficits
(Belfast Telegraph 2008). The study focused on 12,495 children up to three years
of age and ‘light drinking” was defined as anyone who had ‘no more than one or
two drinks a week or no more than two drinks on an occasion.” This broad catego-
rization includes patterns of drinking that have been shown to affect fetal brain
development in laboratory research studies (Zhou 2008).

Emily Oster (2013) at the University of Chicago advocated drinking whilst
pregnant e.g. a glass of wine per day, stating that it was safe. She also suggested
that the available evidence does not support the recommendation to abstain from
alcohol use during pregnancy. Consequently, Bristol University researchers, Kelly
and Oster will likely add more confusion surrounding drinking alcohol when preg-
nant and contradict official recommendations from many government agencies to
avoid alcohol altogether when expecting a child (FASD-Canadian-Link 2013).

Added to this, legal and medical professionals worldwide have become increas-
ingly concerned about the number of children born with alcohol-related brain
disorders (Ministry of Justice, NZ 2011). Advocates and researchers maintain
that FASD diagnoses are critical at every stage of the criminal justice process
(Streissguth et al. 2004; Steinhausen et al. 1993). Furthermore, it has been docu-
mented that mothers-to-be who harm their unborn child by drinking alcohol could
be committing a criminal act, lawyers argue (Daily Telegraph, UK 2014).

Certainly there are internationally accepted ethical norms about human life. It
is an acknowledged and fundamental principle that everyone has the right to life,
freedom and personal security and that the right to life is protected by the law.
This is what the United Nations (UN) Declaration of Human Rights of 1948 and
the European Convention about Human Rights 1950 declare. Another ethical norm
is the 1959 UN Declaration of the Child’s Rights, where it is stated that “both the
child and its mother shall be given special protection and special care...before and
after birth” [including protection against harmful influence e.g. alcohol, narcotics]
(Per Westman 1993, p. 2).
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Moreover, for more than a decade, law enforcement personnel, judges and
elected officials in the United States (US) have sought to punish women for their
actions during pregnancy that may affect the fetuses they are carrying (Gallagher
1987). Women who are having children despite substance abuse problems have
been a particular target, finding themselves prosecuted for such non-existent
crimes as ‘fetal abuse’ and delivery of drugs (including alcohol) through the
umbilical cord. In addition, pregnant women are being civilly committed or jailed
and new mothers are losing custody of their children even when they would be
capable parents. Certainly research by Salmon (2007) argues that some alcohol-
abusing but capable biological mothers do have their children with FASD taken
from them and as a result, are distraught.

Some proponents of these efforts are motivated by the misguided belief that they
are “promoting fetal health and protecting children” (Pollitt 1990 cited Hoffman
1990, p. 11). Others hope to gain legal recognition of fetal rights—the premise that
a fetus has separate interests that are equal to or greater than those of a pregnant
woman (Hoffman 1995). Recognition of such rights would require women to subor-
dinate their lives and health—including decisions about reproduction, medical care
and employment—to the fetus. Some advocates of fetal rights have argued that chil-
dren should be able to sue their mothers for prenatal injuries. Others would argue
that the pregnant addict and the fetus seem to have competing interests, although
this is not the case (Pollitt 1990). Because a pregnant woman abuses herself as well
as her fetus when she consumes alcohol, the woman and the fetus have a joint inter-
est—ending the abuse—rather than competing interests (Schroedel 2000).

It is the conflicts between human fetuses and their mothers that soon became
and remain today the focus of the most heated debates in legal periodicals, popular
media, state legislatures and courts.> On this note, it has recently been argued in
the UK that women who harm their unborn babies by drinking alcohol during
pregnancy could now be found guilty of a criminal offence. Indeed, as far as I am
aware, there has never been a prosecution of a mother in England for poisoning
her fetus (unless it led to the fetus’s death, in which case, this would constitute an
illegal abortion). Nonetheless, a new legal test case claims that a six-year old girl
who suffered brain damage owing to in utero alcohol exposure is the victim of a
crime. It believes that her mother ‘poisoned’ her by continuing to drink whilst
pregnant—despite being warned of the risks including damaging the child who
was diagnosed with FASD at birth when she displayed signs of intrauterine growth
retardation, small stature and particular facial features. There was a failure to
thrive and there was a risk of neurodevelopmental, intellectual and behavioural
difficulties, organ dysfunction and other problems (CICA 2013).

The case was brought before the Court of Appeal by a council in North-West
England and the girl awarded 500,000 GBP in criminal injuries compensation for

3But the terminology of ‘maternal-fetal conflict’ probably oversimplifies the situation in most
cases. See Cheryl M Plambeck, Divided Loyalties: Legal and Bioethical Considerations of
Physician-Pregnant Patient Confidentiality and Prenatal Drug Abuse. Journal of Legal Medicine
(2002), 4-5.
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severe brain damage suffered in the womb as a result of her mother drinking (SAF
Ocean Indien 2014). However, the Criminal Injuries Compensation Authority,
which provides financial compensation to the victims of crime has appealed
against this decision claiming that the child was a fetus and therefore, ‘not a per-
son’ at the time. The only relevant offence that it has been suggested was commit-
ted by the mother and of which the child could have been a victim for the purposes
of this present case is that of maliciously administering poison so as to endanger
life or inflict grievous bodily harm contrary to Sect. 23 of the Offences Against the
Person Act 1861 (UK) which states as follows:

Whosoever shall unlawfully and maliciously administer to or cause to be
administered to or taken by any other person any poison or other destructive or
noxious thing, so as thereby to endanger the life of such person, shall be guilty
of felony and being convicted thereof shall be liable...to be kept in penal ser-
vitude for any term not exceeding ten years (Social Security and Child Support
Commissioners 2013).

Nonetheless, the upper tribunal found that the child did not constitute a victim
of violence because at the relevant time the child was ‘not a person’ in legal terms,
but a fetus. As such, no crime had actually been committed to underpin a compen-
sation claim (Priaulx 2015).

In the interim, media interest focused on concerns that any successful appeal
could lead to criminalisation of mothers for fetal injuries or impairments resulting
from maternal behaviours during pregnancy (Larcher and Brierley 2014). It was
thought that the case could potentially have far-reaching implications.

Similarly, the Northern Territory (NT) Government of Australia in an attempt
to reduce the number of children born with FASD, is also considering legisla-
tion that could see pregnant women prosecuted or restrained if they drink danger-
ously because they are infringing on the rights of the unborn child. Many children
in Australia suffer from severe disabilities caused by things done before they
were born, but most are not entitled to compensation for the harm they suffered
in the womb and there is no law to prevent prenatal injuries. However, the NT
Government is currently exploring the antenatal rights of the unborn child and
it could mean the introduction of laws to prevent women from drinking through
pregnancy (ABC Net 2014). This brings into question a number of human rights.
Furthermore, in New South Wales, law-makers are considering giving legal status
to the fetus. In fact, “Zoe’s Law’ has passed the lower house and is about to be
debated in the upper house. The proposed legislation is an example of a fetal per-
sonhood law, whereby the fetus is considered to be a person and harming it leads
to a criminal sentence (Savulescu and de Crespigny 2014).

Certainly, in NZ [whose law is inherited from the English legal system]
(Ministry of Justice, NZ 2015), the tragic legacy of fetal exposure to alcohol
threatens the core notion of maternal autonomy and raises the issue of to what
extent (if any) the state may seek to control maternal behaviour in order to protect
the unborn child (Webb 2000).

This paper now discusses the implications thus raised and who is responsible
for same.
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Moral Personhood

What do we mean when we say that a fetus is a ‘human being’? When people talk
about ‘human life’ they may mean:

e A member of the biological human species—having the human genetic code
However, they may mean something very different:

e A being that possesses certain human characteristics in addition to the human
genetic code

(a) characteristics often suggested might be the ability to think, to imagine, to
communicate

(b) but the lists of characteristics put forward may be designed to limit the
definition of human in the way the speaker wants

e A being that is a ‘moral person’, i.e. one that has rights and probably duties too

Conversely, the time at which a fetus gets the right to life because it has achieved
the relevant list of characteristics can vary from the moment of conception to
the time of birth. In fact, for some philosophers, very young babies do not really
qualify as having earned the right to life by possessing the right characteristics.
Fortunately, for young children these philosophers concede that young babies do
have the right to life as a result of tradition and law instead. So, it may not matter
in terms of pure moral philosophy, since there are cases when individuals would
agree that even if the fetus is a person, the consumption of alcohol by a pregnant
woman may be morally justified (BBC, UK 2014). This idea is indeed contrary to
the view of the Criminal Injuries Compensation Authority in North-West England.
Other people refer to the fetus as having the right to life because it is a ‘poten-
tial human being’. The ‘potential human being’ argument gives the right to life to
the unborn from the very earliest stage of development—the moment when the
egg is fertilised. This argument renders irrelevant any concerns about what sort of
being the fetus is at any particular stage of its development. However, there is no
doubt that a fertilised egg is a potential human being since, if the pregnancy runs
its full course, it will be born as a human baby; the question is whether being a
potential human being gives the fetus any rights? Furthermore and as a general
rule, it is not felt that potential properties are the same as actual properties or that
potential rights are the same as actual rights. Children are potential adults, but that
does not give them the same rights or obligations as adults (BBC, UK 2014).
Generally, society does differentiate between actual and potential beings—dis-
tinguishing between their rights also. Many of the rights of a potential person are
only potential rights—they only become actual rights when the person becomes an
actual person. For example, a 10 year old in the UK is a potential voter and has the
potential right to vote, but he/she does not get the actual right to vote until he/she
reaches his/her 18th birthday and becomes eligible to vote. One of the strongest
arguments for giving the full rights of person to the fetus because it is a potential
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person flows from the status of a new born baby. At birth a new born baby pos-
sesses so few of the characteristics required for moral personhood that its right to
life cannot be based on it being a ‘moral person’. Nonetheless, people generally do
accept that it has a right to life—even those who follow the ‘moral person’ line of
thought. There are others however, who do not accept that the newborn has a right
to life: some ethicists argue that abortion and infanticide are both morally permis-
sible because ‘moral personhood’ and the right to life are acquired only after birth,
but this is an uncommon position. This right to life seems to flow from the poten-
tial that the newborn has to become a ‘moral person’ and this in turn seems to sup-
port the argument that a potential ‘moral person’ has the right to life (BBC, UK
2014).

Interestingly, Dietrich v. Northampton established an important precedent that
defined the parameters of fetal personhood tort cases for more than sixty years. In
Dietrich a woman tried to hold the city of Northampton, Massachusetts, liable for
the miscarriage of her fetus after she fell as a result of a defect in a public high-
way. The court ruled that the unborn child could not sustain life outside the mother
and therefore, did not have the legal right to action (Schroedel 2000).

Of note, is that the heightened awareness in medicine and ethics has led doc-
tors to perceive the fetus as an individual patient with needs distinct from those of
its mother. The implications of these developments for both the legal and medical
professions are profound... (Bennett 1991).

Establishing an Adversarial Relationship
Between Mother and Fetus

The relationship between a pregnant woman and her fetus is unlike any other in
law, medicine or ethics. Within the same body, there exists one person and one
potential person with both similar and separate interests and for the fetus, develop-
ing rights. This set of circumstances gives mother and fetus a biological, psycho-
logical, moral and legal connection that is unique (Post 1996).

From a theoretical standpoint, Faludi (1991) argues that by heavily idealis-
ing the mother’s role in its backwards-looking fantasy of the nuclear family, this
backlash has often served to pit mother against fetus in an adversarial relation-
ship. When measured against the ideologically constructed image of the perfect
mother, any woman giving birth to an alcohol-affected baby is thus vulnerable to
the Western tendency of mother-blaming (Caplan 1989).

In Wisconsin, law enforcement officials are directed to take a pregnant woman
into custody whenever they believe her consumption of alcohol may affect the
physical health of her unborn child. The state can even decide to involuntarily
commit the woman until her child is born. Whilst Wisconsin’s regime seems to
be an effective solution to prenatal alcohol exposure, the use of coercive legisla-
tive tactics is inherently flawed. Not only does a punitive approach assume that a
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pregnant woman and her fetus occupy adversarial roles, but it also fails to address
alcohol addiction as the root of the problem (Linder 2005 cited Palmer 1999).
Even more troubling is the notion that states can intrude into the lives of preg-
nant women when the conduct at issue is a legal activity. Accordingly, as medical
technology improves and more behaviour is deemed harmful to fetal develop-
ment, there may be no logical end to the diminution of a pregnant woman’s rights
(Schroedel 2000).

Heriot (1996) in addressing bills introduced in Mississippi state legislature in
1990 and 1991 states that fetus is defined as “unborn child” (p. 178). Furthermore,
the bill’s authors assume that a fetus is an unborn child and want to persuade
women that this is the case. Although the language of the proposed bills may have
seemed to be neutral, House Bill 624, introduced in 1990, actually suggested an
adversarial relationship between the ‘mother’ or ‘pregnant woman’ and the ‘child’
or ‘fetus’. Though neither the words parent nor mother appears in the text cited
below, medical references to prenatal exposure (e.g. alcohol) imply that the mother
is a threat to her fetus:

It is the intent of the Legislature that the following shall constitute prima facie
evidence of abuse or neglect of a child as the case may be:...(a) proof that a child
has a medical diagnosis of failure to thrive syndrome is prima facie evidence of
abuse; (b) proof that a child has a medical diagnosis of FAS is prima facie evi-
dence of neglect; (c) proof that a child has a medical diagnosis at birth of with-
drawal symptoms from any controlled substance is prima facie evidence of neglect
(House Bill 624, 1990).

Even though the Bill does not distinguish between prenatal and postnatal expo-
sures to the fetus/child, it is hard to escape the conclusion that the charges of
neglect or abuse* brought at birth would be directed at the mother. Had it become
law, this legislation would have paved the way for increased monitoring of preg-
nant women and offered the implicit potential (already being applied in some
legal/legislative cases) for control over women to ensure the birth of ‘healthy’ chil-
dren. In essence, it posed a fundamental dichotomy between the rights of the
woman as a person and the rights of the fetus (Heriot 1996 cited Johnsen 1986,
1987; Paltrow 1990). Had the more restrictive of the Mississippi laws been passed
as originally authored, for example, the rights of a fetus would have outweighed
those of the woman who carried that fetus (Heriot 1996).

Warren (1989) offers a different rationale for why the fetus should not be
placed in opposition to the woman who carries it. She concluded that definitions
stating that personhood (see p. 10) begins at conception do not take into sufficient
account the legal and moral status of women as individuals—individuals with

4See also GEN. ASSEMBLY OF PA., SENATE BILL NO. 575, S3 (1989) (proposing an expan-
sion of Pennsylvania’s definition of child abuse to include a “substance-abused child”, defined as
“a child who is born with fetal alcohol syndrome...The Controlled Substance, Drug, Device and
Cosmetic Act”). Cited McGinnis, DM (1990) Prosecution of drug-exposed babies: Constitutional
and criminal theory. Univ PA Law Review, 139(2), 505-39.
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rights that should outrank those of the fetus. Warren, a feminist moral philosopher,
points out the problems with the assumption that a fetus has the same rights as an
infant. She states while “most contemporary philosophers believe that birth cannot
make a difference to moral rights”, it in fact does make a difference and has done
so in the past (p. 46). In fact, Warren examines two common assumptions that
underlie moral rights: (1) the intrinsic properties assumption, “the view that the
only facts that can justify the ascription of basic moral rights or the moral stand-
ing to individuals are facts about the intrinsic properties of those individuals™” and
(2) the single-criterion assumption, which claims that “there is some single prop-
erty, the presence or absence of which divides the world into those things which
have moral rights or moral standing and those which do not” (p. 47). She believes
that these two assumptions ignore the social relationships that could be taken into
account in moral decision making. Because the courts rely on these assumptions in
addressing issues of personhood, they do not address moral questions about per-
sonhood that are related to larger social issues (e.g. poverty). As a consequence,
decisions about when life begins are framed as all-or-nothing decisions.
Significantly, these sanctions apparently did not pertain to fathers® as long as
the neglect or abuse could be attributed to actions taken by the woman during a
pregnancy. Such reasoning is based upon a rationale that makes the outcome of a
pregnancy uniquely the responsibility of the individual woman (Heriot 1996).

Drinking During Pregnancy/Pre-conception—Who
Is Responsible?

A knee-jerk response to the sad picture of a child suffering from FASD is often to
punish the mother because she is deemed to be responsible. Most commentators
agree, however, that subjecting women to criminal sanctions will not address the
problem of children being exposed to alcohol in utero (Moss 1990; Merrick 1993).
Some scholars question whether invoking the law to punish this kind of ‘irrespon-
sible” maternal behaviour would place society on the slippery slope to even burden-
some restrictions on a pregnant woman’s actions for the sake of her unborn child
(Paltrow 1990) or indeed, that constraints would extend to include all fertile women
of childbearing age, since it is evident that alcohol consumption can harm a fetus
even before a woman knows that she is pregnant (Chernoff 1980; Field 1989).

For some feminist writers, any such talk of prosecuting pregnant women who
drink is suspect, in that “punishing women for harming their fetuses—intention-
ally or unintentionally—resurrects patriarchal stereotypes of women whose value

SA father’s age has been stated to influence whether a baby might be born alive or dead
(Goodwin 2008 cited Wyrobeck et al. 2006). Thus, research has demonstrated that increasing
paternal age is significantly associated with spontaneous abortion independent of maternal age
and multiple other factors (Kleinhaus, Perrin et al. 2006).
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is defined solely in terms of their reproductive capacity” (McNulty 1987, p. 319).
Such understandings of responsibility reinforce traditional gender roles as defined
by our society and place the blame squarely on women. Pollitt (1990) notes that in
considering the outcome of pregnancies, sexist bias implies that if the mother isn’t
to blame, no one is to blame. Other feminist writers in recent years have identified
that the preventable tragedy of FASD may arguably be seen as part of the more
general ‘backlash’ (see p. 13) against women (Webb 2000).

Until now fathers’ lifestyle choices have not had a causal link to FASD or
seen any repercussion on their unborn children. Also, no FASD cases have been
documented without maternal drinking or resulting from paternal drinking alone
(Gearing et al. 2005). However, ground-breaking research by Lee et al. (2014)
provided the first definitive evidence that fathers’ drinking habits pre-conception
could cause significant fetal abnormalities. These researchers studied male mice
exposed to varying concentrations of alcohol and one control group exposed only
to saline. Following exposure, the mice were mated and resulting fetuses exam-
ined. The findings revealed previously unknown and riveting evidence that pater-
nal alcohol consumption can directly affect fetal development i.e. abnormal organ
development and/or brain development. The authors believe that alcohol consump-
tion affects genes in sperm which are responsible for normal fetal development.

Nonetheless, blaming mothers or fathers is an inaccurate, incomplete and
unproductive approach that reduces responsibility to the individual level and
ignores the larger social determinants of health, such as poverty or disadvantaged
minority status (Gearing et al. 2005).

Rights of the Mother

The literature reveals that discussions of maternal substance abuse are typically
infused by a rhetoric of rights (Webb 2000). On the one hand are those who argue
that a mother has the right to pursue any lifestyle she chooses and that only the
pregnant woman herself can make the intimate choices that affect her fetus. This is
an argument based on a woman’s right to privacy, bodily integrity and self-deter-
mination. It is bolstered by the fact that expectant mothers are naturally more con-
cerned than anyone about the health and well-being of their unborn child. This
reasoning is relied upon by those who contend that the state should never usurp
the decision-making autonomy of the mother during pregnancy, for to do so would
be to unfairly limit her freedom to pursue her own life-choices. Field (1989) sums
up this approach when she writes: Pregnancy is a person event. Pregnancy should
not become a legal event as well—an occasion for governmental intrusion.
Leonard (1998 cited Linder 2005) states that any regulation which punishes or
restricts a pregnant woman’s behaviour in order to protect an unborn fetus essen-
tially subordinates the civil liberties of the woman to the rights of her fetus. This
maternal-fetal conflict is especially severe when states attempt to regulate prenatal
behaviour that is otherwise legal, such as alcohol consumption. Civil commitment
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schemes which regulate prenatal alcohol consumption, such as Wisconsin’s pro-
tective custody statute, pose a number of constitutional and practical problems.

Accordingly, Dineen (1994) argues that prenatal alcohol abuse protections in
America may violate both the Due Process and Equal Protection Clauses of the
Constitution. Even if these protections pass constitutional scrutiny, they may
still be rendered unworkable by the range of practical problems they face. She
argues that a purely punitive approach to preventing FASD, which forces preg-
nant women into involuntary treatment, does not address the addiction at hand
but instead, may deter women from seeking proper prenatal care. In addition, pro-
scribing otherwise legal behaviour is the first step towards regulating any mater-
nal conduct that may adversely affect the health of a fetus. Further, statutes that
simply react to the problem of prenatal alcohol abuse by taking already pregnant
women into custody are unlikely to prevent FASD since the fetus has most likely
already suffered irreversible damage.

Significantly the 1980s witnessed the increasing intensity of anti-abortion activ-
ism in reaction to the 1973 Roe v. Wade US Supreme Court decision that legal-
ized abortion as a woman’s constitutional right (Oaks 2001). Research by Salmon
(2007) purports that some women who fear their unborn child may have FASD, do
attempt to abort the fetus.

Rights of the Father

There is scarcity of research and therefore, paucity of information in the literature
on this issue [described as a conspicuously absent grey area] (Gearing et al. 2005)
probably because there may be many ramifications—political, moral, social, legal
and historical.® Furthermore, when it comes to the rights of the unborn child’s sup-
posed father, the issue becomes very sticky. However, English law commonly
states that because the unborn child has no rights of its own at least until it is born,
the father has no grounds or right to act on its behalf. Neither does it give the
father custody rights of the unborn child (Per Westman 1993). Also it is docu-
mented that in Quebec legislation or case law, there is nothing to support the argu-
ment that the father’s interest in a fetus he helped create gives him the right to veto
a woman’s decision in respect of the fetus that she is carrying (Hrcr.org. 1989).

In 1989, Jean-Guy Tremblay of Quebec filed an injunction against his girl-
friend, Chantal Daigle, in an attempt to prevent her from obtaining an induced
abortion in the 1989 Canadian case Tremblay v. Daigle. The Supreme Court of
Canada ultimately ruled that there was no precedent for a man’s right to protect
his ‘potential property’, as a fetus was not found to have a right to life under the
Quebec Charter of Human Rights and Freedoms (Greschner 1990).

6See Case centers on rights of unborn child’s supposed father. Daily Record [St. Louis, MO/St.
Louis Countian] 5 Feb 2003. General One File. Accessed 24 March 2015.
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Furthermore, father’s rights activists have long ago argued that men should
have veto power over their partners’ decisions to abort’ (Drakich 1989); the phi-
losopher George W Harris (1986), postulating that there were circumstances under
which a woman’s decision to have an abortion would be morally wrong because it
could harm the father. In this regard, a new Chinese law in 2002 put a man’s right
to have a child on an equal footing with the right of his wife and a man sued his
wife for infringing that right by undergoing an abortion (BBC, UK 2014).

Political Dimension and Rights of the Child

A fundamental issue is whether the rights of the unborn child are protected by the
Charter of the UN, including:

The Universal Declaration of Human Rights 1948; the International Covenant
on Civil and Political Rights 1966 and the Convention on the Rights of the Child
1989. The NZ Human Rights Commission on their website address this question
under the ‘right to life’ (Jayawickrama 2002). The Commission states:

There have been differing interpretations internationally of whether the right to
life applies to the unborn child. The ICCPR declares that ‘every human being’ has
the inherent right to life, while in respect of other rights. The expressions used
are ‘everyone’, ‘every person’, ‘every child’—or even ‘every citizen’. This use of
different terminology has raised the question whether ‘every human being’ has a
more expansive meaning than usually attributed to ‘every person’; in particular,
whether it also includes the ‘unborn child’. At the national level this is determined
generally by policy rather than by law. Of significance is the fact that there have
been differing views internationally on whether the right to life includes the right
to die (Jayawickrama 2002).

The text of the 1948 Universal Declaration of Human Rights clearly states that
everyone has the right to life and that what is meant by everyone is ‘every member
of the human family’—that is, all human beings. Here is the nub of the matter.
The Royal Commission regarded the unborn child as one of the weakest, the most
vulnerable and most defenceless forms of humanity and should receive protection
(The Life Resources Charitable Trust 2011).

On this note, the majority of fetal rights legislation in Wisconsin has focused
on the consumption of alcohol as prenatal drug abuse which can negatively affect
fetal health and the well-being of a fetus (Linder 2005 cited Dineen 2001). In
fact, maternal alcohol consumption is considered even more dangerous than pre-
natal drug abuse because it is more prevalent in society and the leading cause of
non-hereditary mental retardation. Moreover, sudden withdrawal from alcohol can
harm or kill a fetus.

7See Unmarried biological fathers must be given notice and chance to comply with statutory
requirements before terminating their parental rights: Heart of Adoptions, Inc. v J.A., No. SC07-
738 (Fla. 2007). Child Law Practice Newsletter (2007) 26(6), 82.
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Several US states, including South Dakota and Wisconsin have passed criminal
legislation directed at pregnant women who consume alcoholic beverages.
Wisconsin’s civil commitment laws, in particular, have sparked a great deal of
controversy. These laws allow the state to take an expectant mother into custody if
a public officer finds that she exhibits an habitual lack of self-control in the use of
alcoholic beverages (Linder 2005).

Furthermore, since the state may intervene on behalf of an unborn child begin-
ning at the time of fertilization, a pregnant woman can be taken into custody
before she even knows that she is pregnant. Wisconsin’s statutory scheme is a far
more draconian approach to protecting fetal rights than previous legislation tar-
geting the use of illegal substances. However, this approach to deterring harmful
maternal behaviour threatens to cross constitutional boundaries (Linder 2005).

Nonetheless, there are those within society who point to the basic right of the
child to begin life with a sound mind and body. This idea is often championed
by geneticists (Glass 1975; Milunsky 1977 cited Webb 2000). It is also the right
spoken of in the UN Declaration of the Rights of the Child adopted in 1959, to the
effect that: The child...shall be entitled to grow and develop in health. This basic
right is taken by some to mean that maternal action during pregnancy should be
prescribed so as to provide for the well-being of the child.

Robertson (1983 cited Webb 2000) purports that the mother has, if she con-
ceives and chooses not to abort, a legal and moral duty to bring the child into the
world as healthy as is reasonably possible. She has a duty to avoid actions or omis-
sions that will damage the fetus and child... In terms of fetal rights, a fetus has no
right to be conceived, to be carried to viability. But once the mother decides not to
terminate the pregnancy, the viable fetus acquires rights to have the mother con-
duct her life in ways that will not injure it. However, a number of scholars indicate
that this idea is virtually non-sensical in the context of state intervention in preg-
nancy e.g. Hanigsberg (1991). Notwithstanding, a NZ Family Court decision rec-
ognised a fetus a few weeks before birth as having some rights. The mother was
15 and pregnant. There was evidence that her boyfriend had been violent towards
her (The Life Resources Charitable Trust 2011).

Fletcher’s situational ethics takes this point to its logical conclusion in propos-
ing that regardless of what it means for the rights of those involved, one must cal-
culate the gains and losses of various courses of action or inaction and then select
that course which offers the greatest good for society. Ideally it is better to do the
moral thing freely Fletcher contends, but sometimes it is more compassionate to
force it to be done than to sacrifice the well-being of the many to egocentric rights
of a few (Webb 2000 cited Fletcher 1974). (Admittedly though, this strict brand
of utilitarianism is likely to encounter as much, if not more resistance as any
absolute-rights argument in the FAS and ARND context)—[comments in italics
Webb’s].
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Conclusion

Whilst I have attempted to unpack the ethical, legal and moral implications asso-
ciated with the rights of the unborn child in relation to FASD, it must be firmly
stated that the dangers of drinking alcohol during pregnancy were well known
in Biblical and Greco-Roman times (Abel 1997). This implies that if society had
paid attention to the bitter lessons of the past, the modern ‘tragedy’ might have
been avoided. Physicians, writers and theologians had written about the effects of
alcohol on the fetus “since Biblical times” intoned Hill and Tennyson (1980) who
then chastised modern society with the inclusive moral lapse of failing “to heed
the wisdom of our forefathers...” (p. 177). The authors concluded with a state-
ment from a temperance tract dating to the 1860s that said it “still holds true today
that parents are responsible for their children’s infirmities, blindness and idiocy”
(p. 198). Notably, the word ‘parents’ is used rather than reference being made to
the biological mother, whom some writers and legal professionals still argue is in
fact responsible for the child’s disability and should therefore, be punished by law,
as described by Gallagher (1987) and various earlier legal Acts which differ by
country, as previously discussed.

Because there are many mixed messages within society being given to women
of child-bearing age regarding pregnancy and the consumption of alcohol, it is
no wonder that the disability is still prevalent worldwide. It is noteworthy that
in 1981, the Surgeon General of the US advised ‘women who are pregnant (or
considering pregnancy) not to drink alcoholic beverages and to be aware of the
alcoholic content of foods and drugs’ (Food and Drug Administration 1981). The
Surgeon General’s warning stands in stark contrast to the official advice offered
in other countries. For example, the British Royal College of Obstetricians and
Gynaecologists issued guidelines in 1996 stating that ‘no adverse effects on preg-
nancy outcome have been proven with a consumption of less than 120 grams
of alcohol per week’ and recommending that ‘women should be careful about
alcohol consumption in pregnancy and limit this to no more than one standard
drink per day’. Although these recommendations have been challenged by some
(Guerri et al. 1999), they are typical of the European stance on prenatal drinking
(EUROMAC 1992). Moreover, it is not clear how punishing a woman for giving
birth to a child with FASD is going to reduce the incidence of this birth defect. In
fact, it would seem far more logical as a moral imperative, to find and help those
women most at risk of adverse outcomes.

It is evident from what is documented above that there is no clear cut testimony
in legal circles regarding the rights of the unborn child in relation to FASD with
various countries abiding by different legislation or laws—this over many years
in some cases. Ironically though, some individuals would argue, why should what
amounts to a major public health issue be deemed a matter for the criminal justice
system? How has society come to see women as the major threat to the health
of their newborns and the womb as the most dangerous place a child will ever
inhabit?
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Any proposal to bring prohibition to the womb exists within a political matrix.
Indeed, it would be almost impossible to enter a discourse on ‘policing pregnancy’
without buying into a political argument about the rights of those involved and the
concepts that underlie those rights. Surely with new research evidence that men’s
drinking may also cause organ/brain dysfunction of the fetus, should they not be
partly held accountable?

Nonetheless, the great debate presently is between the legal rights of the
woman against the legal rights of the unborn child and there is a lot of resist-
ance to monitoring the lifestyle of women who may or may not be pregnant.
Criminalizing women who drink would set a profoundly dangerous legal prece-
dent. Whether states have a right to protect the fetus from the actions of the mother
is a question that requires answering. States should also give serious thought to the
rights of the father since one-half of every child is the biological product of that
individual and he deserves a voice. Thus, fathers and their involvement is a distinct
and significant factor that unmistakably exerts positive and/or negative influence
on FASD across a number of domains, specifically genetics, partnering relation-
ships, family life and larger environmental and structural conditions.

FASD poses serious and clearly avoidable injury to the developing fetus and
consequently, to society. Tackling the problem of fetal alcoholism through legisla-
tion however, presents several inherent difficulties. Prevention can quickly take on
a very intrusive intervention into a woman’s private life, threatening the right to
make autonomous decisions about their lives and bodies.

Clearly, the only way to protect the rights of the expectant mother and unborn
child is to follow a strategy of education and treatment aimed at stopping prena-
tal alcohol addiction before it starts. Unfortunately, this is easier said than done,
especially since drinking alcohol is not a crime and in many countries (e.g. NZ;
Australia), it is indeed a culture. Furthermore, threats of jail or the loss of their chil-
dren may well drive women away from prenatal care, hospital deliveries and put
health professionals under pressure to report women suspected of drinking to the
police. This is not what is required—rather society and the legal profession should
concentrate on a concerted effort to minimise the risk of harm to the unborn child.
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Why People with FASD Fall
for Manipulative Ploys: Ethical Limits
of Interrogators’ Use of Lies

Stephen Greenspan and John H. Driscoll

Introduction

People with FASD are easily manipulated by others, and such social vulner-
ability is a major reason why they are so likely to get into serious legal and other
forms of difficulty. Police interrogations are also manipulative, in that a detective
is attempting to use various ploys—including deceptive statements—to persuade
someone to do something he is initially reluctant to do, namely admit to having
committed a criminal act. In this paper, the authors use an audiotape of an actual
interrogation of a young man with FASD who initially strongly denied guilt, to
better understand the way interrogative manipulations (including lies) were used
to break his will and get him to confess to a crime which he may or may not have
committed. Cognitive and other impairments in people with FASD are discussed
in relation to specific interrogative ploys—particularly the introduction of pseudo-
factual and other forms of lies—that take advantage of those impairments. Ethical
cautions regarding lie-infused interrogation, particularly when used with brain-
impaired people who have trouble discerning factual-potential and the motivations
of liars, are raised. A point that is strongly emphasized in this paper, and derived
mainly from the writings of Jerome Bruner about narrative story-telling, is that
for an adolescent or adult to stay out of jail requires a level of meta-cognition in
which the intentions of a manipulator (whether a co-criminal or an interrogator)
are thought about on a functional and abstract level. Unfortunately, people with
FASD operate on a concrete and non-reflective level, which is why so many peo-
ple with that disorder end up in jail or prison.
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Social Vulnerability of People with FASD

People with Fetal Alcohol Spectrum Disorder (FASD) do not, as a rule, show good
social insight or judgment (Streissguth and Kanter 2002). Nor do they possess an
ability to adequately apply their thoughts and intuitions to determine how to act
safely in complicated or multifaceted situations. That is the main reason why they
get in trouble with the law and “mess up” in other ways, such as getting fired from
jobs (Edwards and Greenspan 2011). A big contributor to the poor social judg-
ment of people with FASD and other brain-based disorders is their inability to see
through, and resist, the risky manipulations, pressures and temptations offered by
others (Greenspan and Woods 2014). These manipulations often involve pseudo-
factual hypothetical statements that are in effect lies; a real life example (which
resulted in a lengthy prison sentence) involved a young man being falsely told by
a peer that his mother was being physically abused by a boyfriend, who needed
to be beaten up in order to be taught a lesson. The assault took a severe turn and
the targeted man died, which likely was the manipulator’s intention all along.
But manipulation can take many forms other than committing assault or murder,
ranging from being persuaded to consume drugs or alcohol when one is trying to
quit, to being pressured to confess to a crime when one is trying to maintain one’s
innocence.

Susceptibility of people with FASD to being manipulated by others is an obvi-
ous result of their neuro-cognitive limitations, but other factors enter in as well
(Greenspan and Driscoll 1997a). These include their social neediness, which is
a reflection of having few if any non-deviant friends, and their personality adap-
tations (a tendency to mimic and accede to the requests of others) which people
with a history of failure tend to make (Zigler 2013). Suggestibility is a personality
trait with a cognitive component that has been found to be high in people with
FASD and which makes them susceptible to being manipulated in various contexts
(Brown et al. 2011). Various studies have established that people with FASD and
related neurodevelopmental disorders have a several-times greater probability of
giving false confessions (Fast and Conry 2006), a reflection of the fact that inter-
rogations, even those undertaken with the most honorable of intentions, are heav-
ily reliant on the use of manipulative methods, typically involving some form of
deception.

Although there is an acknowledged cognitive basis for the susceptibility of peo-
ple with FASD to manipulation, that basis has generally been analyzed on a global
and superficial level, such as by general reference to their impairments in “execu-
tive functioning” without linking it to specific actions. While executive function-
ing is a valid and useful construct, a more helpful analysis would delve deeper, by
identifying specific ploys engaged in by a manipulator, and then seeing how those
ploys tie in with specific cognitive processes, including executive functioning, and
limitations. Such a more contextualized approach to understanding the poor judg-
ment (with usual predictable bad outcomes) of people with FASD has not been
widely attempted, to our knowledge.
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An obstacle to conducting such an analysis is that we typically do not know,
on a moment-to-moment basis, the deceptive tactics that are used in a particular
incident. An exception to that generalization, however, can be found in recorded
police interrogations, where the ebb and flow of a manipulative transaction can be
minutely observed and analyzed. Police interrogation of people with FASD is an
interesting subject for investigation in its own right, independent of its providing a
window into the problems cognitively impaired individuals have in perceiving and
resisting manipulative ploys. That is because people with brain-based impairments
are notoriously susceptible to giving false confessions (Kassin et al. 2009), and are
unable to resist the deceptive questioning ploys by interrogators, the use of which
have been authorized by the US Supreme Court (Skolnick 1985) and prominently
promoted in interview training manuals (Imbau et al. 2011). The current paper,
therefore, is intended to shed light on how the cognitive limitations of people with
FASD contribute to the ease with which they can be deceptively manipulated in
general, and also to shed light on how this tendency contributes in particular to
their vulnerability to giving false, as well as truthful but involuntarily-given, state-
ments in police interrogation situations.

In pursuing these purposes, we shall first describe all of the deception ploys
used in a successful (in the sense of producing a breakdown of will to resist) inter-
rogation of a young man with FASD; examine the appropriateness of using a “big
lie” to break down his resistance to incriminating himself; and then explain why it
is that FASD and related modes of impaired cognitive functioning made him espe-
cially vulnerable to having his “will overborne” by a persistent interrogator. In a
final section, we discuss ethical and legal implications flowing out of an enhanced
understanding of the deceivability and gullibility of people with FASD and related
disorders.

A Listing of Ploys Used to Break the Will of a Person
with FASD

The case used in this paper involves “Juan,” a homeless young man of 20 who was
diagnosed with Fetal Alcohol Syndrome at a specialized FAS clinic as a pre-ado-
lescent. Because Juan’s legal case is still wending its way through the legal sys-
tem, we shall slightly change some facts and take various other pains to disguise
his identity. The basic crime of which he was charged was statutory rape, although
the more serious but in this case, less provable charge of forcible rape was also
alleged. Juan was on probation for an earlier relatively minor property crime. He
has no history of violence or crimes against persons. He had failed to fulfill some
requirement of his probation, as people with FASD have a difficult time remem-
bering meetings with probation officer, paying fines, giving urine samples, etc. He
consequently probably expected to be rearrested. The arresting person, “Officer
Truax,” delivered Juan to the presence of “Detective Smith,” without telling him
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the reason. In the following paragraphs, we shall list each of the ploys told, and
the response of Juan to each ploy. We shall save an analysis of each ploy and how
it intersected with Juan’s impairments, for a later section.

False Friendliness Ploy

Officer Truax brought Juan into a room in the police station, and introduced him to
Detective Smith, who he described as “a really nice guy.” Truax offered to fetch Juan
a soft drink and told him that it was the only time he had ever offered such a kindness
to anyone brought in for questioning. Juan was wary but seemed somewhat reassured.

Concealing True Purpose Ploy

Detective Smith told Juan that he was picked up for a probation violation but
that he also wanted to question him about another matter. Juan was never told the
nature of this other matter, and was asked not a single question about the probation
violation. Juan made no audible response other than “okay.”

Ploy to Create an Incentive to Cooperate

Juan was told that he was technically under arrest for the probation violation.
Detective Smith told Juan that after they cleared up the probation matter, he could
not be released right away but would have to be brought to the jail before he could
be released. Likely, this caused Juan to think that by cooperating he would go free,
while refusing to cooperate would land him in jail. It also minimized the serious-
ness of the situation and caused Juan to think that he was not in any real danger.
Juan said “T understand” and asked no questions, such as the one that would occur
to most people: “If I am not here for the probation violation, then just what do you
want to question me about?”

Ploy of Reading Miranda Rights Quickly
and Without Real Probes

Detective Smith read Juan the Miranda warning in a very cursory and formulaic
manner. After every sentence was read quickly, the detective said to Juan “Do you
understand that?” and Juan replied reflexively with “yes.” Juan was never asked to
repeat it in his own words, or to demonstrate what it really meant, such as that he
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could stop talking at any moment and walk out, which he probably felt he could
not do in this case as he was told he was under arrest for the probation violation
warrant. This ploy was intended to comply with the law by reading the rights with-
out giving Juan any encouragement to actually assert those rights.

Ploy of Asking Many Irrelevant Questions

The first 30 min of the interrogation consisted of a string of questions having noth-
ing to do with the alleged criminal offence, which still was not divulged. They
had to do with Juan’s life and touched on such things as his parents, siblings,
extended family, friendships, past addresses, current living arrangements, school
history, past court experiences, etc. Often, Juan was asked for specific dates about
past events, such as when he attended a particular school. The effect was to cre-
ate almost a trance-like question and answer sequence, where Juan would reply to
each question with a truthful response, and no question stood out as particularly
challenging. Juan replied without delay to every question and demonstrated good
recall about various details of his life and its history.

Ploy of Easing Indirectly into Dangerous Territory

Detective Smith started to ask Juan about his sexual history, and also about his
use of alcohol and other intoxicants. When asking about his female friends, Smith
wanted to know their ages, the dates and frequency of sexual encounters, and the
locations. He also asked about Juan’s male friends and one young man in par-
ticular, a slightly older person nicknamed “Ratman,” who lived in an abandoned
house. Ratman purchased alcohol for under-aged youths and had video-watching
parties where various young people would lounge on mattresses, drink and some-
times have sex, which Ratman apparently liked to watch. Juan answered every one
of these intensely personal questions without hesitation or apparent evasion, and
did not once say “none of your business.” The one time Juan stiffened a little was
when Smith mentioned a girl named “Caroline” and asked if Juan had ever had sex
with her. Juan quickly denied it, saying he considered her like a younger sister and
would never have sex with her.

Ploy of Seizing on a Minor Inaccuracy

At least a half dozen young women with whom Juan had been intimate were
discussed in the course of the interview. None of them were under-age, with the
exception of Caroline. One of the girls, “Brenda,” apparently was several months
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older than the age that Juan said she was. The detective told Juan that he was sure
he knew Brenda’s real age and that he was intentionally lying. The detective said
to Juan “T know the answer to most of the questions I am asking you, and if you
tell a falsehood I will know it and I will think poorly of you. If you want me to
trust you and think you have a good character, it is important that you answer
truthfully to every question I ask you.” Juan said he understood.

Ploy of Telling a Lie About Incriminating Evidence

Detective Smith returned to the topic of Caroline, with several questions about
the nature of their relationship. Juan mentioned that Caroline had a huge crush
on him, and had several times asked him to sleep with her but that he had always
resisted the temptation, both because of her age and the fact that he had prom-
ised her brother he would look out for her. Juan indicated that he thought of
Caroline as a kind of younger sister and he made it a point to never have sex
with family. He even broke off a relationship with another young woman when
he discovered they may have been distantly related. Smith asked about a par-
ticular evening at Ratman’s house when Juan admitted being drunk to the point
of blacking out and waking up later lying next to Caroline. The detective asked
Juan if he could have had sex with Caroline that night and he replied by say-
ing he was certain he did not. Smith then asked Juan “well how then can you
explain how your DNA came to be found inside Caroline’s vagina when she was
checked at a medical clinic?” Juan replied to this totally fabricated assertion by
saying “I have no idea.”

Ploy of Mixing Truth or Hypothetical Truth with Fiction

A key to causing an emotional breakdown in Juan came when Detective Smith
asked him if had ever had a sexually transmitted disease. Juan replied that he
found out he had an STD when one of his sexual partners told him she was pretty
sure she had contracted it from him. Smith then truthfully told Juan that Caroline
had contracted the same disease, and that was how Juan’s name came to the atten-
tion of the police, as Caroline was asked by a nurse to reveal the names of her
sexual partners. Detective Smith again told Juan that they knew he had sex with
Caroline, as he had gotten the information from others at the party, which was not
exactly true. Detective Smith then repeated the big lie about finding Juan’s DNA
inside Caroline’s vagina. At this point, Juan started to sob and said that his prac-
tice was to pull out when he felt himself about to come, but he supposed it did not
always work perfectly.
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Ploy of Suggesting a Culpability-Minimizing Theory

Once Juan started to cry, it became likely that Detective Smith would be able to
“reel him in.” The key to this lay in offering Juan a hypothetical story that Smith
believed to be true, and then getting Juan to confirm and elaborate on that story.
Three motivational components to Smith’s success in “closing the deal” were: (a)
convincing Juan that he would feel better if he came clean, (b) telling him repeatedly
that what he did was “not the worst thing in the world,” “most of the people I have
interviewed have done much worse things”, etc., thus minimizing the seriousness
of the crime and implying a confession would likely would not bring serious conse-
quences, (c) implying that it would be in Juan’s interest in terms of a lesser conse-
quence if he was truthful, and (d) providing Juan with a plausible explanation for his
conduct on the night in question that reduced Juan’s feelings of shame and guilt for
an act of sex with a young girl he had promised to protect and felt bad about.

This hypothesized story, which Juan agreed to and even elaborated on,
involved: (a) Juan being so drunk that his self-control and even consciousness was
lessened, (b) Caroline being the sexual aggressor in initiating the sex and in carry-
ing it to fruition, and (c) once the sexual encounter started, Juan got too aroused
to be able to stop. The one place where Juan showed some resistance was when
Detective Smith suggested that Caroline changed her mind and tried to end the
encounter. Juan initially said it did not happen, but then admitted she might have
weakly said “no” a couple of times, but then changed her mind again. Detective
Smith later cleverly came back to this theme by asking Juan if he had ever com-
pleted a sex act with a different girl after she said “no” and he replied “yes, her
name was Barbara, but she changed her mind and said to go ahead.” In asking this
question, Detective Smith was less interested in pursuing another crime as he was
in getting Juan to indirectly strengthen the validity of his earlier quasi-admission
that the sex with Caroline might have been involuntary.

Cognitive Deficiencies that Place People with FASD at Risk
in an Interrogation Situation

Although there are personality (e.g., non-assertiveness) and state (e.g., inebriation)
factors which might contribute to a foolish or risk-unaware act (Greenspan 2009a, b)
such as adopting an interrogators story and agreeing or even embellishing on it, our
basic focus in this paper is on cognitive explanations. In this section, we approach
the phenomenon of Juan’s caving into Detective Smith sequentially in terms of sev-
eral cognitive theories. In each section, we relate the theory under discussion with
what is known about FASD and the cognitive impairments associated with the
disorder.
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Categorization Perspective on Interrogative
Deception Vulnerability

Jerome Bruner, one of the principal architects of the cognitive revolution in psy-
chology, has opined that cognition is mainly a matter of categorization (Bruner
et al. 1956) or procedural narrative knowledge (Bruner 1986). By that, he meant
placing an event, object or situation into a self-constructed category, whose mean-
ing comes from its resemblance to other phenomena which share some defining
features. In the case of a manipulative situation such as a police interrogation, the
most adaptive categorization would be “situations where somebody is trying to
get one to do or say something seriously harmful to one’s interests.” In this sense,
many of the narrative-enhancing ploys used by Detective Smith were intended
to make it more difficult for Juan to categorize the situation in that manner and
thus get into a “fight-or-flight” mind-set. Juan lacked a procedural awareness of
the story telling techniques being used on him as well. Examples included initial
friendliness, minimizing or obscuring the true purpose of the occasion, engineer-
ing a conversational quality which steered away from red-flag topics, mixing true,
hypothetically true and false statements (thus obscuring the motives and deceit-
fulness of the interrogator) and effort to create the impression that keeping the
esteem of the detective, rather than staying out of jail, was the real purpose of the
interaction.

A key to categorizing a situation as manipulative is recognizing that there
are lies being told and that hypothetical statements are not always true. That is
because lying about the manipulator’s intent, about potential benefits to the tar-
get, about the facts of the manipulator’s persuasive arguments, etc., are always a
central feature of any manipulation. In that sense, a particularly confusing chal-
lenge in the interrogation was the mixing of true (e.g., “Caroline contracted the
same STD that you had”) with untrue (e.g., “your DA was found in Caroline’s
vagina”) statements. This requires—in a manner analogous to a Piagetian conser-
vation task—an ability to hold onto two conflicting realities, one untruthful state-
ment such as the DNA ploy, in the face of many truthful statements which by
their number are more salient and tend to create an illusion of truthfulness. For
Bruner (1961), who early-on was heavily influenced by Piaget, the inability to
conserve a critical reality e.g. a big lie, in the face of salient and thus reality-
distorting artifices such as many irrelevant truths or half-truths is a reflection of
overreliance on what he termed enactive (or action-based) or iconic (internalized
image based) representational modes of thinking. Moreover, it is an indication
of great limits in the use of symbolic, word and formula-based, declarative and
procedural knowledge particularly at the level of meta-cognition. People who
have developmental disabilities that are impacting their social thinking may be
capable of categorization on a concrete symbolic level, but they will likely have
increasing difficulties with functional categories and extreme problems with
abstraction of categories on a hypothetical level. For instance, if an interroga-
tor in a case similar to Juan’s were to lay the groundwork for his story version
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of what “may or may not” have happened by detailing actions and images, he
or she is progressing towards the use of concrete categorization and potentially
functional purposive description of what may have happened as fact. At the more
abstract symbolic level what may be factual is readily then classified as known
verified fact. The procedure is seemingly transparently exploratory and then at
once totally confirmatory.

Bruner (1961) posited three modes of representing reality: enactive (action-
based), iconic (image-based) and symbolic (abstract). These are in some ways
analogous to Piaget’s pre-operational (enactive), concrete operational (iconic) and
formal operational (symbolic) stages, both in the mode of problem-solving and
in that both formulations involve an invariant stage sequence. However, unlike
Piaget, for Bruner the stages are not tied to specific ages, and it is thus possible
for an adult, especially one with a neurodevelopmental disorder such as FASD
to be operating on a very primitive level, where reality is basically a set of dis-
crete concrete actions perhaps also functional or purposive in nature that are not
approached on any meta-cognitive level. That appears to be exactly what happened
in the interrogation session with Juan, where he could not step back and readily
categorize the meaning of the situation beyond a concrete or functional level, let
alone figure out or abstract what was happening in his present situation and what
his options were in that situation. He became the main character in the confirma-
tory story.

Bruner (1986) more recently draws a distinction between narrative thinking and
paradigmatic thinking. The latter entails truth-finding or verifiable procedures. It
is paradigmatic in nature, logical and scientific. On the other hand, the narrative
mode of thought seeks similarity to truth through story telling. It is a process of
shared reality through mutual transactional experience and not necessarily through
“learning” in the traditional sense of seeking truth. Narrative thought can be
defined by changes in intention. It creates a world of possibilities rather than cer-
tainties. It introduces doubt while scientific thought utilizes falsification and veri-
fication to create certainties and establish truth. It engenders performances rather
than verification of truth. Stories can be true, not true or partially true.

Theory of Mind Perspective on Interrogative
Deception Vulnerability

Part of the ability to survive a manipulative interrogation depends on social per-
spective-taking, an important aspect of social intelligence (Greenspan and Driscoll
1997b). Today, perspective-taking is subsumed under the rubric of “theory of
mind,” and refers to the ability to put oneself in the shoes of another person and
understand their motives as well as how they see you. Such ability has obvious
implications for surviving an interrogation session, as one cannot act purposively
or skillfully in a manipulative situation without being able to understand what the
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other person is up to. Theory of mind has been studied mainly as a possible expla-
nation for the inability of people with autism to exhibit social reciprocity (Baron-
Cohen 1995), but deficiencies in this ability have been found in people with FASD
(Kilchenbaum et al. 2012; Rasmussen et al. 2009) and other neurodevelopmental
disorders which share some of the same symptoms as found in people with Autism
Spectrum Disorder.

Communicative Processing Perspective on Interrogative
Deception Vulnerability

FASD is known to produce damage to the prefrontal cortex, and such dam-
age, according to Zalla et al. (2014) is associated with deficits in “encoding and
retrieving complex events, such as action and narrative knowledge...[and in]
processing different aspects of narrative representations, such as the figurative
moral meaning, syntactic features, and inference generation [of story process-
ing].” Persons with frontal lobe lesions “...showed a pattern of deficit at an early
stage of story comprehension that specifically involved the ability to reconstruct
the sequential links among events and to extract inferential knowledge from the
text during encoding” (Zalla et al. 2014). Individuals with FASD have impair-
ments in their ability to analyze story narratives, and cannot elaborate on sto-
ries well (Thorne et al. 2007). An interrogation is basically a situation in which
an interrogator develops a story and tries to convince a subject to buy into and
even elaborate on that story. In the absence of an ability to semantically process a
story, people with FASD and related brain disorders are very likely to confabulate
(Fotopoulou 2008; Gibbard et al. 2003), that is to pretend that things happened in
a way they may not have.

Depletion of Cognitive Resources Perspective
on Interrogative Deception Vulnerability

It is not an accident that the most critical piece of deceptive information is usu-
ally introduced late in an interrogation, at a point when the subject is begin-
ning to get tired. Dragging an interrogation out is, in fact, an explicit tactic used
almost universally by interrogators (Gudjonsson 2003), in outlawed form involv-
ing prolonged sleep deprivation, but in routine form going on for several hours.
Psychologist Roy Baumeister and colleagues (Baumeister 2001; Baumeister et al.
1998) have shown conclusively that exhaustion is a powerful force that depletes
a person’s cognitive resources, causing a drop-off in intellectual functioning, and
a loss of willpower (Baumeister and Tierney 2011). Given the limited cognitive
resources which people with FASD have to begin with, and a general lack of
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confidence and self-efficacy (Cicerone and Azulay 2006) in the ability of brain-
impaired people to assert their will and prevail in a challenging situation, the
fatigue induced in an interrogation is likely to have particular impact on ability of
someone with FASD to stick to his or her story, regardless of whether or not it is
true.

Executive Functioning Perspective on Interrogative
Deception Vulnerability

Ability to persevere when cognitive or volitional resources are depleted, otherwise
known as “willpower,” i.e., the ability to persist in thoughts feelings and actions,
can be considered an overriding self-regulatory process (McCloskey and Perkins
2012) which, while not strictly cognitive in itself, has a major impact on the abil-
ity to function intelligently as in making good decisions in a manipulative inter-
rogation situation. Other more specifically self-regulatory processes, which tap
cognitive style as well as cognitive competence, and help determine how intelli-
gently one functions in the world fit under the broad umbrella construct known as
“executive functioning.” In line with the organization leadership analogy implicit
in the term, executive functioning is a “cognitive control,” “cognitive supervision”
or “cognitive management” system which coordinates the implementation and use
of whatever intellectual capacities one may have.

While executive functions are not the same as intelligence, they determine
how efficiently one can use the intelligence one possesses to develop effec-
tive use of declarative and procedural knowledge. Thus, one can function more
poorly in school and in life than one could predict from one’s 1Q if one has
impairments in executive functioning. Such impairments typically are associ-
ated with brain lesions, especially in the frontal lobes of the brain, and are so
universally found in people with FASD that deficient executive functioning is in
fact one of the main diagnostic indicators for FASD. This explains why people
with FASD, in spite of having average 1Q’s in the 80s, almost universally func-
tion adaptively as if their IQs were in the 60s and 70s and, thus, often qualify for
services for people with intellectual disability (Greenspan, Brown & Edwards,
this volume).

In a comprehensive review of the executive functioning literature, Brown and
Connnor (2014) observe that cognitive problems in FASD demonstrate “ineffec-
tive use of higher-level executive skills” that require conscious effort, and “espe-
cially when tasks are complex and require rapid processing.” The authors go on
to state that “adolescents and adults with FAS appear to have significant difficulty
with tasks requiring complex sustained attention and shifting attention..., suggest-
ing that attention disturbance in FASD may become noticeable when tasks involve
complexity.” All of these skills are required to survive, or even to cognitively pro-
cess, a manipulative interrogation session.
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Do the Ends Justify the Means in Use of Deceptive
Interrogation?

Joseph Buckley, a co-author of books promoting the “Reid technique” of inter-
rogation used by Detective Smith, has argued that the use of big lies (such as
explicitly referring to false evidence) should only be used as a last resort (2012),
although it begs the question whether smaller lies pervade the technique. By last
resort, one assumes he meant situations where absence of lying does not attain the
desired confession, but that of course is based on the notion, which he denies, that
the purpose of an interrogation is not to obtain the truth but rather to obtain sup-
port for what the interrogator believes to be the truth. The fact that Juan eventually
caved and admitted to having had sex with Caroline will likely be seen by some
readers as justification for using the “big lie” (that his DNA was found inside her
body) that undoubtedly played the most critical role in causing the crumbling of
his will to continue asserting his innocence. There are three counter-arguments
that could be made: (a) not all confessions are truthful and the confession that Juan
gave could have been false; (b) lying or hypothetical factualizing is difficult to jus-
tify for use with people experiencing social cognitive disability, regardless of the
purpose, and use of a big lie as an interrogative technique is intrinsically unfair,
regardless of whether or not it appears to have worked; and (c) people with FASD,
and other neuro-developmental disorders, lack the skills to be socially aware of
potentially deceptive situations, utilize insight or apply judgment to determine
action steps in their best interests, assert their rights, or resist giving an involun-
tary and possibly invalid confession. Their self-determination, in other words, is
overborne.

Possibility of False Confession

There is today a very substantial scientific literature on the phenomenon of false
confession (Kassin and Gudjonsson 2004), and many publicized cases of long
prison sentences as well as death sentences being overturned when DNA or other
evidence showed that confessions used to obtain their convictions were invalid.
A great many of these since-overturned confessions were made by people with
neurodevelopmental disorders (Perske 2011). In the most authoritative review
of the research literature on false confessions, Kassin and Gudjonsson (2004)
indicate that the two major risk factors for false confession are age (children and
adolescents are at very high risk of false confession) and intellectual impairment.
See also Mclachlan and Roesch (2012) on the vulnerability of youths to giving false
confessions. The same factor is responsible for false confession in both populations:
incomplete brain development, which affects one’s ability to make good decisions
under conditions of pressure and ambiguity (Clare and Gudjonsson 2010). Elizabeth
Loftus, the leading authority on implantation of false memories, believes that in
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many cases, especially with vulnerable subjects, the giving of a false confession is
made possible by convincing a subject that the interrogator’s account of the person’s
behavior actually is what occurred. According to Leo and Drizin (2010), once a
partial confession is obtained, an interrogator will, as was the case with Detective
Smith and Juan, “pressure the suspect to provide a post-admission narrative that they
jointly shape.”

Some Lie-Based Techniques Cross an Ethical Line

Deontological/religiously-motivated ethicists such as Kant (1781), declare the use
of categorical imperatives to generate universal maxims. In other words, if actions
can be performed under all circumstances and conditions then they are justifiable.
For instance, “it is never morally acceptable to lie”. Alternatively, consequentialist/
utilitarian ethicists such as John Stuart Mill (Strasser 1991) assert that there are
circumstances—particularly in the service of a socially desirable end—where
lying is acceptable. Police interrogation authors such as Buckley (2012) assert that
lying in a police interrogation is acceptable as long as it facilitates the process of
getting at the truth, but acknowledge that on occasion it may result in something
that is not the truth. The 1969 U.S. Supreme Court ruling, in Frazier v. Cupp (394
U.S. 731, 1969) decided that it is generally acceptable for an interrogator to use
lies as an interrogative tactic, but within certain limits. The limit is invoked when
an interrogator does something that “shocks the conscience of the community.”
An example of such a line-crossing would be telling a subject that confessing is
the only way to keep her child from being taken away from her custody. Another
example would be manufacturing evidence, such as a phony typed statement from
an alleged confederate or a phony lab report on blood evidence tying the suspect
to the crime. Courts have ruled that such a step is out of bounds, although the rea-
son seems to be as much concern over the possibility that this phony evidence
could inadvertently make its way into a trial record and be used years later in an
appeal as if it were real, as it is over the likelihood that such evidence is extremely
coercive. However, while phony reports about evidence or eyewitness statements
are improper, it is acceptable to falsely make reference to the existence of such
incriminating evidence. In the case of Juan, that would translate to a “stop” sign
preventing Detective Smith showing Juan a phony lab report establishing his
DNA being found inside Caroline, but a “proceed” sign for the tactic of claiming
that such a report exists. Excuse us if we do not see much difference, especially
when it is a ploy used against a guileless, non-reflective and naively trusting brain-
impaired person such as Juan.

The basis of moral philosophy, according to Rawls (Nagel 1973) is justice,
which he defines as fairness, or an absence of discrimination which advances the
interests of one person; in other words, every person should be treated equally.
Given that people with FASD are at a distinct disadvantage in even claiming, let
alone exercising, their right to avoid self-incrimination in the face of manipulation,
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one can conclude that the use of interrogative ploys, especially when they
involve introduction of grossly false facts, is inherently unfair or manipulation of
vulnerability to suggestibility or deceivability. The most important skill needed
to survive a manipulative interrogation, or any manipulative transaction for that
matter, is the ability to recognize the event for the dangerous game that it is and
if possible to walk or better yet run away without playing it. The US Constitution
guarantees every citizen as well as (at least in theory) non-citizen resident the
right to do just that, but the people most in need of protection from interrogation
(those who are poor, uninformed, brain-damaged or otherwise overly trusting)
generally fail to exercise that right. Once a person agrees to be interrogated, then
he or she has entered into a dangerous place that requires some degree of cognitive
wherewithal to keep from being led down the garden path to self-incrimination,
regardless of whether or not the person has actually committed the act which he or
she is suspected of having committed.

It is likely in many instances, such as the example reviewed in this paper, that
the process of interrogation is a narrative story-telling technique which enlists
its subject to perform his or her assigned role rather than a methodology which
seeks truth through the use of the scientific method of verification and falsifica-
tion. Is interrogation a means to give possible meaning to experience and/or pos-
sibly change someone’s intentional view of what happened or a tool to derive real
factual information? Oftentimes it is the former, namely a strategy to confirm
a story as fact rather than the actual fiction it may be. In the end, people with a
developmental disorder such as FASD are not equipped with the meta-cognitive
and abstract thinking skills required to assess the actual situation they are in. They
become caught up in the story as if it is an exercise in fact-finding rather than in
story-confirming. Rather than engage in a mutual transaction, people with FASD
such as Juan subjugate independent thinking to confirmation of a mutual experi-
ence carefully delineated by their interrogator/story teller.

A question to ask is: “Are interrogators story tellers with a plausible but poten-
tially flawed story, enlisting their FASD or otherwise brain-impaired subjects into
helping them factualize their hypotheses?” The answer appears in some contexts,
and with some people, to be “yes.”
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Neurodevelopmental Disorder Associated
with Prenatal Alcohol Exposure: Consumer
Protection and the Industry’s Duty to Warn

Susan D. Rich and Laura J. Riley

Abstract In this chapter, we posit that manufacturers and distributors of alcohol
(i.e., the alcohol industry) should participate in and be responsible for the health
and human costs of Neurodevelopmental Disorder associated with Prenatal Alcohol
Exposure (ND-PAE). Alcohol is a food and drug by federal definition in the United
States and should be under FDA regulation, like pharmaceuticals and tobacco.
More precise labeling and advertising, to include the 2005 revised U.S. Surgeon
General’s advisory (CDC 2005), will promote universal prevention through pre-
conception approaches. Regulation and taxation of alcohol would finance targeted
screening, intervention and treatment services.

Nomenclature Disclaimer: With the publication of the Diagnostic and Statistical Manual
5th Edition (American Psychiatric Association, 2013), the category of “Other Specified
Neurodevelopmental Disorder” includes “Neurodevelopmental Disorder associated with Prenatal
Alcohol Exposure (ND-PAE),” with proposed diagnostic criteria listed in Section 3 under
“Conditions for Further Study.” Because the topic presented in this paper has little to do with
nomenclature and more to do with ethical responsibility versus legal obligation, we are opting to
refer to all individuals affected by maternal alcohol use as ND-PAE and defer readers to the diag-
nostic criteria in DSM-5. To avoid confusion, we will use ND-PAE throughout this chapter in
lieu of FASD or other prior nomenclature, with the exception of Fetal Alcohol Syndrome (FAS),
where necessary.
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Why Prevent Neurodevelopmental Disorder Associated
with Prenatal Alcohol Exposure?

There is no denying over 40 years of evidence that alcohol is a potent neurode-
velopmental teratogen and may be the most common cause of non-inherited
intellectual disability (Merck Manual for Healthcare Professionals, online). With
prevalence estimates of 2-5 % of school aged American children (May et al.
2014), ND-PAE is at least as concerning as HIV/AIDS or autism, each individu-
ally affecting less than 1 % of the U.S. population (CDC 2013a, b). The following
statistical comparison provides insight into the magnitude of various neurodevel-
opmental conditions:

1. Neurodevelopmental Disorder associated with Prenatal Alcohol Exposure
(ND-PAE): “CDC studies have shown that 0.2—1.5 cases of Fetal Alcohol

Syndrome (FAS) occur for every 1,000 live births in certain areas of the United
States. Other studies using different methods have estimated the rate of FAS at
0.5-2.0 cases per 1,000 live births. Scientists believe that there are at least three
times as many cases of FASDs as FAS.” (http://www.cdc.gov/ncbddd/fasd/
data.html) Worldwide research puts ND-PAE as high as 2-5 % of school aged
children (May et al. 2009, 2014).

2. Autism: “About 1 in 88 children [just over 1 %] (11.3 per 1000 in 2008) has
been identified with an autism spectrum disorder (ASD), according to estimates
from CDC’s Autism and Developmental Disabilities Monitoring (ADDM)
Network.” (http://www.cdc.gov/ncbddd/autism/data.html)

3. Cerebral Palsy (CP): “prevalence varied by site, ranging from 2.9 per 1,000
8-year-olds in Wisconsin to 3.8 per 1,000 8-year-olds in Georgia. The average
prevalence of CP across the four sites was approximately 3.3 per 1,000 or 1 in
303 8-year-old children in the United States.” (http://www.cdc.gov/ncbddd/cp/
data.html)

4. Down’s Syndrome: each year about 6,000 babies (about 1 of every 691 babies)
in the United States are born with Down syndrome. (http://www.cdc.gov/ncbdd
d/birthdefects/downsyndrome.html)

5. Spina Bifida: “...each year, about 1,500 babies are born with spina bifida.”
(http://www.cdc.gov/ncbddd/spinabifida/data.html)

The Substance Abuse and Mental Health Services Administration (SAMHSA)
FASD Center for Excellence reports prevention to be “cost effective.” An ND-PAE
birth carries lifetime health costs of $860,000, which can be as high as $4.2 mil-
lion (Lupton et al. 2004). The U.S. spends at least $5.4 billion per year on ser-
vices for individuals with Fetal Alcohol Syndrome, or FAS (Harwood 2003). This
includes neonatal care, management of developmental delays and birth defects,
special education, a range of developmental disabilities services, mental and gen-
eral health care costs, and supported living costs. These amounts do not include
criminal justice services or substance abuse treatment for the 60-80 % of individu-
als with ND-PAE who end up incarcerated by age 18 and/or with substance use
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disorders (Streissguth and O’Malley 2000). Since FAS accounts for only 10-20 %
of all ND-PAE cases, the extrapolated estimate for ND-PAE would be $21.6
billion.

Legislation to Regulate and Accurately Label Alcohol

The Pure Food and Drug Act in 1906 allowed regulation of foods, pharma-
ceuticals, and beverages. A 35 year old debate between the Food and Drug
Administration (FDA) and the Bureau of Alcohol, Tobacco and Firearms (ATF)
has focused on which agency governs the labeling of beverages containing alco-
hol. According to the United States Code of Federal Regulations, by definition,
alcohol is both a food and a drug, underscoring the government’s duty to warn
and responsibility to protect the public from harm. The Federal Food, Drug, and
Cosmetic Act (FFDCA), §201. [301] defines “food” as:

(1) articles used for food or drink for man or other animals,
(2) chewing gum, and
(3) articles used for components of any such article.

The FFDCA does not make an exception for or separately define alcohol—an
article used for drink for man. Alcohol has been used for centuries as a bever-
age made by fermenting (wine) grapes, other berries, and fruits; by brewing
(beer) or distilling (liquor) hops, barley, and other grains. In a hearing before a
Congressional Subcommittee on Alcoholism and Drug Abuse of the Committee
on Human Resources of the 95th Congress (January 31, 1978), Commissioner
Kennedy testified,

Since 1938 when the Federal Food, Drug, and Cosmetic Act was enacted, FDA has
always considered alcoholic beverages to fall within the definition of ‘food” and has taken
enforcement actions against such products on charges of adulteration and, in at least one
case, for misbranding.

The Food Packaging and Labeling Act (FPLA) of 1967 gave authority to the
Federal Trade Commission and the FDA over labeling of “consumer commodi-
ties” for net contents, identity of commodity, and name and place of business of
the product’s manufacturer, packer, or distributor. Additional regulations in the act
“prevent consumer deception (or to facilitate value comparisons) with respect to
descriptions of ingredients, slack fill of packages, lower price labeling, or char-
acterization of package sizes” (FPLA 1967). Further, the Nutrition Labeling and
Education Act (NLEA) of 1990 provides FDA with specific authority to require
nutrition labeling of most foods regulated by the Agency; and to require that all
nutrient content claims (i.e., ‘high fiber’, ‘low fat’, etc.) and health claims be con-
sistent with agency regulations. Essentially, the “truth in labeling law” of 1990
now means that if orange juice is not fresh squeezed, the label cannot read “fresh
squeezed.”
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Drugs are defined in the same section of the FFDCA as:

(A) articles recognized in the official United States Pharmacopoeia, official
Homoeopathic Pharmacopoeia of the United States, or official National
Formulary, or any supplement to any of them; and

(B) articles intended for use in the diagnosis, cure, mitigation, treatment, or pre-
vention of disease in man or other animals; and

(C) articles (other than food) intended to affect the structure or any function of
the body of man or other animals; and

(D) articles intended for use as a component of any article specified in clause
(A), (B), or (C). A food or dietary supplement for which a claim, subject to
Sections 403(r)(1)(B) and 403(r)(3) of this title or Sections 403(r)(1)(B) and
403(r)(5)(D) of this title, is made in accordance with the requirements of
Section 403(r) of this title is not a drug solely because the label or the labe-
ling contains such a claim. A food, dietary ingredient, or dietary supplement
for which a truthful and not misleading statement is made in accordance with
Section 403(r)(6) of this title is not a drug under clause (C) solely because
the label or the labeling contains such a statement.

As a drug, alcohol is used as an ingredient in a variety of over-the-counter and
prescription medications, including cough syrups, sleeping medicine, and others.
Despite its medicinal purposes, it has a propensity to be habit forming yet is not
included among “Habit Forming Substances” listed in §352, Misbranded Drugs
and Devices of the FFDCA. The label, according to the regulation, must bear the
name and quantity or proportion of such substance or derivative and in juxtapo-
sition therewith the statement ‘Warning - May be habit forming.” Following the
“Tylenol scare” of the 1980s, the FDA began mandating sealed safety containers
for over-the-counter medications (Rehak 2002). The debate about FDA guidelines
for risks and benefits of pharmaceutical products and the protection of the public
from harm is an ongoing concern of Federal regulatory agencies (IOM 2014).

Though tobacco is neither a food nor a drug, the Family Smoking Prevention
and Tobacco Control (FSPTC) Act (signed into law by President Barack Obama
on June 22, 2009) gave the FDA the ability to regulate tobacco products (FSPTC
1996). Ten years earlier, the Federal government successfully sued one of the larg-
est manufacturers of tobacco, Phillip Morris, for fraudulent and unlawful conduct
and reimbursement of tobacco-related medical expenses:

Judge Kessler explains that the evidence shows that the Defendants knew for fifty years
or more that cigarette smoking caused disease, but repeatedly denied that smoking caused
adverse health effects. Judge Kessler describes the Defendants’ efforts during this time to
attack and discredit the scientific evidence of a link between cigarette smoking and dis-
ease (Freiberg 2006).

For 50 years leading up to the FSPTC Act, the public health, medical, and legal
campaign against societal harm due to tobacco products led to wider restrictions
on smokers, eventually even bans on smoking in public places. The public outcry
from resentful tobacco consumers was met with a larger demand for smoke-free
restaurants, shopping areas, and recreational centers.
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Surgeon General’s Warning and Alcohol Labeling

In the United States, the Alcohol and Tobacco Tax and Trade Bureau is respon-
sible for the regulation of alcohol labeling and advertising, including a govern-
ment health warning statement to appear on all alcohol beverages. However, this
responsibility has not seemed to impose any real legal, enforceable duty to date. In
1981, the initial US Surgeon General’s Advisory on alcohol use in pregnancy rec-
ommended that pregnant women avoid exposure to alcohol (CDC 1981). In 1989,
following attempted legislation in the United States, alcoholic beverages began
carrying a briefer version of the original US Surgeon General’s Warning.

The first part of the warning reads: “Government Warning: According to the Surgeon
General, women should not drink alcoholic beverages during pregnancy because of the
risk of birth defects.” Various researchers have examined exposure to the warning label
and its impact on drinking during pregnancy. In general, the studies concluded that
although awareness of the alcohol beverage warning label increased after the implementa-
tion of the law, this awareness has attenuated over time. Furthermore, the warning label’s
impact on drinking during pregnancy has been modest (Hankin 2002).

However, decreased publicity and public health interest in the issue led to a dra-
matic (4-fold) increase in alcohol consumption by pregnant women from 1991-95
(CDC 1997). A follow up study to the original study in 2001-05 showed a drop
overall in the numbers of pregnant women drinking; however, the rate of moder-
ate to heavy alcohol use did not go down (Denny et al. 2009). In 2005 the Office
of the Surgeon General released an updated advisory on alcohol use in pregnancy
stating that:

We do not know what, if any, amount of alcohol is safe. But we do know that the risk
of a baby being born with any of the fetal alcohol spectrum disorders increases with the
amount of alcohol a pregnant woman drinks, as does the likely severity of the condi-
tion. And when a pregnant woman drinks alcohol, so does her baby. Therefore, it’s in the
child’s best interest for a pregnant woman to simply not drink alcohol (CDC 2005).

The advisory also recommended that all childbearing age women be adequately
informed about the dangers of alcohol use before (not just during) pregnancy and
implied that women using alcohol during the reproductive years should use reli-
able contraception and plan their pregnancies carefully to avoid unintentional
prenatal alcohol exposure (HHS 2005). The advisory suggests that any amount
of alcohol consumed by a mother during pregnancy leaves her at risk for causing
undue harm in her child.

Other government actions include an August 5, 2010 resolution passed in the
United States Senate designating September 9, 2010 “National Fetal Alcohol
Spectrum Disorders Awareness Day” (S.Res.612, 111th Cong. 2010). The Healthy
People 2020 Report sets a target of 98.3 % of pregnant females aged 15-44 years
abstaining from alcohol in the past 30 days (this would be 10 % improvement
from 89.4 % in 2007-08) (Healthy People 2020). At the same time, the 2010
Dietary Guidelines Report somewhat contradicts the Surgeon General’s warning:
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Heavy drinking during pregnancy can produce a range of behavioral and psychosocial
problems, malformations, and cognitive dysfunction in the offspring (NIAAA 2003;
NIAAA 2009). Even daily moderate drinking during pregnancy, especially in the first few
months or before the pregnancy is recognized, may have behavioral or neurocognitive
consequences in the offspring. This effect may be from the direct toxic effects of alco-
hol or its metabolites or the effect that alcohol has on suppressing folate status—a known
determinant of neural tube defects. ...heavy drinking during pregnancy can cause seri-
ous health consequences to the unborn infant. Even daily moderate alcohol consumption
among pregnant women may not be without risk and should be avoided (DGAC 2010).

This comprehensive government report (the Section on Alcohol is 24 pages
in length) does not clearly state the dangers of any level of prenatal alcohol con-
sumption. Some pregnant women may conclude that it is safe to drink moderately,
or to simply avoid episodes of heavy (binge) drinking.

Given that alcohol could technically qualify as both a food and a drug, its labe-
ling should meet the more rigorous standards than those set out specifically for
alcohol now. Alcoholic Beverage Labeling is currently addressed in the United
States Code of Federal Regulations. Section 213 states Congressional findings that
the American public should be informed about the health hazards that may result
from the consumption or abuse of alcoholic beverages. And while a more detailed
labeling requirement section exists, it only requires the same statement that was
written in 1988 be located in a conspicuous and prominent location. At the same
time, the warning label on most alcoholic beverages is printed in small font with a
color that makes it less conspicuous. There is neither a requirement that the text of
the label be re-examined to reflect updates in the medical field nor that it comply
with alcohol’s FFDCA definition as a food, or a drug.

There was some movement to improve labeling for alcohol in the form of a
Bill in 1997 (Truth in Alcohol Beverage Labeling Act 1997). It made suggestions
like disclosing the number of drinks each beverage contains rounded to the near-
est quarter drink. Notably, it did not include any additional warning for pregnant
women or those of a childbearing age. In any event, the Bill did not move for-
ward from the House subcommittee on Health and Environment, leaving the 1988
Alcoholic Beverage Labeling Act with no updates. Nor has anything been updated
since the 1999 statement by the ATF that:

The hazards of heavy alcohol consumption are clear and substantial and have far-reaching
health and social consequences. Alcohol is the second leading cause of preventable deaths
in the United States as well as most industrialized countries, second only to cigarette
smoking. In pregnant women, heavy alcohol consumption is associated with fetal alcohol
syndrome (CFR Parts 4, 5, 7; Notice No. 8§84).

This statement was included in a report proposing to amend regulations to pro-
hibit the appearance on labels of any statement making a substantive claim regard-
ing health benefits associated with the consumption of alcohol. Of course it is
important not to advertise false health benefits of alcohol, but this report heads
in the wrong direction by attempting to avoid a regression in the labeling of alco-
hol as opposed to adding further cautionary notices to the label. Another govern-
ment agency, also does not give proper attention to the harmful effect of alcohol
for pregnant women.
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As written, the current message focuses only on the pregnant woman without
warning populations at highest risk of causing unintentional damage before they
know they are pregnant: social and binge drinkers. It is also completely lacking
for directions for use (e.g., to be consumed with meals or on a full stomach in no
more than one ounce of absolute alcohol per 30 min). There is no warning for the
chronic alcoholic, persons with diabetes, hepatitis, or other contraindicated condi-
tions, as well as no warning for childbearing age consumers at risk of pregnancy.
Likewise, there is no warning against use by lactating mothers, children, or adoles-
cents—populations which risk disproportionate damage to the developing central
nervous system. Finally, there are no guidelines for unsafe doses or duration of
administration (i.e., not to exceed X amount of alcohol within a given period of
time for an average size adult) as is required for medically-beneficial drugs.

To that end, as both a food and a drug, alcohol is mislabeled in that it fails to
reveal a variety of facts about the consequences which may result from its cus-
tomary use. Notwithstanding the devastating sequelae (intellectual disability and
physical birth defects) associated with heavy drinking throughout pregnancy, the
warning current warning label fails to warn social drinkers: (1) that a majority of
birth defects occur in the first 8 weeks of pregnancy (before women know they are
pregnant); (2) that moderate amounts of alcohol (five to seven or more drinks per
week) consumed throughout pregnancy can cause attention deficits and hyperac-
tivity, learning disabilities, problem solving dysfunction, and other minimal brain
damage described as neurodevelopmental disorders; (3) that reliable contracep-
tion should be utilized to prevent these problems.

The Alcohol Industry’s Duty to Warn

Like the tobacco and pharmaceutical industries, alcohol manufacturers and dis-
tributors have a responsibility for the impact of their product on human health
(i.e., the loss of intellectual potential of children exposed prenatally). One way
to reduce and/or account for the financial and human costs of ND-PAE is to
impose a greater responsibility through government regulation and taxation of
the alcohol industry. This approach is similar to consumer protection of truth in
labeling laws and oversight of the tobacco and pharmaceutical industries by the
FDA. Government agencies and professional medical organizations can use the
“ND-PAE tax” funds to appropriately educate and intervene through screening,
targeted information dissemination, and referral to services.

Understanding the complex etiology of ND-PAE and the difficulty reaching
all consumers uniformly, we suggest that marketing and packaging of alcoholic
beverages should include the following elements from the revised 2005 Surgeon
General’s Warning (CDC 2005):

WARNING: AVOID PREGNANCY - Maternal alcohol use is the leading known cause
of intellectual disability and preventable birth defects. A majority of physical birth defects
and serious cognitive problems occur when drinking alcohol as early as the third week
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after conception. These problems can include: learning disabilities, memory and problem
solving difficulties, attention deficits, mood issues, hyperactivity and other neurodevelop-
mental disorders. There is no safe amount or time to use alcohol in pregnancy. Sexually
active childbearing age alcohol consumers should either avoid pregnancy or not use alco-
hol if pregnant or planning a pregnancy.

Summary

ND-PAE is preventable, and unfortunately still very prevalent. Clearly, alco-
hol manufacturers carry a duty to inform the public about the risk of alcohol use
before pregnancy recognition (not just during pregnancy), given the likelihood
of unplanned pregnancies in childbearing age alcohol users. Taxing the alco-
hol industry will fund grass roots local and state partnerships between condom
manufacturers, medical associations, and nonprofits directed at ND-PAE aware-
ness, such as the National Organization on Fetal Alcohol Syndrome (NOFAS) and
Planned Parenthood. Recognizing that information alone does not change behav-
ior, we believe this approach will at least hold the industry accountable for the
lifelong physical and neurodevelopmental problems caused by prenatal alcohol
exposure.
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This chapter deals with coercive measures in relation to pregnant substance
abusers in Norway and experiences from Borgestadklinikken—Blue Cross South,
where many of these women are treated. The legal basis is described and ethical
problems to do with the women’s loss of liberty compared with the benefits for the
child are discussed. In order to throw light on some of the problems, a hypotheti-
cal letter has been included in which summarizes what many of these women have
said. The chapter ends with results from the author’s own study on the birth weight
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of the children. It has positive effects on children and mothers when involuntarily
hospitalization is made as early as possible during pregnancy. Consequently this
will reduce the risk of developing FASD and other negative consequences for the
children. The reasons why, relatively speaking, so few women with alcohol prob-
lems are hospitalized involuntarily will be discussed.

It is however important for readers from other countries, such as those from
North America, to understand that some European governments often have a dif-
ferent kind of relationship with its people than North American governments. The
Norwegian government wants to help women to have healthy babies. In North
America, governments want mothers to take personal responsibility for their
actions. The Norwegian approach might perhaps seem like a form of punishment
to a North American, when it is intended as assistance so a mother has a healthy
baby.

Legal Basis

Proposing legislation that results in a loss of liberty for individual members of the
population will always be a dilemma. In 1994-95, there was a great deal written
in the Norwegian media about children born to women who use drugs and alcohol
during pregnancy. In 1994, one of Norway’s biggest television channels broadcast
a documentary about the severe postnatal symptoms suffered by infants when the
mother had used heroin during pregnancy. The programme also looked at alcohol
use in pregnancy and the knowledge available on this problem at the time, with
one of Norway’s leading paediatricians appearing and shedding tears over the fate
of these infants. Experts begged the politicians to do something. Although the
Minister of Children at the time did not believe there to be any need for coercive
legislation, the opposition was so strong that an addition to the existing Norwegian
Social Services Act of 1993 was passed. Counterarguments that it was a backward
step in the battle for women’s rights to deprive women of their rights, that women
could go underground or that there was a risk that the frequency of abortions
would increase had no effect. The interests of the child were perceived to be more
important.

The first two subsections in section 10.3 of the Social Services Act read as
follows:

It can be decided that a pregnant drug or alcohol user should be admitted to an institu-
tion designated by a regional health authority without her consent (...) and detained there
throughout the pregnancy if the abuse is of such a nature that it is highly probable that
the child will be born with defects, and if voluntary assistance is insufficient. The County
Social Welfare Board shall also decide whether there are grounds for taking urine samples
from the pregnant woman during her stay in the institution.

The purpose of admission is to prevent or limit the probability of the child being
harmed. Importance shall be attached to the woman being offered during her stay in the
institution satisfactory help with her drug or alcohol abuse and to enable her to care for
the child.
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Norway is the only country to have such a statutory provision, but similar legis-
lative proposals are also being debated in some other countries. The original word-
ing proposed by the health authorities was “...that the child will be born with severe
defects...”, but the Norwegian Parliament omitted the word “severe” in order to
strengthen legal protection for the foetus. The intention of the provision is to pre-
vent negative consequences for the foetus, not to punish the woman. The provision
also makes it a requirement that “voluntary measures are insufficient”. However,
voluntary measures do not necessarily have to been tried before coercion is decided
on. Social services also sometimes threaten the woman with coercion if she does
not admit herself voluntarily, which is a form of passive coercion (Sgvig 2007).

I have, on several occasions given lectures in other countries on our coercive
treatment and found that the same counterarguments are put forward. Although the
battle for women’s rights is important, of course, it seems strange in my opinion
that there is not a greater understanding of the interests of the child being given
priority. A Danish newspaper ran an article on our sheltered unit for these women
in May 2014, and said that it perhaps took a paediatrician in tears for these infants
to receive the protection of such a law. My impression is that in parts of the world
where not as much progress has been made with regard to women’s and children’s
rights there is considerable opposition to coercive measures against women.

Generally speaking, Norway does not stand out as a country with many statu-
tory provisions that permit coercive measures over and above criminal measures
(Sgvig 2007). As a comparison, the mental health, child protection and communi-
cable diseases legislation in many countries contains provisions permitting coer-
cive measures if the person in question is a serious danger to himself or others.
However, under section 10.2 of the Social Services Act, drug and alcohol users can
also be hospitalised involuntarily if their life and health are at serious risks.

Our clinic, Borgestadklinikken, which specialises in the treatment of pregnant
drug and alcohol users and families with young children, set up a small unit for
pregnant women with drug and alcohol problems and mothers with young chil-
dren in 1991. Since 1993 the clinic has had a larger family unit, which also admits
fathers. Borgestadklinikken has had provision for pregnant women who are hospi-
talised involuntarily since the coercion legislation came into force in 1996. A sepa-
rate sheltered unit for them was set up at the institution in 1998.

Between 1996 and 2013 there were 608 temporary coercion orders against
pregnant drug and alcohol users, with 362 being upheld by an ordinary ruling of
the County Social Welfare Boards. Borgestadklinikken has had more admissions
than any other institution under this coercion provision and can document 197
admissions between 1996 and 2013. The age range was 16—45 with an average
of 28, the same as for the rest of the country (Wiig and Myrholt 2012). The aver-
age age for women hospitalised involuntarily with alcohol as their primary diag-
nosis was 35 on a national basis. There were between three and five admissions to
Borgestadklinikken annually in the first few years, but the number started increas-
ing in 2001, and every year since 2003 between eight and 14 women hospitalised
involuntarily have completed their pregnancy at Borgestadklinikken. In 2012 and
2013 there were 14 admissions each year.
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Duty to Inform

Section 32 of the Norwegian Health Personnel Act contains another important
statutory provision:

Notwithstanding the duty of confidentiality (...), the health personnel shall of their own
accord provide information to the social welfare service, when there is reason to believe
that a pregnant woman is abusing intoxicating substances in such a way that it is highly
probable that the child will be born with defects, cf. the Social Services Act section 10.3.

When it comes to the duty of health personnel (doctors, psychologists, mid-
wives, health visitors, nurses, etc.) to inform social services, issues can arise. On
several occasions the author has provided training for fellow doctors and been told
the following: “We would rather reach a preventive agreement with the woman
than report her directly to social services. We could lose her trust and she might go
underground. That would be worse.” But what the duty-to-inform provision says
is indisputable. The number of reports of concern has increased in recent years as
health personnel have gradually come to understand how important it is to speak
out. There are few reports of women leaving the country or going underground,
but isolated cases do occur. According to an evaluation report (Lundeberg et al.
2010), the figures from the County Social Welfare Boards also show that it was the
woman herself who contacted social services in up to 41 % of cases.

Further Proceedings

Social services must obtain all the necessary information, after which coercive
measures may become relevant if voluntary measures are insufficient. Social ser-
vices can issue a temporary order (98 % of all cases), in which case the woman
will be admitted to a suitable institution as soon as possible. Institutions that can
take involuntary patients are specially designated by the health authorities (Sgvig
2007).

An average of 55 days passed between social services receiving the report of
concern and issuing the emergency order (Lundeberg et al. 2010). In terms of
the safety of the foetus this seems too long, but timing has recently improved.
Social services must submit the temporary order to the chairperson of the regional
County Social Welfare Board within 48 hours. The woman can appeal against the
emergency order and is entitled to a ruling within a week. Social services must
then prepare and send the final case to the County Social Welfare Board within
two weeks. If they exceed this deadline, the case is dropped. It then takes between
four and seven weeks for the cases to be considered by the County Social Welfare
Board (Sgvig 2007). The women are still hospitalised during this period, which is
a long time to wait for a final ruling. When social services and the County Social
Welfare Boards assess the risk to the child, they base their decisions on expert
knowledge, the observations and reports of concern they have received regarding
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the pregnant woman through social services, and statements by the woman and
her lawyer. The County Social Welfare Board consists of a chairperson (who is a
jurist), a specialist and a layperson. In difficult cases the County Social Welfare
Board can be enlarged with two more members. It is also possible to use simplified
proceedings if the woman and social services agree. The County Social Welfare
Boards can rescind the order, but found in favour of social services in 92 % of
cases. The woman can appeal the coercion order to the District Court.

Social services monitors the woman while she is hospitalised involuntarily and
cooperates with the institution. Social services can rescind the order during the
pregnancy, but rarely does so. Her case must be reviewed every 3 months. The
institution’s medical director cannot rescind the order, but he can decide to release
her if, for example, she is a risk to others or the institution is unsuitable for her.
This must be done in consultation with social services.

Under the coercion provision the woman must be offered treatment for her
drug or alcohol problem and she must receive help with taking care of her child.
One complication is that some of the women do not want treatment and deny that
they have a drug or alcohol problem. There is a strong emphasis on helping the
woman to care for her child during the treatment phase and through coopera-
tion with child protection while the woman is hospitalised. According to one of
Borgestadklinikken’s reports (Wiig and Myrholt 2012), 51 % were allowed to care
for their child after the birth (1996-2013).

Deliberations by the County Social Welfare Boards

The coercion order is dependent on the use of drugs or alcohol during pregnancy
being such that it is highly probable that the child may have defects, i.e. the prob-
ability of defects occurring must be greater than 50 %. Defects in this context are
considered to mean serious reactions and resulting conditions in the child such as
teratogenic defects, withdrawal symptoms, growth retardation, risk of functional
abnormalities, etc. When social services and the regional County Social Welfare
Boards assess the risk to the child, they base their decisions on expert knowledge,
the observations and reports of concern they have received regarding the pregnant
woman through social services, statements by the woman and her lawyer, and wit-
nesses. There is some debate as to whether the order is based on a ‘precaution-
ary principle’, although there is no mention of this in the coercion provision. The
experts and other advisers in these coercion cases provide details of the harmful
effects that the individual substances can have on a foetus and the fact that using a
variety of substances can amplify the negative effects of each. The use of alcohol
at any stage of pregnancy is given great weight.

Stress factors, use of tobacco, nutritional state and other attendant health con-
ditions also affect foetal development. However, smoking and snuff use are not
taken into account in assessing coercive measures. The use of legally prescribed
substitute preparations (methadone and buprenorphine) does not constitute
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grounds for coercive measures if the pregnant woman is not also using drugs and
alcohol. On the other hand, illegal consumption of the same preparations would
be significant in assessing the need for involuntary hospitalization, because it is
considered to be more dangerous for the foetus when the mother has a variable
consumption of opioids than a constant level of opioids during the pregnancy.

A Woman’s Own Description of Being Hospitalised
Involuntarily

To throw more light on how the women fare during their involuntary hospitalisa-
tion, the following story is a description of a hypothetical woman’s ‘own experi-
ences’ of being hospitalised involuntarily. In this hypothetical case, she writes a
letter to a friend. The description is based on my own experience as a doctor to
these women over a period of 18 years and represents my understanding of the
reactions, thoughts and challenges often shared by them.

Hi Vicky!

Elisabeth here! What has happened to me in recent weeks has set off all sorts of
thoughts and emotions that I just have to write about.

I still don’t understand how they could hospitalise me against my will four weeks ago.
While Petter was in town, the drug and alcohol abuse counsellor from the municipal social
services came to the house and read out an order they had written, saying that there was a
strong suspicion that I used too much alcohol and pills, and that I’d twice tested positive
for cannabis in my urine. I'd also phoned up and asked to postpone a check-up with the
midwife because I was in Denmark. Surely you’re allowed to go to Denmark when you
get a free ferry ticket. They also said they had received a report of concern from my mid-
wife and GP, who said I smelled of alcohol and had been a bit of a mess when I went for
a check-up. I'd only drunk some beer at a party the day before. I know I shouldn’t drink
alcohol when I’m pregnant, so I didn’t do it again.

By the way, I'm already 18 weeks pregnant. I'm having a boy. Hooray! Cathrine, who
is nearly 3, will have a baby brother. She’s so excited! I told her when I last visited her
in the foster home. I think it’s shameful that she has a mother who has been hospitalised
against her will.

I probably drank more when I was pregnant with Cathrine than I did this time. Of
course I read in the leaflets the midwife gave me that alcohol can damage the baby in all
sorts of ways, but I'm sure that’s just if the mother drinks a lot. But I cut down on my
alcohol consumption a lot when I thought I was pregnant again. I was 11 or 12 weeks
gone by then, I think. But you know yourself how bad you feel when you cut back. I got
myself some pills, Valium and Rivotril, to help with the cravings. And then I smoked a
bit of cannabis some evenings. I didn’t think it was as dangerous as alcohol. It’s not as if
I’m a pill abuser or drug addict, and I'd virtually stopped drinking, so I think it was really
unfair to hospitalise me against my will. But I'd had a couple of warnings about the pos-
sibility of coercion if my urine samples were positive or I didn’t attend check-ups. Maybe
I should have gone to my auntie in Spain. They wouldn’t have found me there. It’s easy to
buy pills there too.

It was worse for one of the other girls here. She was actually caught red-handed. When
they came to get her, the amphetamines were on the bedside table and she was totally high
already. Both she and her boyfriend became angry, and tried to resist. The police were
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called and he was carted off to the police station, while she was taken to the clinic. She
initially made a bit of trouble here, including setting the fire alarm off, but soon calmed
down. That was a couple of months ago. But, believe it or not, she consoles me and says
that we would never have managed on our own. Strange — she thinks that this can turn our
lives around and is glad she was coerced. I’'m not though, if they’d just given me a chance,
I could have showed them I can cope. — But I may get that chance! Because involuntary
hospitalisation is a temporary measure, my whole case is going before the County Social
Welfare Board next week and my lawyer will try to have the coercion order overturned.
But social services are adamant and think I should be hospitalised for my whole preg-
nancy. Idiots! They don’t understand a thing! My case officer and doctor here will be giv-
ing evidence in the case. They’ll have to say how I've behaved here of course and whether
they think I’ll get drunk. I hope they know what they’re talking about.

I understand that everyone wants to protect the baby of course. But what about my
rights, and the fact that I want to protect my baby too and have a right to show that I can
manage that? No mother wants her baby to come to any harm! You know, Vicky, I also
thought about having an abortion for the first few days after coming here. I couldn’t bear
the horrible thought of having to stay here, of all places, in a drug rehabilitation clinic
for five or six months. Of course I knew I was entitled to an abortion even if I was under
a coercion order. I brooded night and day, I was restless and felt pretty bad. I had a few
withdrawal problems from the pills and was actually given Sobril for eight to 10 days so I
could come off them gradually, which helped a bit. I talked to the midwife and doctor and
other members of staff, who said it was up to me to decide whether to have an abortion.
But when I went to the hospital to find out how far gone I was and got to see the baby on
the ultrasound, I was in no doubt that it was my baby and I was going to have it. I slept
more peacefully that night.

The Sheltered Unit is completely different from the Detoxification Unit. Everyone is
pregnant, apart from a couple of blokes, the partners of two of the girls. The staff are
very strict and inflexible, but easy to get along with too. They actually show they care
about us and show understanding for our situation. But the doors and windows are locked,
and there’s a high fence outside so we can’t get out and drugs can’t get in. I still believe
that they think too much about protecting the baby from drugs and not enough about it
not being good for the baby if the mother gets stressed out. But one of the others, who
has been here for five months, told me yesterday that when I’ve been here two or three
months, I might understand why it’s so strict. Someone managed to get out and got really
high. But she was sorry and came back of her own accord before the police or social ser-
vices found her.

I've started attending group meetings with the other girls. They talk about all sorts of
things, social and financial stuff, and their relationship with their partners. We also talk
about our relationship with the babies inside us, they call it the ‘mothering process’. It’s
actually quite nice. The midwife is supposed to teach us about our pregnancy and health,
while the doctor is supposed to explain about possible harm to the foetus from drug and
alcohol use during pregnancy. The others says that the doctor doesn’t talk much about
the worst effects, but says instead that we need to be clean for the rest of our pregnancy,
regardless of how late in our pregnancy we stopped using drugs and alcohol. I hope I
can get out of some of the group meetings. We also do crafts and hobbies. Among other
things, we get to make a plaster copy of our own tummy in our eighth month. We also
get to go on trips in the clinic’s minibus and visit shopping centres and other places, but
accompanied by staff.

I’ve already had a few chats with the woman who’s my case officer. She’s a social
worker and is going to help me with a lot of the things I struggle with and advise me on
how to deal with social services, child protection, my lawyer, my family and the baby’s
father. I didn’t want to talk to her to begin with, because she couldn’t help me get out of
here. But she told me that, if things go well and I’'m not seen as an escape risk, I may be
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allowed out on my own, for an hour at first and maybe building up to several hours. I also
know that some people get leave to go home overnight even though they have been hospi-
talised against their will, and I hope I will too eventually if I have to stay here.

The others are also struggling. The woman in the room next to mine used to do a lot
of heroin, but has been on Subutex for a year now. But then she got high on cannabis and
amphetamines and was hospitalised against her will. She knows there is a high risk of the
baby having a lot of withdrawal symptoms after it is born, but doesn’t know if she dares
to gradually come off the Subutex because of withdrawal symptoms. The Norwegian
health authorities recommend staying on Subutex during pregnancy if the woman is in the
medication-assisted rehabilitation programme. But it is also possible to come off it gradu-
ally if she wants to and both she and the foetus receive proper monitoring. Although she’s
been hospitalised against her will, she can decide for herself. I haven’t told her, but I think
it’s totally unfair and infuriating that she gets to use medicines here that can cause the
same problems for the baby as the drugs the rest of us have been hospitalised against our
will for.

And now for the hardest thing I want to say to you, Vicky. I don’t really know what
I should do about my relationship with Petter. He’s a great guy and I’'m sure he’s the
baby’s father. But he’s on the move a lot and uses cannabis and amphetamines. He said he
doesn’t want to give up drugs and alcohol, “because that’s life”. But I have dreams of me
and Petter and the wee chap being a little family together. The baby’s father can also be
admitted to the Sheltered Unit, but he needs to be motivated to do it. My common sense
tells me I should drop him, but my heart says I should give him a chance. He’s allowed to
come and visit me, but then he has to give a negative urine sample on the same day. If he
can manage that, I’ll say that he has to see his GP and get a referral for admission here.
I’ve asked the others here, the staff and my case officer what they think, but they advise
me to wait a bit.

I also asked mum. She doesn’t think me and Petter enjoying ourselves with a drop
of beer now and again is that dangerous. “I drank when I was pregnant with you too and
everything was fine,” she told me. But no, everything wasn’t fine! In the last few days
I’ve been thinking about why I wasn’t very good at school, why I was bullied for being
so small and sickly, and because I had a squint in my left eye. They called me the ‘ugly
duckling’. Adults too. So recently I’ve been wondering if things might have gone bet-
ter for me if mum had been hospitalised against her will when she was pregnant. Then I
might have managed to write this letter myself. I just have to come clean, Vicky, and tell
you that one of the other girls is writing down the words in this letter for me. She was
hospitalised against her will because of heavy tablet use early in her pregnancy. She’s a
teacher, 41 years old and a mother of three already. Imagine what a shock it was for her
to be hospitalised against her will. But the coercion order was rescinded by the County
Social Welfare Board and she decided to stay in here of her own free will after all. She
hasn’t taken any pills even though she’s in here voluntarily, and that is great.

Now I have to get this letter in the post, Vicky. Social services phoned and said my
lawyer wants to talk to me about the coercion case that’s going before the County Social
Welfare Board. What’s more, child protection also phoned earlier today and wants to
make an appointment to visit my three year old. My case officer has told me that it’s a
good idea to cooperate with child protection before the birth so that I get to know what
they think about me being allowed to keep the baby when it’s born. I don’t understand it!
Why shouldn’t I be allowed to keep the baby? After all, 'm going to be clean for the rest
of my pregnancy. Anyway, they’re not allowed to make any decisions before the child is
born.

What a long letter, Vicky. Lots about myself, but you’ll appreciate that I’'m in a dif-
ficult situation. How are you by the way? You’ve got your life straight now, haven’t you?

Love Elisabeth
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Sheltered Unit for Pregnant Drug and Alcohol Abusers
Hospitalised Involuntarily at Borgestadklinikken and
Voluntary Admissions Unit

The “Sheltered Unit” for pregnant women hospitalised involuntarily has seven
places and is staffed by nurses, social educators, activity therapists, social workers,
a midwife and a doctor (Myrholt et al. 2010). It is also possible to speak to a pas-
tor and receive treatment from a physiotherapist or dentist. The women are usually
initially admitted for a short stay in the clinic’s detoxification unit. It is important
for their actual reception to be as kind and considerate as possible. How quickly
they are transferred to Shielded Unit depends on their condition, but between 3
and 8 days is normal. They all have their own case officer and the offer of a law-
yer. The women take part in individual sessions, assessment, education and group
meetings. They have an appointment with the doctor once a week and with the
midwife every couple of weeks. Importance is attached to good relations with the
woman, factual information on the harmful effects of drugs and alcohol, and not
feeling guilty unnecessarily. It is also vital to stress that the foetus is just as impor-
tant a patient as the woman. There is also space for fathers, who can be admitted
together with the woman towards the end of the pregnancy. The men often attend
sessions and follow the women’s regime.

Many of the women have very complex medical problems, both mental and
physical, and are treated for them with their pregnancy in mind.

They attend group meetings which address the following topics: foetal develop-
ment, childcare, music for the baby and hearing development, making a plaster
tummy model, maternity preparation, physical changes, exercise, health and diet,
effects of drugs and alcohol on a foetus, effects of drugs and alcohol on adults,
addiction treatment, smoking and the offer of a stop-smoking course, childbirth,
pain relief, breathing exercises, the postpregnancy period, sexuality, sexually
transmitted diseases, prevention, parenting, the father’s role, violence, aggression,
shame, self-respect, dignity, values, attitudes, religious belief, and networks.

They also take part in expressive arts and music therapy and can go on joint
activities outside the institution.

Some are allowed out unattended, with this being assessed on an individual
basis. It is important that the woman should have as much control as possible
within the constraints that exist. The women also take part in the open handover,
i.e. they can be present when one staff shifts hands over to another.

They have ultrasound scans at the local hospital in Skien, a 20-min drive from
the clinic, at least twice (17 and 32 weeks). But most have more frequent scans.
There is a low threshold for having extra scans if unexpected conditions arise.

Most of the women have a dignified leaving ceremony shortly before their due
date. The majority of births happen at the local hospital. There is a close working
relationship with the hospital. Many women also take up the offer of a six-week
stay after the birth, in some cases without the child as a result of it being taken into
care at birth.
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The pregnant women hospitalised voluntarily in the Family Unit follow a simi-
lar regime, but are free to go out when not doing regular activities. They share a
communal area with other families with children who are in the clinic voluntarily.

Differing Practice in Institutions

Other institutions in Norway have different regimes for involuntary patients with
regard to treatment, rules and sanctions for breaking the rules. There is a broad
spectrum of treatment offered, from places with very little provision to places with
all sorts of opportunities for assessment, treatment and development of individual
plans and treatment plans (Lundeberg et al. 2010). Some institutions have locked
doors for patients throughout their stay, while in others the patients live on an open
ward together with voluntary patients of both sexes. Statistically, there are more
escapes from institutions with locked doors. Patients do not receive good enough
care on mixed-sex wards (Lundeberg et al. 2010). They should be treated in insti-
tutions with well-organised wards designated by the regional health authorities.

Some institutions only want to treat these patients in accordance with the
special voluntary section (10.4) in the Social Services Act. This is based on the
woman admitting herself for treatment voluntarily but entering into a written
agreement with the institution that she can be kept in for 3 weeks if she wants to
leave. This can be done three times during her stay in the institution. Other coun-
tries have similar statutory provisions for drug and alcohol users in general.

Results from a Study of Birth Weight in Children Born
to Women Hospitalised Involuntarily and Voluntarily

The author of this chapter carried out a study for the period 19962009 in order to
elucidate whether involuntary treatment has a positive effect on children in accord-
ance with the primary purpose of the coercion provision. (Nordlie 2012). They
were compared with children born to voluntary patients. A total of 110 involuntary
and 54 voluntary patients (three twin pregnancies) completed their pregnancy at
Borgestadklinikken in this period.

It is important to obtain data on whether the coercion provision creates favour-
able conditions for the child. The study therefore aimed to elucidate whether coer-
cive measures against pregnant women with drug and alcohol problems produce a
different outcome in the child’s birth parameters, primarily birth weight, compared
with children born to voluntary patients in the same institution during the same
period. It also aimed to establish whether length of stay affected birth weight.

In accordance with the coercion order, the women were monitored by means of
random urine tests for drugs and alcohol at least once a week throughout their stay.
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Owing to good monitoring by staff, there is very little risk of drug and alcohol use
during their stay. The voluntary patients also provide urine samples once a week.

Serious alcohol abuse was given as the sole reason for the coercion order in
five of the cases. Otherwise it was for the most part polysubstance abuse, usually
involving amphetamines, cannabis, habit-forming medication and opiates, but with
alcohol as part of the abuse in 25 cases.

Among the voluntary patients, two specified alcohol as their only substance.
Otherwise alcohol was used together with drugs in most of the other cases. The
consumption of and combination of different drugs was not as extensive as among
the involuntary patients.

Eight of the women hospitalised involuntarily also used methadone legally dur-
ing pregnancy. The coercion order was issued purely on the basis of their illegal
drug use, however. Eight of the 12 children where the mothers (involuntary and
voluntary patients) used methadone legally during pregnancy suffered neonatal
withdrawal symptoms.

Roughly as many boys as girls were born in both groups (54 girls/56 boys for
involuntary patients and 31 girls/26 boys for voluntary patients, including three
sets of twins) and the birth weights were not differentiated between the sexes.
They were all live births.

The mean birth weight, length and head circumference for children born to
women hospitalised involuntarily until the birth were 3,165 g, 48.9 and 34.0 cm
(n = 110), while the same figures for children born to women hospitalised vol-
untarily in the same period were 3,362 g, 49.6 and 34.5 cm (n = 57). According
to the Norwegian register of births, the mean weight, length and head circumfer-
ence for live births in Norway were 3,531 g, 50.1 and 35.2 cm in the same period
(n =1760,943).

The mean birth weight for children born to mothers hospitalised involuntarily
was 197 g (p = 0.051) lower than for children of voluntary patients and 366 g
(p < 0.001) lower than for live births in Norway in the same period. The primary
and secondary risks of actual drug use may be assumed to be a significant cause
of the birth weights in children born to involuntary patients being lower than the
mean for all children born in Norway in the same period. Even a borderline sig-
nificant difference in birth weight is an indication that mothers hospitalised invol-
untarily are more at risk than voluntary patients, which is in accordance with the
intention of the Act.

The mean birth weight was 3,512 g (n = 31) when the mothers had been
hospitalised involuntarily for more than 140 days (half their pregnancy) and
3,029 g (n = 79) when the mothers had been hospitalised involuntarily for less
than 140 days (p = 0.001). The birth weights were 3,439 g (n = 25) and 3,301 g
(n = 32) when the mothers had been hospitalised voluntarily for more and less
than 140 days respectively.

Birth weight, length and head circumference are an indicator of what the
health-related conditions and conditions for growth were like for the foetus during
the pregnancy. The results of this study were most unequivocal for birth weight,
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so the decision was taken to focus the results on birth weight as an indicator. Birth
weight is also commonly used in similar studies internationally. However, genetic
factors, smoking, diet, sex and disease also affect birth weight.

On average, the children of mothers hospitalised involuntarily who were in the
clinic for more than half their pregnancy had a birth weight on a par with other
Norwegian babies despite their mothers smoking heavily. The mean birth weight
for children born to mothers involuntarily hospitalised for more than half their
pregnancy was all of 483 g higher than for children of mothers involuntarily hospi-
talised for less than half their pregnancy (p = 0.001).

FASD babies have a much lower birth weight that average. Thirty of the 110
women had used alcohol during pregnancy. Although this number is small, the
results may indicate that there is not a high incidence of FASD among the children
whose mothers were hospitalised in the institution for more than half their preg-
nancy. On average, children born to mothers hospitalised for less than half their
pregnancy weighed almost half a kilogram less. It is difficult to say whether this is
due to alcohol consumption. Other signs of FASD were not investigated as closely
after birth.

In my experience, over the 18 years for which the coercion provision for preg-
nant women has been in existence, the attitude to coercive measures has changed
in social services, in primary healthcare and among the women themselves. It is
no longer just in the most at-risk cases that coercive measures are implemented. At
Borgestadklinikken this patient group has also received more satisfactory provi-
sion owing to better staffing of the unit, close pregnancy monitoring and changed
attitudes to the women in the form of more freedom within a secure framework.
There is less stress. Fewer weeks of substance use and births closer to the due date
are also among the reasons for birth weight increasing (Fig. 1).
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Fig. 1 Delivery statistic for involuntarily hospitalized pregnant woman
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The main conclusion of this study must be that there are clear indications that
measures under section 10.3 of the Social Services Act are effective and absolutely
necessary, and that it is best for mother and baby for the measures to be imple-
mented as early as possible (Nordlie 2012).

Figure 1 shows births in relation to due date for the periods 1996-2004 and
2004-2009. As a result of better health and less stress for the mother, the births
occurred closer to due date in the second period than in the first for the involuntary
patients.

Other Reports

Unfortunately, there are no national reports focusing on the incidence of FASD
among these children. However, Borgestadklinikken has produced several other
reports on coercive measures for pregnant women. Some factual information from
the reports is mentioned in the rest of the text. Here are some of the other impor-
tant results:

Who informed social services in 1996-2005 (Hansen and Svenkerud 2006)
compared with 2006-2010 (Wiig and Myrholt 2012):

1996-2005: (%) 2006-2010: (%)
Child protection service 19 16
The women themselves 19 11
Drug treatment institutions 18 11
Already known to social services 14 11
Relatives 3 10

On average, the women were hospitalised 6 weeks earlier in their pregnancy
in the period 2006-08 (mean 19 weeks pregnant) compared with 1996-99 (mean
25 weeks pregnant) (Grimstad and Kristiansen 2009).

In total, 13 % of the pregnant women opted for an abortion in 1996-2010
(Wiig and Myrholt 2012). There was a slight increase in the number of abor-
tions as a result of the women being hospitalised earlier in their pregnancy. It
is impossible to know whether the women would have chosen to have an abor-
tion if they had not been hospitalised. All the women were given the opportu-
nity to return to Shielded Unit voluntarily to stay for a few days following a
spontaneous or induced abortion. There are, incidentally, very few spontaneous
abortions.

As far as the condition of the babies after birth is concerned, a report (Hansen
and Svenkerud 2006) shows that of the 26 children born in 1996-2005 for which
they had good data, 18 had defects that could have been due to the effects of drugs
and alcohol in pregnancy. This included premature birth, low birth weight, with-
drawal problems, deformities (e.g. gastroschisis and oesophageal atresia), delayed
motor development, etc.
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Alcohol and Coercion

It is estimated that at least 450 children a year are born in Norway with FASD
and possibly many more. Alcohol sales in Norway increased by 48 % between
1993 and 2008, mainly in the form of wine, and alcohol consumption in fertile
women is on the increase. Nowadays, young women drink twice as much alcohol
as their mothers did at the same age. It is therefore a cause for concern that rela-
tively few women are hospitalised involuntarily with alcohol abuse as their main
problem when we know that alcohol is the most toxic substance for the foetus and
that coercive measures can prevent FASD.

Why is that the case?

Based on the aforementioned report (Lundeberg et al. 2010) and my own expe-
riences, the reasons might be as follows:

1. Alcohol consumption is easier to conceal than the use of illegal substances.

2. Alcohol is more socially acceptable than the use of other substances.

3. The duty to inform has been applied less rigorously than for illegal substances.
There are also ethical aspects to where the line should be drawn for reporting
concern when a woman uses relatively moderate amounts of alcohol regularly,
but where the foetus is nevertheless in the danger zone for defects. It is particu-
larly challenging if the woman engages in moderate binge drinking.

4. Pregnant women with alcohol problems have less contact with social services.

5. Some pregnant women actually reduce their alcohol consumption to avoid a
reaction by the heath service/social services, but are nevertheless in the danger
zone.

6. The health service/social services are not always good enough at avoiding mor-
alising and telling off, and reassuring the woman that voluntary measures and
even coercion would be best for both her and the child.

7. Several women with alcohol problems have had their coercion order rescinded.

Closing Comments

When it comes to pregnant drug and alcohol users, we are talking about the vulner-
ability of two individuals. The coercion provision is based on the child being the
weaker and more vulnerable part. In cases where it is not possible to guarantee the
child the necessary conditions for its own development and health by means of rec-
ommended voluntary provision for the mother, it is therefore necessary to protect
the child by implementing measures against the mother’s will. Because the conse-
quences for a new human life are so serious and the measures cause the woman to
be deprived of her freedom, it is important to have a sound legal framework, well-
trained experts on the County Social Welfare Boards and an adequate number of
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treatment places with good therapeutic provision. It is also important to be aware
that the mother’s well-being during the pregnancy is also best for the child.

In recent years, positive steps have been taken in many countries in the pre-
vention of FASD and other foetal defects caused by substance abuse. In Norway
the health authorities have run several information campaigns on alcohol and
pregnancy. The KoRuS-Sgr resource centre, based at Borgestadklinikken, has con-
ducted many information and cooperation projects on substance abuse and preg-
nancy throughout the country over a period of many years.

Norwegian law professor Karl Harald Sgvig writes in his book that the foe-
tus has relative legal protection under Article 2 of the European Convention on
Human Rights, depending on the context (Sgvig 2007). Under the abortion laws
in many countries the foetus has graduated legal protection, all depending on how
advanced the pregnancy is. Some countries with the death penalty actually pro-
hibit the execution of pregnant women. Under the UN Convention on the Rights
of the Child, a foetus has the same rights as child after birth as long as the inten-
tion is that it should be born. It ought, therefore, to be quite natural to have a law
that protects the child against substance-related defects, especially FASD, even if
it results in loss of liberty for the woman, as long as it produces good results.

Some women do not discover they are pregnant until well into their pregnancy,
and some do not manage to give up substance abuse despite being pregnant. Many
of these women believe that it was involuntary hospitalisation that made them turn
their lives around and become clean. They would never have managed it on their
own and recognise that it was necessary for other people to intervene. Several have
said that coercion saved both their own life and that of their child. One of the women
even wrote to the Minister of Health, thanking him for there being such a statutory
provision. It is important to listen to what the women themselves have to say!

There is no longer much discussion about Norway keeping its special coer-
cion provision for pregnant drug and alcohol users. But there is definitely room
for improvement when it comes to carrying out the interventions, something the
health authorities are aware of and want to do something about through regula-
tions, for example. Defining the duty to inform in more detail and having well-
established, effective chains of action in social services for substance users,
especially in the case of alcohol use, is important. Consistency of assessments and
processing times at the County Social Welfare Boards, uniform, evidence-based
treatment regimes in the institutions, and better procedures for cooperation with
social and child protection services are also areas for improvement.

The Norwegian Health Authorities will publish revised guidelines for coercion
in 2015. However, based on the experience and knowledge we have in Norway,
we feel that other countries should consider the introduction of similar statutory
provision due to the positive benefits to the children, the women, and society.
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Is It Ethical to Condone Low Levels
of Drinking in Pregnancy?

Janni Niclasen

Introduction

Today, it is widely agreed that exposure to very large doses of alcohol during preg-
nancy acts as a teratogen (Randall 2001) that can cause structural damage to spe-
cific parts of the brain including the corpus callosum, cerebellum and hippocampal
areas (Abel 1998). It is also well established that such damage can have a wide
range of deleterious effects on children’s cognitive, behavioural and physical
development (NIAAA: National Institute of Alcohol Abuse and Alcoholism 2000;
Jones et al. 1973; O’Leary 2004; Stratton et al. 1996). However, studies investigat-
ing prenatal exposure to low doses of alcohol in relation to neurodevelopmental
outcomes in childhood have been far less conclusive (Gray and Henderson 2007a;
Henderson et al. 2007a; Abel 1998; Gray et al. 2009; Sayal 2007). Whereas some
studies have reported negative associations with a wide range of neurodevelop-
mental outcomes (Sayal et al. 2007; Fried and Watkinson 1988; Testa et al. 2007),
others have not been able to establish such associations (Kelly et al. 2010), and
even others have reported a J-shaped (i.e. curvilinear) function, suggesting that
exposure to a little alcohol apparently acts as a protective factor for the developing
foetus (Kelly et al. 2009).

From a scientific perspective it therefore cannot be concluded whether it
is ethical to condone low levels of drinking in pregnancy. Some studies have
reported that it is beneficial to the children that the mothers abstain from alco-
hol during pregnancy. However, other studies report that it is, by contrast, ben-
eficial to the child that the mother drinks small doses of alcohol. In the latter
case it might indeed therefore be considered unethical to abstain. In what fol-
lows I will begin by giving a brief historical perspective to the subject of prena-
tal exposure to alcohol and subsequent child development. I will then proceed
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to introduce the findings, in rather more detail, from the current human litera-
ture looking at prenatal exposure to low doses of alcohol and child neurodevel-
opment. I will then discuss why the results are so conflicting. This will be done
by discussing a number of methodological limitations of the human studies.
Thereafter I will consider findings from animal studies and discuss the limita-
tions of extrapolating such results to humans. Finally, I will return to discuss-
ing whether it is ethical to condone low levels of drinking in pregnancy. My
conclusion is that it is ‘better to be safe than sorry’ and recommend complete
abstinence.

Fetal Alcohol Syndrome (FAS): A Historical Perspective

The term ‘Fetal Alcohol Syndrome’ (FAS) was coined by Jones and Smith in their
pioneering article from 1973, “Recognition of the fetal alcohol syndrome” (Jones
and Smith 1973). In this, and two later articles, they systematically delineated the
association between maternal alcohol abuse in pregnancy and a specific pattern of
growth retardation, dysmorphic facial features and central nervous system dys-
functions in the child (Jones et al. 1973, 1974; Jones and Smith 1973). These were
the first scientific articles for many years in English to have been published on
the deleterious effects of alcohol on the developing foetus (Randall 2001; Calhoun
and Warren 2007; George 1951; Warner and Rosett 1975).

However, the suspicion of alcohol as a culprit of dysfunctions and abnormali-
ties related to human reproduction and child development was not new. In the
first half of the 1700s, during the “Gin epidemic” in England, several reports
documented the adverse effects on the developing foetus of maternal drinking in
pregnancy (Randall 2001; Calhoun and Warren 2007; Warner and Rosett 1975;
Mattson and Riley 1998).

In 1725 James Sedgewick, a London apothecary, noticed that there was a rela-
tion between the “mothers ill-spent life during her pregnancy and consequences
on infants” (Warner and Rosett 1975). A year later the College of Physicians
petitioned the British parliament to control the distilling trade and called gin “a
cause of weak, feeble distempered children ... born weak and silly ... shrivelled
and old, as though they had numbered many years” (Calhoun and Warren 2007).
Novelist and anti-gin campaigner Henry Fielding blamed gin consumption for
the “increased crime and increased ill-health among children” (Randall 2001;
Calhoun and Warren 2007; Warner and Rosett 1975; Mattson and Riley 1998).
However, because alcohol along with opium was the only anaesthetic avail-
able in the 18th century it could not be prohibited by obstetricians (Warner and
Rosett 1975).

The first epidemiological study of women consuming alcohol in pregnancy
was carried out by William Sullivan, a deputy medical officer of the convict
prison in Parkhurst, England (Randall 2001; Calhoun and Warren 2007; Warner
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and Rosett 1975). In 1899 he followed 600 children born to 120 imprisoned,
alcoholic women and 28 non-drinking relatives as controls. Among the alcoholic
women he observed twice as many infant mortalities, he observed that 80 women
had three or more infant deaths, that 56 % died at birth or before the age of two
and that the children of the alcoholic women were not productive members of
society later in life (Randall 2001; Calhoun and Warren 2007; Warner and Rosett
1975). Around the same time, in 1905, in the USA, MacNicholl surveyed alco-
hol as a cause of mental retardation among school children in the city of New
York. Among the 6624 children of drinking parents he found 53 % to be “dull-
ards”, compared to 10 % “dullards” among the 13,523 children of abstainers
(MacNicholl 1905). It was also around this time that several researchers started
using animal models to investigate the deleterious effects of prenatal alcohol
exposure and showed that offspring of alcohol-exposed parents often had physical
defects (Randall 2001).

From the beginning of the 1900s to the 1960s, however, interest on the topic
virtually disappeared. There was a general paradigm shift from a focus on pre-
natal and hereditary factors, to an approach emphasizing the importance of early
childhood factors as important for child development (Warner and Rosett 1975).
In the early 1970s interest in the adverse effects of alcohol was renewed (Jones
and Smith 1973; Mattson and Riley 1998; Jones 2012). In particular, the introduc-
tion of the FAS term made the topic of prenatal alcohol exposure and neurode-
velopment find its way back onto the scientific agenda. Whereas the early studies
mostly described single cases severely affected by FAS, researchers gradually
began to investigate the effects of much lower doses of alcohol. As a consequence,
considerable interest began to be focussed on identifying whether there exists
a safe, lower level below which drinking is not associated with any harm to the
developing foetus (Kelly et al. 2010; Henderson et al. 2007b; Sayal et al. 2013;
Underbjerg et al. 2012)—that is, whether it is safe to condone low level drinking
in pregnancy?

Findings from the Human Literature

Whereas few professionals today would disagree that prenatal exposure to large
doses of alcohol causes irreversible brain damage (NIAAA: National Institute
of Alcohol Abuse and Alcoholism 2000; Rasmussen et al. 2008), an on-going
debate prevails as to whether exposure to lower doses of alcohol is also damag-
ing for the developing foetus. As mentioned above, studies investigating pre-
natal exposure to low doses of alcohol and neurodevelopmental outcomes in
childhood has not been conclusive and no clear dose-response associations have
been established (i.e. the higher dose, the more damage) (Gray and Henderson
2007a; Henderson et al. 2007a; Abel 1998; Gray et al. 2009; Sayal 2007). Some
studies have found associations in childhood with externalising and aggressive
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behaviour (Sood et al. 2001), poor mental health (Sayal et al. 2007; Fried and
Watkinson 1988; Testa et al. 2007), low 1Q (Streissguth et al. 1990; Larroque and
Kaminski 1998), hyperactivity (NIAAA: National Institute of Alcohol Abuse and
Alcoholism 2000; Olson et al. 1997), impulsivity (NIAAA: National Institute of
Alcohol Abuse and Alcoholism 2000), inattention (Streissguth et al. 1986, 1994),
learning and memory difficulties (NIAAA: National Institute of Alcohol Abuse
and Alcoholism 2000; Olson et al. 1997), lack of coordination (NIAAA: National
Institute of Alcohol Abuse and Alcoholism 2000), dysexecutive functioning
(NIAAA: National Institute of Alcohol Abuse and Alcoholism 2000) and deficient
social skills (NIAAA: National Institute of Alcohol Abuse and Alcoholism 2000).
Other studies have reported no such associations in childhood with mental health
(Kelly 2010), IQ (Eriksen et al. 2012), academic achievement (Kelly 2010), hyper-
activity/inattention (Rodriguez et al. 2009), language delay (O’Leary et al. 2009),
attention (Underbjerg et al. 2012) and executive functions (Skogerbo et al. 2012).
Some other studies have even reported a J-alcohol shape, indicating that exposure
to a little alcohol apparently acts as a protective factor for the developing foetus.
One such study found that the worst mental health and cognitive outcomes at age
three were apparent in the offspring of both total abstainers and heavy drinkers
(Kelly et al. 2009). Another study showed that light and moderate drinking in
the first three months of pregnancy was positively associated with mental health
scores at age 14 (Robinson et al. 2010). Along the same line, one thorough sys-
tematic review of the literature concluded that there is no convincing evidence that
prenatal exposure to low-moderate doses of alcohol is negatively associated with
neurobehavioural outcomes (Gray and Henderson 2007b).

Considering the ambiguity of results, why is it that most Westernised coun-
tries recommend abstinence when, in fact, there is no scientific evidence that low
level drinking is harmful to the developing foetus? Around half of all the stud-
ies actually report the most beneficial outcomes for the children of mothers who
report drinking a little alcohol in pregnancy. On that basis it may seem unethical
to abstain in pregnancy. Why, therefore, is it that we do not recommend women
to drink low doses in pregnancy? Is it perhaps time to revise our guidelines and to
recommend the intake of a little alcohol during pregnancy?

Methodological Issues

The systematic review acknowledged that many of the human studies had meth-
odological weaknesses (Henderson et al. 2007a). Most of the studies presented
above are based on data from prospective pregnancy cohorts. Cohort studies are
a type of observational study mainly used in medicine and the social sciences. In
such studies a group of individuals are followed from pregnancy where they are
asked about their alcohol intake in pregnancy. Then at a later point in time their
children are assessed. In the statistical analyses the information from the mother’s
pregnancy about the alcohol intake is then related to the information about their
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child’s developmental stage (e.g. hyperactivity, learning difficulties or executive
functions). Typically, in the statistical analyses the children of women with dif-
ferent intakes (i.e. those who abstain, with those who report an average of 1 drink/
week, with 2 drinks/week etc.) are compared.

There are several strengths in such a design, including the prospective nature
of the data collection. However, there might also be problems as well. What if
there are differences between women who report drinking and those who do not
drink in pregnancy on other parameters, i.e., not just on their alcohol intake? What
if the women differ in relation to other pregnancy-related factors including their
general lifestyle and socio-demographics? Furthermore, what if they also differ
on post-natal conditions, including psychological and home-environmental fac-
tors? Such factors, known as (potential) confounders and mediators, respectively,
might insufficiently or inappropriately be taken into account in the statistical anal-
yses. In this case the results might reflect these variables rather than the alcohol
intake per se. Furthermore, the studies might also be characterised by a problem-
atic, imprecise definition of alcohol categories. Finally, there might be problems in
relation to how and when child’s neurodevelopment is assessed. There seems to be
a tendency in research to apply conveniently brief screening instruments to meas-
ure children’s neurodevelopment. It also appears that children are often assessed
at too early an age when the potential developmental consequences for the child
of maternal alcohol consumption during pregnancy have not yet manifested them-
selves. Below, I will consider each of these points in turn. The point I will make is
that all of these factors can have consequences for the results obtained in the sta-
tistical analyses, and thus for the conclusions that can be drawn as to whether it is
ethical to condone low level drinking in pregnancy.

Confounding

Confounding means ‘to mix together’, and can be defined in the present context
as the mixing together of the effect of an exposure with a factor that is statisti-
cally associated with the exposure and causally associated with the outcome (Juul
2008). Figure 1 shows that alcohol exposure is hypothesized to be causally asso-
ciated with neurodevelopment in the foetus. However, smoking (a potential con-
founder) is also hypothesized to be causally associated with the outcome (foetal
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neurodevelopment) but is statistically associated with alcohol intake. In this situ-
ation smoking is therefore considered a confounder that should be controlled for
in the statistical analyses, i.e. include the variation between the different exposure
groups of that factor. Controlling for smoking will remove some of the appar-
ent association between alcohol and neurodevelopment. If we conversely do not
do that then the effect of alcohol will be exaggerated. This is known as ‘residual
confounding’.

Residual confounding refers to the confounding that remains after attempting
to adjust completely for confounding (Juul 2008; Rothman 2002). Residual con-
founding remains if important confounders have not been controlled for or if a
confounder has not been recorded correctly and hence lead to erroneous data. The
effects of residual confounding can either mask a true association or, indeed, cre-
ate a spurious association, i.e. a false or non-causal association (Porta 2008).

A wide range of potential confounders could (and ideally should) be controlled
for in human studies. These include prenatal exposure to smoking, caffeine, mari-
juana and other illicit drugs, psychotropic medication, vitamin, physical activity,
education, income and other measures of socioeconomic status (SES), psychiatric
problems and age. These factors can all be considered potential confounders as
they have all been found to be causally associated with child neurodevelopment
and statistically associated with maternal alcohol intake in pregnancy (Rodriguez
et al. 2008, 2009; Braun et al. 2006; Latimer et al. 2012; Linnet et al. 2003; Linnet
2009; Mick et al. 1996; Obel et al. 2008; Thomsen and Skovgaard 2007).

In large scale cohort studies researchers usually control for a few of these fac-
tors including maternal age, smoking and educational level. However, what if
large differences are observed on a wide range of other factors and these are not
controlled for in the statistical analyses? Then this can potentially lead to resid-
ual and unmeasured confounding, i.e. it will bias the results of the statistical
analyses. In order to investigate this one study set out to describe those women
who drink in pregnancy and those women who do not drink in pregnancy on
a large number of background characteristics, i.e. on a large number of poten-
tial confounding factors. The aim was to investigate whether alcohol-related
differences could be observed on such factors. A selection of the variables is
presented in Table 1.

The women are subdivided into exposure categories according to their self-
reported intake throughout pregnancy. The ‘0’ group has reported abstaining
throughout pregnancy, the following group between >0-10 throughout pregnancy
and so on. The high-intakers in this study includes women who have reported
drinking >90 units in pregnancy. The high intakers (defined as those women who
reported drinking more than 90 units of alcohol in pregnancy) were older, more
likely to have a university degree, eat fish and have a pre-pregnancy Body Mass
Index within the normal range. They were on the other hand less likely to watch
television and drink cola. Conversely, the abstainers (0 units in pregnancy) were
younger, more likely to have mandatory education only, drink cola, watch televi-
sion, smoke cigarettes, live alone and have psychiatric problems. They were less
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Table 1 Differences on a number of background characteristics between women with different
self-reported intake of alcohol. Adapted from Niclasen (2014)

Alcohol units consumed Full sample |0 >0-10 |>10-30 |>30-90 | >90
during pregnancy

N 63,464 7,204 19,111 15,054 16,619 5476
Age 30.5 29.5 29.8 30.5 31.1 325
Mandatory education only | 8.4 % 178% |93% 6.6% |54% 6.5 %
University degree 14.6 % 5.8% 113% 154% |(192% 212 %
Psychiatric diagnoses prior | 2.9 % 4.8 % 30% (24% |24% 3.0 %
to pregnancy (yes)

Smoking (yes) 252 % 31.5% 241 % 233% (235% 309 %
Pre-pregnancy BMI within | 67.6 % 56.8% |64.0% (684% |72.8% 76.0%
the normal range (yes)

Exercise in the last part of | 24.3 % 175% 223% |252% |27.8% 272 %
pregnancy (yes)

TV (2% h or more per day) |21.1 % 296% [234% (201 % |174% 157 %

likely to do exercise and eat fish. What happens if we do not control for these fac-
tors in our statistical analyses? The described factors might be mentally protective
for the high-exposed children, but disadvantageous for the unexposed children.
What would happen if we were conducting a study looking at low doses of alcohol
and child neurodevelopment?

One study did this. The starting point of the study was the same sample of
women and the children were assessed behaviourally and emotionally with a
questionnaire at age seven (Niclasen et al. 2013). In the statistical analyses the
researchers controlled for maternal and paternal education, smoking and psychi-
atric disorders and maternal psychological well-being in pregnancy. The study
indeed reported the most favourable outcomes for the high intakers (over 90 units
of alcohol in pregnancy) and the least favourable outcomes for the children of the
abstainers. Does this result imply that exposure to over 90 units of alcohol in preg-
nancy has a positive effect on a developing foetus? Or does it indicate a positive
influence of other factors that are not controlled for in the statistical analyses?

Mediation

In order to understand the lack of consistency in the literature, and to make
progress, we need not only to draw on knowledge from epidemiology regarding
prenatal factors but also on knowledge from psychology regarding post-
natal, childhood-related factors. Within alcohol epidemiology there has been
a great focus on the prenatal environment, and an almost complete lack of
focus on post-natal conditions. However, it is well known from psychology that
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childhood-related factors and the home environment have a very substantial
impact on child development. The point that I will try to make here is that such
psychologically-oriented early childhood factors should be taken into account
when interpreting the results of the epidemiological studies investigating prenatal
exposure to alcohol in relation to child development. That there is too little focus
on the post-natal environment has been recognised in the literature (Sayal 2007).
Abel noted that “that a child’s postnatal environment affects his/her behaviour is
hardly surprising, but it has not received the attention it deserves in the present
context (i.e. in the alcohol literature)” (Abel 1998, p. 127). Further, a comprehen-
sive review concluded that “the two most important types of confounding of effects
on neurodevelopmental outcome are failure to control for the postnatal environ-
ment and failure to control for factors which are strongly genetically influenced
and which may be related to both prenatal alcohol exposure and the outcome”
(Gray and Henderson 2007a, p. 20).

These childhood-related factors are known as mediators. A mediator (Fig. 2)
can be defined as “a variable that occurs in a causal pathway from a causal (inde-
pendent) variable to an outcome (dependent) variable. It causes variation in the
outcome variable and itself is caused to vary by the original causal variable.
Such a variable will be associated with both the causal and the outcome variable”
(Porta 2008, p. 131). A wide range of mediating factors could be relevant to con-
trol for in the statistical analyses including attachment, the child’s IQ (Streissguth
1996), parental mental health in childhood (Sayal 2007), home environment (Abel
1998; Streissguth 1996), quality of parenting (Sayal 2007), changes in living
arrangement (Streissguth 1996), violence (Streissguth 1996) and social support
(Abel 1998). These factors are especially important in the first 2 years of life when
the child’s brain is particularly plastic (Abel 1998). Therefore, a child’s behaviour
and cognitive functioning is a product not only of prenatal factors (such as alco-
hol) but also of postnatal exposures (such as attachment).

Attachment can be defined as “an affectional tie that one person or animal
forms between himself and another specific one—a tie that binds them together
in space and endures over time” (Ainsworth and Bell 1970). In the 1950s Bowlby
was the first to demonstrate the lasting consequences of the mother-child rela-
tionship on a wide range of developmental cognitive and mental health outcomes
(Bowlby 1950). He concluded that infants who develop a secure attachment style
are those with a history of sensitive and responsive maternal care. This style
is associated with better emotional regulation, higher self-esteem, and more
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develop coping skills. In turn this makes the children better able to handle stress-
ful or challenging situations and conversely lowers their risk for poorer mental
health outcomes later in life. Secure attachment is also found to be associated
with better academic performance in adolescents and better cognitive perfor-
mance in childhood (Mikulincer and Shaver 2007a, b). On the other hand, chil-
dren with an insecure attachment are by contrast at greater risk for poor mental
health outcomes (Ainsworth and Bell 1970; Sroufe 2005). Therefore, attachment
has a “large” effect on mental health development, whereas exposure to low
doses of alcohol all other things being equal will have a “small” effect on child
development. Therefore, the potential negative effect of alcohol will most likely
be masked by the relatively larger effect of attachment and other mediators.
Moving back to the model in Fig. 2 it can be said that alcohol is hypothesized to
be causally associated with child neurodevelopment, but also causally associated
with attachment. Attachment is also hypothesized to be causally associated with
child neurodevelopment. The mediator (attachment) thus causes variation in the
outcome (neurodevelopment) but is itself caused to vary by the original causal
variable (alcohol).

In summary, mediating psychological factors such as attachment are rarely,
if ever, controlled for in the statistical analyses of the large-scale epidemiologi-
cal cohort studies. Because they are strong predictors of mental health they most
likely mask the potential, probably small, effect of low dose exposure. Because
mediating psychological factors are not included in large scale cohorts we do not
know whether large differences exist between exposure groups (as was the case
with the confounding factors described above). But it is surely fair to postulate
that large differences do exist and that such mediating factors in turn bias the
results of the statistical analyses in the studies investigating prenatal exposure to
alcohol and child development.

Imprecise Definitions of the Exposures

Above I have focused on problems concerning factors that ideally should be
included in the statistical analyses, i.e. confounders and mediators. Below I will
focus on problems related to the exposures (i.e., the mother’s alcohol intake).
What pieces of information do we use to classify the women? Firstly, I will focus
on what is known as “dose”, “pattern” and “timing”, after which I will examine
the validity of the self-reported measures of alcohol intakes generally used in
large-scale cohort studies.

It is well recognised by researchers that exposure to larger doses of alcohol
causes more damage than exposure to smaller doses. The literature presented
above does so by distinguishing between exposure to different average doses of
alcohol, for example comparing women who abstain in pregnancy, with those who
drink one unit per week, with two units per week etc. Thus this is one factor that
is always considered important and included in the definitions of the exposure
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categories. It may further complicate matters that, while scientists may have some
consensus on the size of a drink of alcohol, the public may generally not be aware
of what the typical size of a dose is.

Apart from accepting the importance of dose, the most recent literature also
recognised the importance of considering the pattern of the exposure, i.e. the
quantity consumed on a typical occasion (O’Leary et al. 2010). Most stud-
ies today therefore distinguish between exposure to averaged-over-time (lower)
doses of alcohol and to ‘binge’ drinking (Gray and Henderson 2007a; Henderson
et al. 2007a, c¢; Underbjerg et al. 2012; Eriksen et al. 2012; O’Leary et al. 2009;
Skogerbo et al. 2012; Kesmodel et al. 2012; Flak et al. 2013). Binge drinking is
most often defined as an intake of a minimum of five units of alcohol on a single
occasion (Gray and Henderson2007a; Henderson et al. 2007c). The rationale for
this distinction is that it has been established that exposure to binge drinking is
more devastating for the developing central nervous system because it is the peak
blood alcohol concentration that determines the level of the damage (Gray and
Henderson 2007a; Henderson et al. 2007c¢). In other words, binge drinking causes
greater harm than exposure to an equivalent amount of alcohol spread over several
days, weeks or months (Henderson et al. 2007¢; Kesmodel 2001). Generally, there
seems to be evidence of a very deleterious effect of being exposed to binge drink-
ing. One review concluded (Gray and Henderson 2007b) that children exposed to
binge drinking during their mothers’ pregnancies consistently showed poorer neu-
rodevelopmental outcomes.

Apart from dose and pattern, a third factor, namely timing, seem to be of par-
ticular importance to understanding the effects of prenatal exposure to alcohol
on child neurodevelopment. Most human studies have only investigated alcohol
exposure during early pregnancy, (Sayal et al. 2007, 2009, 2013; Kelly 2010;
Underbjerg et al. 2012; Skogerbo et al. 2012; Robinson et al. 2010) despite the
fact that there appear to be two critical periods in human fetal development,
when the brain is especially vulnerable to insult (Abel 1998). The first period
begins during the first trimester, from gestational weeks 12-20. This period is
characterised by a rapid rate of nerve-cell proliferation. The second period begins
during the third trimester and continues until age 18 months of the child and
is characterised by a brain growth spurt. Unfortunately, very few human stud-
ies have attempted to investigate possible effects of timing. One study that did
so found that exposure to moderate-high levels of alcohol in the third trimester
was negatively associated with language delay at age two (O’Leary et al. 2009).
Another recent study compared binge drinking in the early and late part of preg-
nancy (not taking average intake into account) (Niclasen et al. 2013). This study
reported that a small but significant association was observed on externalising
scores (defined as behaviours that actions direct problematic energy outward) at
age seven for the early exposure. However, the effect for the late exposure was
much greater.

At least two conclusions can be drawn from the above evidence. One concerns
the size of the effect of the exposure. Virtually all human studies focus on early
exposure and report small effects of alcohol. But it may be that if the researchers
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instead focused on late exposure we might generally see stronger effects of alco-
hol. The second conclusion is related to the combination of the three factors dose,
pattern and timing. Most researchers do not investigate all three factors. However,
they all have a great impact on the results (small versus large doses; average ver-
sus binge drinking; and early versus late pregnancy exposure).

Apart from the questions of dose, pattern and timing, data on exposure can
also suffer from reporting bias whereby women with actually a high intake may
report only a zero or a very low intake. The former would thus be misclassified
into the abstaining group (Abel 1998). It has been demonstrated that mothers who
drink often deny their drinking habits (Garcia-Algar et al. 2012), that mothers who
admit to drinking do not remember details correctly (Garcia-Algar et al. 2012),
and that other women, in order to avoid disapproval, purposely under-report their
alcohol intake (Kesmodel 2001; Kesmodel and Frydenberg 2004). Particularly
women with a high intake tend to under-report alcohol consumption during preg-
nancy, especially if the information is not collected in a careful and sensitive
manner (Kesmodel 2001). Because the under-reporting probably varies between
groups this will also lead to misclassification that varies between intake groups.
This, in turn, will inevitably have an impact on the results.

Problematic Use of Outcome Measures

Whereas the sections above were concerned with issues related to confound-
ers and mediators, and to definitions of the exposure categories, this third section
is focused on problems related to the outcome measures used in the large-scale
cohort studies. The related critique can be subdivided into two aspects. The first
part is concerned with the use of specific outcome measures. Those often consist
of brief screening tools rather than extensive cognitive and neuropsychological test
batteries. The second part is related to the ages at which the children are assessed.
Here, the point that I will put forward is that the children are often assessed at too
early ages when the potential neurobehavioural symptoms are not yet present.

It has been reported that people prenatally exposed to alcohol exhibit impair-
ments on the performance of relatively complex and novel tasks (Kodituwakku
et al. 2001a, b). Often researchers in the large-scale cohorts rely on information
about child development from brief screening tools (i.e. short questionnaires)
filled in by the children’s mothers. On the positive side such screening tools often
show excellent psychometric properties, particularly when used in large-scale
studies. However, they may simply not be sensitive enough to identify potential
damages from alcohol exposure. However, neuropsychological tasks are very dif-
ficult to incorporate in most large-scale cohorts because this is both very expensive
and time-consuming have participants undergoing such assessments.

In practice, most often information on child development is only available from
parental ratings although it is known from the literature that teachers are actually
better at identifying for example externalising symptoms, like ADHD. In order to
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get a diagnoses of ADHD the problem behaviour has to be present in at least two
settings, typically home and school. Because it is a particular problem for many
children to ‘stay still and keep focus’ in a school setting this is typically where the
symptoms are present. Parent raters are also known to give a conservative estimate
of behavioural problems in their children and parents’ ratings are generally found
to be lower than those of teachers (Obel et al. 2004; Niclasen 2012). Therefore,
it can be argued that teacher raters are needed in order to get better ratings of the
children—at least concerning externalising behaviours.

The second element of critique regarding outcome measures is concerned with
the age at which the child was assessed. Most often the timing of follow-ups of chil-
dren is chosen for practical and pragmatic reasons rather than theoretical ones. This
is problematic. When studying neurodevelopmental outcomes in children, the ages
at which the follow-ups take place should be evidence and theory driven, rather than
practicality-driven. Cohort studies have thus been criticised for assessing the chil-
dren at inappropriate ages (Powell 2012; Parker and Brennan 2012; Astley and Grant
2012). For example, one study among 2,600 children with Fetal Alcohol Syndrome
reported that about half had normal developmental scores at pre-school whereas all
had severe brain dysfunction at age ten. In the same group of children 10 % were
found to have attention problems at age five, whereas 60 % had attention problems
at age ten (Astley 2010). The lack of consistency in the literature may thus in part
be a consequence of this—that the children are assessed at inappropriate ages, in
particular often too early, thus missing behavioural effects that may only manifest
themselves later in childhood. Assessing the children at too early ages will imply two
things. Firstly, that a potential effect of alcohol is not found in a study. Secondly,
and perhaps more importantly, if there are many such studies it will bias the overall
evidence of the association between low level drinking and child neurodevelopment.

Findings from the Animal Literature

I have described above how human observational studies are prone to methodo-
logical limitations. These include problems with variables that are not sufficiently
controlled for in the statistical analyses (i.e. confounding and mediation), impres-
sions in relation to the exposures and a problematic use of outcome measures. The
advantage of animal studies, as oppose to observational human studies, is that all
of these factors can be experimentally manipulated to disentangle the effects of
dose, pattern and timing. In animal studies the subjects can be assigned into pre-
cisely defined exposure groups (Obviously, this would be out of the question in
human studies). In turn, the problems of confounding and mediation can be kept
to a minimum. Animal studies may thus shed light on the extent to which prenatal
exposure to alcohol act as a teratogen on the developing foetus (Randall 2001).
Experimental animal studies have indeed demonstrated that the neuroterato-
genic effects depend on dose, pattern and timing (Guerri et al. 2009; Plant 1999).
Regarding dose, animal studies have concluded that exposure to low-moderate
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doses of alcohol is negatively associated with the anatomical development of the
forebrain in rats (Ikonomidou et al. 2000), and attention and neuromotor func-
tioning in rhesus monkeys (Schneider et al. 2001). Dose-response associations,
which in human studies have been virtually absent, have also been demonstrated
in numerous rat studies investigating spontaneous alternation, learning and con-
ditioned taste aversion learning tasks (Stratton et al. 1996; Gray and Henderson
2007a; Gray et al. 2009; Riley et al. 1979).

In relation to patterns, animal studies have consistently shown negative effects
on offspring exposed to binge-like patterns on discrimination tasks and association
learning (as measured in mazes), motor skills (as measured by poor reflexes, coor-
dination and balances), hyperactivity/inattention (as measured by preservation on
reversal tasks and heightened exploratory behaviour), and social ability (as meas-
ured by play tasks, mating abilities and corporation) (Gray and Henderson 2007a;
Gray et al. 2009; Driscoll et al. 1990).

The timing aspect has in the animal literature received much more attention
compared to the human literature (Gray and Henderson 2007a; Gray et al. 2009).
First trimester exposure has been found in rhesus monkeys to significantly
decrease scores on infant neurobehavioural tests, whereas mid- to late gestation
exposure results in reduced motor maturity (Schneider et al. 2001). Third trimes-
ter human brain development is the period of greatest brain growths and is equiv-
alent to the early post-natal periods in rats. Numerous rat studies have reported
that heavy alcohol exposure in late pregnancy results in reduced brain weight and
volume, particularly in the forebrain, brainstem, cerebellum and corpus callosum
(Ikonomidou et al. 2000; Chen et al. 2003; West 1987). A rhesus monkey study
reported early gestation exposure as being negatively associated with infant neu-
robehavioural test scores whereas mid- to late exposure resulted in reduced motor
maturity (Schneider et al. 2001). A study investigating binge-like drinking dur-
ing the third trimester in vervet monkeys found significantly fewer neurons in the
frontal cortex of the exposed offspring. The authors concluded that the entire dor-
solateral prefrontal cortex was affected and that this provides an anatomical basis
for the behavioural and cognitive deficits observed in children exposed to alcohol
prenatally (Burke et al. 2009).

The primary advantage of studying prenatal exposure to alcohol by means
of animal models is that it makes possible research that could for obvious ethi-
cal reasons not be carried out in humans. Thus, exposure and confounding and
mediation can be controlled for in a more rigorous manner (Guerri et al. 2009).
However, although animal studies have contributed greatly to the understanding
of the effects of prenatal exposure to alcohol on neuroanatomical and neurode-
velopmental outcomes they do have their limitations. The complex pre- and post-
natal environments in humans cannot be replicated in animal models. Similarly,
the complexity of human social behaviour in interaction with others, and the
higher cognitive functioning in humans bear little resemblance to that of animals.
Furthermore, the rapid third trimester brain development in humans does not take
place until the early post-partum period in rodents. These factors may all limit the
applicability of the results from the animal studies (Guerri et al. 2009).
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Is It Ethical to Condone Low Levels of Drinking
in Pregnancy?

Based on the evidence from the human literature I think the answer to this ques-
tion is that we really do not know. The literature is far too contradictory. I would
further assert that, with our current research practices, we will never know whether
there is a safe lower level below which drinking is not associated with any harm to
the developing foetus. This is because (a) the results of the state-of-the-art large-
scale cohort studies probably reflect residual and unmeasured confounding and
mediating factors; (b) it also seems that misclassification of alcohol consumption
may impact upon the results, and problematic use of outcome measures. As long
as we continue to use self-reported measures of consumption and as long as we do
not sufficiently incorporate dose, pattern and timing into well-defined exposure cat-
egories we will be faced with the problem of misclassification; (c) finally, as long
as the outcome measures consist of short screening questionnaires, rather than, for
example, extensive and sophisticated neuropsychological tests, and the children are
assessed at too early ages, potential associations will most likely not be unravelled.

From animal studies there appears to be somewhat more evidence that alcohol
act as a teratogen on the developing foetus. However, most animal studies model
exposure that corresponds to very high doses—not the usual ‘one-drink-on-a-Sat-
urday-night-light drinking patters that we are otherwise concerned with here. Such
studies are very sparse. This might be because it is difficult to model such drink-
ing behaviours in animals. Alternatively, it might be due to publication bias. It
might be that animal studies focusing on low level drinking are particularly prone
to publication. Whether or not this is actually the case is hard to know. Also, it is
not without problems to extrapolate findings from the animal literature to humans:
firstly because the complex pre- and post-natal human environments and complex
social interactions are poorly approximated in animals and secondly because the
third trimester brain development in humans takes place post-natally in rodents.
Therefore the applicability of the results is limited.

One way forward would be to revise our current research methods. I agree
with Abel who concludes that “until research progresses beyond simple group
comparisons, our understanding of the nature of the cognitive deficits associated
with the uniqueness of Fetal Alcohol Syndrome/Alcohol Related Birth Defects will
never progress beyond superficiality” (Abel 1998, p. 134). We could make use of a
whole range of natural experiments and research designs including a mother/father
design, a sibling design and a cultural comparison design. Each of these study
designs will have its own strengths and weaknesses (Gray et al. 2009; Rutter et al.
2001). In the ‘cultural design’, data is compared between different cultural set-
tings in which drinking in pregnancy is observed within different socio-economic
groups. One study compared results from Denmark, where the affluent often drink
in pregnancy, and Finland where it is more women with low socioeconomic status
who drink in pregnancy (Rodriguez et al. 2009). This study did not find low doses
of alcohol to be related to child inattention/hyperactivity once social adversity and
smoking were taken into account.
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In the ‘sibling design’ only mothers who changed their drinking habits between
pregnancies are included. This way the effects of confounding and mediation are
minimized. One study that did so did find that high exposed children exhibited
more conduct problems than their low exposed siblings, thus suggesting a causal
association. However, they did not find any associations with attention and impul-
sivity (D’Onofrio et al. 2007). Studies using mothers and children from extended
families and adopted children would also be welcomed.

It can also be recommended to compare neurodevelopmental outcomes in chil-
dren whose fathers drank in pregnancy but whose mothers did not drink in pregnancy,
with children whose fathers did not drink but whose mothers did. If it is assumed that
mothers drinking act as a biological teratogen, then similar effects in the two groups
would imply that maternal drinking is not directly causative (Gray et al. 2009).

Conclusion

Because we really do not know the effect of low exposure to alcohol, and because
we do know that exposure to large doses of alcohol act as a teratogen on the devel-
oping foetus, I believe that the safest thing is to recommend abstinence. It is, after
all, ‘better to be safe than sorry’, and under these circumstances even low level
drinking in pregnancy should be discouraged.
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Ethical Challenges When Screening
for and Diagnosing FASD in Adults

Ilona Autti-Radmo

Knowledge of the long-term effects of FASD has increased in recent years, and
special attention has been focused on adolescents and young adults with neurobe-
havioural and psychosocial problems or problems with the law without a prior
FASD diagnosis. However, there has been little discussion about the ethical issues
concerning the implementation of a screening programme for diagnosing FASD in
adolescents and young adults. With the help of an in-depth framework, it is pos-
sible to capture the broad consequences that implementing a screening programme
for the diagnosis of FASD holds for individual citizens, the health care system and
society. Several critical ethical issues transferable from country to country can be
identified that should be carefully discussed prior to implementing a screening
programme for the diagnosis of FASD.

Research on FASD has, so far, been focused on the follow-up of children born
to mothers with identified alcohol or drug abuse during pregnancy. According
to these studies the identified large continuum of teratogenic effects of prenatal
alcohol exposure has been as FASD (Fetal Alcohol Spectrum Disorder) which has
been further divided into 4 groups: Fetal Alcohol Syndrome (FAS, Partial Fetal
Alcohol Syndrome (PFAS), Alcohol Related Neurobehavioural Disorder (ARND)
and Alcohol Related Birth Defect (ARBD) (Hoyme et al. 2005; Chudley et al.
2005; Astley 2006). However, there is so far no worldwide consensus on the spe-
cific criteria for the various subgroups or FASD.

The risk of being permanently damaged due to prenatal exposure to alcohol
is not a rarity but a major concern, as was stated by the WHO (http://www.who.
int/substance_abuse/msbalcstragegy.pdf). The best estimates on the prevalence of
FASD are based on so called in-school studies (May et al. 2009). In these studies
one age cohort is screened for symptoms suggesting FASD (growth retardation,
typical facial features, complex neurobehavioural problems) and those screened
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positive are further examined to receive the diagnosis FAS, PFAS, ARND or
deferred. The lowest prevalence rates are based on national registers indicat-
ing either poor diagnostic resources or an unwillingness to give the diagnosis of
FASD. The current estimate for the prevalence of FASD in western countries is
1/100 but it may be as high as 1 in 20. In Finland alcohol use among fertile-aged
women has increased almost six-fold during the past 40 years and the share of
abstaining fertile-aged women has decreased to about 10 % (Mikeli et al. 2010).
A similar increase has been reported in many Western countries. It is thus probable
that the prevalence of FASD is higher among children and adolescents than among
adults. In many Eastern countries the prevalence of alcohol consumption among
fertile-aged women is still very low and it can be forecasted that with the increase
of alcohol abuse among women in these countries the worldwide prevalence of
FASD will also increase.

Knowledge of the long-term effects of FASD has increased in recent years, and
special attention has been paid to adolescents and young adults with neurobehav-
ioural and psychosocial problems or problems with the law without a prior FASD
diagnosis. Currently in Canada and the United States new diagnostic facilities for
diagnosing FASD in adolescents and adults are being founded and many juvenile
courts both in Canada and the United States are sending young adults to FASD
diagnostic centers. Some of the juvenile courts have developed screening protocols
for FASD.

There has been very little discussion about the ethical issues concerning the
implementation of a screening programme for diagnosing FASD. With the help
of an in-depth framework, it is possible to capture the broad consequences that
implementing a screening programme for the diagnosis of FASD holds for indi-
vidual citizens, the health care system and society. Several critical ethical issues
transferable from one country to another can be identified that should be care-
fully discussed prior to implementing a screening programme for the diagnosis of
FASD.

Criteria for a Screening Programme

Within health care, screening for a disease is a societal decision. The aim is to
improve the outcome and thus treatment and care that improve the outcome or
wellbeing of the person need to be available. The person is not actively looking for
a diagnosis him/herself and participation is based on informed consent. Screening
can be population based or targeted at risk groups. Diagnostic procedures are con-
ducted due to symptoms and based on individual decision: the patient wants to
have a diagnosis and treatment to help overcome the symptoms. The professional
tries to find a reason for the symptoms with the goal of starting a specific treat-
ment. However, treatment may not always be available.

Every society creates norms that reflect its values. These norms form the basis
for laws and moral rules that protect the individuals from harming each other.
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Some rules are made explicit as regulations; others remain implicit but are none-
theless followed. In this article I use the Finnish criteria for the evaluation of a
screening programme. These were originally based on the criteria presented by
Wilson and Jungner (1968) combined with additions by The Danish Council of
Ethics (2001). This set of criteria have been compiled and used by the Working
Group for Screening at the Ministry of Social Welfare and Health to evaluate exist-
ing and proposed screening programmes (Table 1 and Autti-Rdmo et al. 2005).

Table 1 Criteria for the evaluation of screening programmes in Finland. The origin of the crite-
ria are marked with WHO (Wilson and Junger 1968) and D (The Danish Council of Ethics 2001)
with the respective number of the original criteria. The existence of available evidence for each
criteria when screening for FASD in adults is marked by Yes, Unclear or No

Criteria Origin Criteria fulfilled

1. The condition sought should be an important health problem WHO 1 Yes
both to an individual and society

2. The disease can be identified with screening at a latent or WHO4 | No
early symptomatic stage (WHO4)

3. The natural history of the condition, including development WHO7 |No
from latent to declared disease, should be adequately understood

4. There should be a suitable test or examination for screening WHO 5
for which following characters are known Dlla Unclear
- validity of the testing system Dl1lb No

- sensitivity and specificity

- predictive value of tests Dllc No

5. The test is acceptable to population WHO 6 | Unclear
6. An evaluation has been made of

- stigmatization D 12b No

- the ethical and psychological consequences for the examinees | D [2a No

- the consequences of “false positive” and “false negative” test D 12¢ No
results

7. An agreed policy exists on whom to treat as patients WHO 8 Unclear
8. An accepted and effective treatment exists WHO 2 No

9. Facilities for diagnosis and treatment are available WHO 3 No

10. The screening organization has been described in detail D14

- At national and local levels D 14a Unclear
- Steell'il.lg, qua.lity control and registration system D 14bc Unclear
- provision of information to target group

- triage D 14e Unclear
- staff training and D 14d Unclear
- test result dissemination and consultation D 14f Unclear

Dl4g Unclear

11. The costs of casefinding (including diagnosis and treatment | WHO9 | No
of patients diagnosed) need to be described

12. The effect of screening is evaluated D13 No
13. Screening is a continuing process Who 10 | Unclear
14. The costs of screening are economically balanced in relation | Who 9 Unclear

to possible expenditure on medical care as a whole
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With the help of these criteria I will first evaluate, whether screening for FASD
among adolescents or adults, especially by court order, fulfils the criteria set for a
screening programme within the health care system.

When going through the various criteria for a successful screening programme
within the health care system (see Table 1), it is clear that a screening for FASD
ordered by a juvenile court does not fulfill a majority of the criteria. There is thus
not enough evidence that this screening programme can and will be of benefit for
the person or the society from the use of health resources perspective.

Ethical Evaluation of Screening for and Diagnosing FASD
in Adolescents and Adults

The European Union has funded a multinational project called EUnetHTA that
aims to facilitate the efficient use of resources available for technology-assisted
decision making about health in Europe (see http://www.eunethta.eu). The
EUnetHTA collaboration has so far produced three core models to identify impor-
tant, clinically relevant issues transferable from one country to another, which
need to be answered when deciding on the implementation of a specific interven-
tion, diagnostic method or screening programme. The adopted core models are
divided into nine domains of equal importance: 1. Health problems and current
use of technology; 2. Description and technical characteristics of technology; 3.
Safety; 4. Clinical effectiveness; 5. Costs and economic evaluation; 6. Ethical
aspects; 7. Organisational aspects; 8. Social aspects and 9. Legal aspects.

The EUnetHTA core models are an attempt to define and standardise elements
of a health technology assessment. It is based on the idea that in spite of differ-
ences in health care systems, specific issues are of importance worldwide and the
answers to these issues are completely or partially transferable from country to
country. Thus the identified core issues should always be evaluated before imple-
menting a new technology in any country (Saarni et al. 2008). In trying to identify
the ethical challenges of screening for and making or excluding an FASD diagno-
sis in young adults I have used the EUnetHTA core models for screening and diag-
nostics. Several of the ethically important issues are of concern not only for the
person with FASD but also for other stakeholders: parents, siblings, professionals
and the society. As screening for FASD is a new programme, its consequences are
likely to be more difficult to predict than the consequences of changing methods
within an existing screening programme. Individual values, attitudes and expecta-
tions within and for the health care systems may be different in various cultures.
Novel screening programmes can also have far-reaching and unexpected conse-
quences on health and social care.

In this article I will focus on identifying the most relevant ethical issues faced
when deciding on the implementation of screening for and diagnosing FASD in
young adults by using the EUnetHTA core models for diagnostics and screening
programmes. I do not attempt to present an ethical analysis of the various issues at
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stake but rather to reveal the possible unintended consequences of ethical relevance
of which people involved in screening for and diagnosing FASD in adults should
be aware. Special emphasis is given to screening for FASD in juvenile court.

1. Principal questions about the social aspects.

Identifying the conceptions behind the beliefs of the value of the screening pro-
gramme may help to put them in perspective, when considering their overall
acceptability. It is also important to identify those groups within the society for
whom the screening programme and diagnostic tests will be used as the expert
resources are sparse. Currently screening programmes are mainly used either to
estimate the prevalence of FASD (in-school studies) or in juvenile court to define
FASD as a mitigating factor. Both these programmes challenge traditional con-
ceptions of a screening programme (e.g. voluntary basis and effective treatment is
available). The health care system has to be prepared to handle moral issues raised
by true positive and false negative findings.

2. Hidden or unintended consequences of the technology and its applications for
different stakeholders.

Screening for FASD can have side-effects in addition to those following from
its intended use. Unintended consequences may not always be predicted, though
many are. Screening positive and being diagnosed with FASD may have effects
on siblings, and one has to consider whether to offer diagnostic procedures for all
siblings. To adopt coherent and just health policies one has to consider how rel-
evantly similar situations are treated in a health care system. If a person was diag-
nosed with a hereditary disorder, one would usually offer the diagnostic procedure
also to the siblings. In addition, mothers with alcohol abuse during pregnancy
have been identified to have both increased morbidity and mortality (Kahila et al.
2010). When is it morally acceptable to neglect the need to examine the mother
and siblings and provide them with the necessary treatment as well?

FASD can be a welcome diagnosis in some situations (e.g. foster care). The
diagnosis may, however, not always be beneficial to the person but can lead to
social stigma depending on the values and beliefs of the society as attitudes play a
major role. One has to consider what the value of the diagnostic information is and
what kind of information does the diagnose give to the person him/herself. The
primary information from the diagnose is prenatal alcohol exposure that labels the
mother in a way that no other disorder of prenatal origin does.

In screening programmes, diagnostic information by definition always neces-
sitates further action, so all new screening programmes do have an impact on the
health care processes and systems. Screening for and diagnosing FASD in a per-
son also necessitates the evaluation of the needs of the mother and the siblings.
Screening for FASD in adults may also change the concepts of the disorder if the
definition of whom to treat as a patient is unclear (see point 4).

Screening for and diagnosing FASD by order of the juvenile court will require
resources that are, so far, sparse. This will inevitably lead to a situation where a
majority of persons diagnosed with FASD in their adulthood will have problems
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with the law. This may lead to a conception among laypersons that all persons
with FASD have a high susceptibility to criminal behaviour which can lead to
discrimination and stigmatization.

3. The value of a screening program and diagnostic testing

The ethical analysis of a screening programme should acknowledge the value-lad-
enness of the whole process from identifying difficulties in individual performance
to organizing the required treatment and support. Thus diagnosing a disorder is
morally acceptable so far as it has practical consequences to the person. Diagnosis
as the only intervention is rarely possible. So far no studies are available on the
value diagnosing FASD in adolescents or adults has for themselves. The effective-
ness of screening and diagnostic programmes is mainly described either from the
perspective of the legal system or foster care. The context-specificity of diagnos-
ing FASD is clear; in juvenile court the value is related to minimizing legal con-
sequences and in foster care it is about identifying both primary and secondary
behavioural problems. But what is the value of the diagnosis for the person him/
herself, other family members or the social and health care sectors?

4. Are the accuracy measures decided upon and balanced in a transparent and
acceptable way?

Diagnosing FASD is based on a variety of cut-off limits (growth, palpebral fis-
sure), more consensus and less evidence based definitions of affected brain
domains and risk-levels on prenatal alcohol exposure. Diagnosing FASD requires
extensive interpretative skills and the practical consequences of the accepted test
“battery” and cut-off limits will depend on the population tested. FASD is not a
dichotomous diagnosis and the children are inevitably exposed to a double burden:
the effects of prenatal exposure and traumatizing postnatal living surroundings. If
the problems arise first in adolescence it may be impossible to define whether they
were due to prenatal alcohol exposure or due to a cascade of harmful events during
childhood (Fig. 1).

No international consensus on the various cut-off limits, the definition of CNS
involvement, or the level of risk exposure exist. The decision on cut-off values
defines the sensitivity and specificity of the test battery and if the cut-offs are arbi-
trary, who does the balancing between true and false positives? This should be
done considering the moral value of different results. In general, high specificity is
required if false positives have serious consequences. The moral value of different
results—true and false positive, true and false negative—may be different depend-
ing on their values in the society.

Several diagnostic challenges exist and one has to question whether the accu-
racy measures are balanced in a transparent and acceptable way. We do not yet
have a reliable and objective method to identify prenatal alcohol exposure or to
define the criteria for harmful exposure. There is so far no international consensus
on what kind of neurobehavioural profile is typical and specific for FASD. Even
the requirements for facial features differ in various diagnostic batteries and a lack
of racial standards for palpebral fissure makes this criterion less valid than head
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Fig. 1 The outcome in adulthood after prenatal alcohol exposure is affected by other risk and
protective factors of pre- and postnatal origin

circumference. Criteria for growth retardation are based solely on growth curves.
In clinical practice the growth of the parents is always taken into account when
evaluating individual growth trajectories. There is no objective basis for neglecting
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hereditary effect and racial differences when evaluating the growth retardation or
length of palpebral fissure for FASD.

There are so far no objective diagnostic possibilities to be exact in differenti-
ating ARND from other neurobehavioural difficulties and disorders caused by a
traumatized childhood. Thus there is always the possibility for both false posi-
tive and false negative diagnoses. The consequences of a false positive and a false
negative diagnosis may be country specific depending on the value attached to
the diagnosis in society—e.g., whether it is a “ticket” to social benefits, a neces-
sary prerequisite for judicial action, a negative label, etc. The persons screened
for FASD should be informed about these possibilities inherent for all screening
programmes.

5. Effects on patient autonomy

The practical challenge with all screening programmes within a health care
system is that in order to be fully autonomous, the participating person should
understand all alternatives following different test results and be able to give
informed consent at every step. When screening for FASD is required by a juve-
nile court, it can be questioned how the right to autonomy can be preserved. This
requires the right to decide on things of importance to oneself on the one hand,
but, on the other hand, also relevant information and a capability to understand
the information, consider it in relation to personal values and decide accord-
ingly. Screening programmes in general can be difficult to be understandably
explained to a layperson. Screening for FASD in juvenile court is especially
problematic. One has to be prepared to answer why screening for FASD is so
valuable as to justify its use on people who cannot give informed consent to it.
Especially so if the program is implemented in manner that emphasizes the ben-
efits within the justice system and undervalues the consequences on a family
level and leads to minor or no health related interventions and benefits.

6. Persons suspected of having FASD are vulnerable

The right and justification to use a technology for persons who are vulnerable has
to be clarified. Any intervention that does not allow itself to be understandably
explained to the patient is potentially problematic. One has to identify what kind
of special care do persons suspected of having FASD need even when merely dis-
cussing the possibility of an FASD diagnosis. One has to be prepared to discuss
why they are being examined for FASD and what it will mean for them if diag-
nosed. In some cultures FASD may be regarded as a negative label blaming the
mother, a situation where the persons involved have no chance to defend them-
selves. In others “the system” may require an FASD diagnosis as it is considered a
mitigating factor or a requirement to receive benefits, support or treatment.
Persons with FASD often have diminished decision-making capacity and
understanding of long term consequences. Who has the right to balance the benefit
against possible harm in these situations? If it is the legal system, on what grounds
can these decisions be made? Is this specific, etiology-given diagnosis so valuable
that it justifies its use on people who cannot give informed consent to it? It has
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to be remembered that FASD is a very heterogenous disorder and the diagnosis
as such does not inform anything about the neurobehavioural profile. There are
a large number of persons with various other neurobehavioural disorders of pre-,
peri- or postnatal origin that can lead to difficulties in understanding the rules and
regulations of the society. Would it be more justified to screen for and diagnose
specific neurobehavioural profiles that diminish a person’s capacity to understand
the laws and norms of the society?

7. Informing the person

Within health care, the professional practice is to discuss the content and possible
consequences of a screening programme and diagnostic test with patients. How
is this performed in a juvenile court system? Are the persons explicitly informed
about false positive and false negative screening results and that the diagnosis is
based on expert knowledge and somewhat artificially defined cut-off criteria?

8. Effect on professional values, ethics and traditional roles

The patient—physician relationship is traditionally based on mutual trust, confi-
dentiality and professional autonomy so that individual treatment decisions can be
made in the best interest of the patient. In a patient—physician relationship, out-
side requirements cannot override the need for acknowledging individual patient
values. As an FASD diagnosis gives more weight on etiology than the actual needs
of the person it may interfere with core virtues and principles of medical and pro-
fessional ethics. Interventions that align with professional ethics are more likely to
be implemented successfully. For professional ethics it may be challenging to give
the diagnosis of FASD to a person with a severely traumatizing childhood in spite
of informed prenatal alcohol exposure. In such situations FASD may be an under-
lying disorder but it does not explain the difficulties encountered in adulthood.

9. Effect on human dignity and integrity

Technologies that are applied for persons with reduced autonomy may violate a
person’s dignity, i.e. challenge the idea that all human beings have intrinsic moral
value, and should thus not be seen as means to others’ ends. Labelling people may
also threaten their dignity or define them as less worthy. Does an FASD diagnosis
lead to better acceptance of one’s problems or will it affect the individual child—
parent relationship and if so, for better or worse? What does it mean for the person
when the diagnostic procedure is required by the authorities and not by the person
him/herself?

Integrity can be seen as a coherent image or identity of oneself. Institutions that
tempt to dishonesty are detrimental to integrity; for example, systems where lying
about one’s state of health might lead to better treatment than being honest. There
is no possibility to objectively verify or exclude prenatal alcohol exposure in a per-
son with neurobehavioural difficulties and thus a risk exists that mothers tell about
prenatal alcohol exposure in the hope of minor sentencing for their child.
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10. Balancing the benefits and harms when implementing and not implementing
the screening programme for FASD

The decision to implement a screening programme for FASD requires a careful
decision on the balance between benefit and harm, cost-effectiveness, realloca-
tion of resources etc. When this decision has been made on the system level, the
decision on the individual patient level rests on both the professionals who offer
the programme and the person who autonomously accepts to participate at every
possible step. The individual decision has to be based on objective information on
possible benefits and risks. Risks are only justified to the extent they are needed
to create benefits. If not proven otherwise, the individual patient is generally to
be seen as the best judge of risks and benefits for him/herself. The main questions
are, whether we can foresee the possible benefits and risks of an FASD diagnosis
for an individual and who will weigh them?

11. Effects on any other stakeholders

Some screening programmes have the potential to unfold unwanted or harm-
ful effects not only on the persons being screened for but also indirectly on other
stakeholders. Screening for FASD can have consequences for mothers, siblings,
health care organizations, society etc. Diagnosing FASD may negatively interfere
with the wellbeing of the whole family. Benefits and harms to individuals must
be balanced with benefits and harms that can affect the society as a whole (maxi-
mizing public health). Changes in the requirements of diagnostic possibilities and
treatment facilities may significantly alter also the requirements placed on the
health care system.

12. Justice in the health care system

When deciding on implementing a new screening programme one has to con-
sider the consequences implementing and not implementing have on justice in
the health care system. Screening for and diagnosing FASD requires reallocation
of human resources, funding and training. A large reallocation of resources may
seriously jeopardize other patient groups with similar needs. If FASD is to be
screened for, how can one guarantee that the programme is implemented in a way
that there is equal access to those in equal need and benefit of the programme?
Potential discrimination or other inequalities (geographic, gender, ethnic, employ-
ment, insurance) may prevent access to diagnostic procedures and potential
inequalities and discrimination should be justified. Screening programmes can
sometimes acquire significant symbolic value that may create demands that are not
justified on health grounds. Is this the case in screening for FASD and not for neu-
robehavioural disorders in general in juvenile court? For diagnostic tests, issues
of access to tests and treatments as well as labelling and potential discrimination
of diagnosed persons may be relevant issues when considering the justness of the
system.
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13. Fair legislation and regulation

Screening and diagnostic technologies are commonly differently regulated than
treatments, especially medications. Ethical reflection is needed when consider-
ing what kind of regulation is needed. Emphasis should be put on considering the
ethically relevant aspects. For example, who has a right to get the results of the
diagnostic procedure and for what purposes? Is legislation needed to ensure equal
access or is it justified that the juvenile court has a priority line for the diagnostic
procedures? As there is no international consensus on diagnostic criteria, it may
also be necessary to define rules and regulations to ensure good quality of diag-
nostic procedures.

In Summary

Social life is grounded on prevalent morals, values and behavioural models as well
as on national laws. The moral rules of a society reflect its values, which may be
weighted differently across different societies. Furthermore, each profession cre-
ates its own ethical rules and regulations that are the basis for their profession, in
which knowledge, experience and commitment to ethically acceptable goals are
joined. In this article I have highlighted some value related aspects that need to
be taken into account when deciding on the implementation of screening for and
diagnosing FASD in adolescents and adults with special emphasis on juvenile jus-
tice and the just use of health care resources.

A diagnosis usually has moral and practical consequences as it requires further
treatment or other modes of care. Increasing screening programmes and diagnostic
facilities for FASD in adolescents and young adults thus leads to changes in the
requirements placed on health care systems. Diagnosing FASD first in adulthood
may also change the way we see the long-term effects of prenatal alcohol exposure
in society. It also underlines the fact that the health and social care has failed to
diagnose these persons during their childhood when interventions to prevent sec-
ondary difficulties should have been instituted. Thus the society has to be prepared
not only to build resources to meet the needs of juvenile court but also to prevent
these needs.

It is important to understand that the psychosocial and legal consequences of a
“yes/no FASD diagnosis” may be unpredictable. Misdiagnosing either way may
lead to unintended consequences. The prevailing moral values in society affect
the willingness to provide the necessary resources for diagnostic procedures and
identified needs of support and individual therapy. The ethical implications of
implementing or refraining from the implementation of screening and diagnostic
programmes for adults with FASD need to be discussed in a balanced way so that
policy makers have a wider view of all possible consequences of their decision.

Worldwide, there are still many obstacles to be overcome before FASD can be
reliably diagnosed at any age and the individually required therapeutic facilities
will be provided. Many of the ethical implications are common to various nations
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but some value-laden issues are likely to be country specific. Is FASD a welcome
diagnosis? Not in all countries. FASD is a heterogeneous disorder but the name
emphasizes its etiological nature. The diagnosis does not give specific information
about the neurocognitive and behavioural profiles but these have to be assessed
individually. Nor is FASD a clearly dichotomous disorder (present or not), and
the secondary effects of postnatal life may have a larger effect on one’s psycho-
social outcome. How can we be sure that the behavioural difficulties encountered
in adolescence are due to prenatal alcohol exposure and not due to a cascade of
adverse life events? This is the case especially with persons who are not identified
to have major developmental difficulties in childhood but face psychosocial and
adaptation difficulties when life requires them to take responsibility for independ-
ent action in daily life and to understand the moral rules of the society they live in.

The diagnostic information may be of different value to different stakeholders:
the person him/herself, other family members, personnel within the legal system
or the social and health care sectors or insurance system. A moral issue is also
to whom the diagnostic information should be communicated—and for what pur-
pose. How can we foresee the possible benefits and risks of an FASD diagnosis to
the individual and who will weigh them? An FASD diagnosis given in adulthood
can change one’s image of oneself. Even more so if the diagnosis is required by
authorities and not by the person him/herself. It may also have a long lasting effect
on the child-parent relationship and the well-being of the family, yet it can also
lead to better acceptance of one’s problem.

It is important to remember that about 90 % of fertile-aged women do drink.
The amount of fetuses exposed to alcohol in utero at any point is largely unknown
but in many western countries it may be as high as 50 % in early pregnancy
(Ahlvik et al. 2006). Only a minority of these fetuses are yet permanently harmed.
Those with FASD have a life course that differs largely from normal children.
A majority of children with diagnosed FASD are taken into care or are supported
by the child welfare services. Of those taken into custody a large majority does not
reach a stable life but are prone to have changes in their living environment repeat-
edly (Fagerlund et al. 2012; Koponen and Kalland 2013). After this kind of life
course it is often not possible to say what is due to prenatal alcohol exposure and
what is due to adverse life events.

The prevalence of FASD in adults is largely unknown. As diagnostic facilities
are established, it is necessary to offer equal access to diagnostic and therapeu-
tic possibilities for those in equal need and not only for those who are identified
by the court system. Diagnosing FASD also requires that the current psychosocial
wellbeing and unmet medical needs of the mother are evaluated.

In conclusion, diagnosing FASD in adults raises several questions of ethical
concern. I have high-lighted only those of highest priority and which are relevant
worldwide. Finally, the moral values prevailing in society affect the willingness
to provide the necessary resources for prevention, diagnosis, individual care and
rehabilitation.
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Part I1
Clinical Perspectives on Criminal
Behaviour in FASD



Neurocognitive Difficulties Underlying
High Risk and Criminal Behaviour
in FASD: Clinical Implications

Katherine Wyper and Jacqueline Pei

Abstract Individuals with FASD are often characterized by impaired neurocogni-
tive functioning, which may increase their likelihood of engaging in maladaptive,
high risk, and criminal behaviour. Additionally, this group is frequently reported
to experience lifelong environmental adversity, and the combination of these fac-
tors complicates efforts to intervene and support positive outcomes. As a result,
individuals with FASD are over-represented in the criminal justice system, which
is poorly suited for affected offenders. In this chapter, a new conceptualization
of FASD and criminality is proposed, which draws on a comprehensive model of
functioning to better understand the needs of offenders with FASD and ultimately
reduce risk of offending behaviour.

Fetal Alcohol Spectrum Disorder (FASD)

FASD refers to a range of physical, neurological, cognitive, socio-emotional,
and behavioural impairments that can result when a developing embryo or fetus
is exposed to alcohol during pregnancy (Chudley et al. 2005). A leading cause of
developmental and cognitive disability in the Western world, FASD has a preva-
lence rate of approximately 1 in 100 live births in Canada (Stade et al. 2009) and
estimates as high as 2-5 % have been reported in the United States and some west-
ern European countries (May et al. 2009). Consequently, the economic impact of
FASD is staggering, with an annual cost of $5.3 billion in Canada (Stade et al.
2009). One of the contributors to these costs is the high number of individuals who
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come into contact with the justice system. An examination of the links between
risk factors and vulnerabilities in FASD, offender characteristics, and the current
state of the justice system reveals that more consideration must be given to how
we can respond to these individuals in the most effective way. More effective
interventions for offenders with FASD have the potential not only to reduce the
high cost of the disorder, but also increase the likelihood of success in the lives of
affected individuals.

Identifying FASD

As an umbrella term, FASD includes several specific diagnoses with varying
degrees of impact on an individual’s neurodevelopment, including: Alcohol-
Related Neurodevelopmental Disorder (ARND), partial Fetal Alcohol Syndrome
(pFAS), and Fetal Alcohol Syndrome (FAS). In Canada, most diagnosticians cur-
rently rely on the Canadian Guidelines (Chudley et al. 2005) to navigate the com-
plex, inter-disciplinary diagnostic process. This process entails assessment of four
domains: physical growth, facial development, central nervous system functioning,
and prenatal exposure to alcohol. Each of these four domains is evaluated by a
team of clinicians and ranked from 1 to 4 on severity or probability of impairment,
with 1 representing no impairment or risk and 4 representing severe impairment or
high risk. Assessment also involves evaluation of other pre-natal risk factors such
as lack of prenatal care, prenatal complications, genetic risk factors, and in utero
exposure to other teratogens; and post-natal risk factors such as abuse, disrupted
living arrangements, head injuries, and exposure to violence or substance abusing
caregivers (Astley 2004). Combined, this information is considered to be relevant
for the process of determining differential diagnosis, as well as informing inter-
vention approaches.

Primary Disabilities and Adverse Outcomes

The direct neurological insult due to prenatal alcohol exposure can lead to a
range of neurocognitive and behavioural challenges, the most common of which
are impairments in intelligence, executive functioning, learning and memory,
academic skills, language and communication, visuo-spatial and motor abil-
ity, attention problems, and hyperactivity (see Mattson et al. 2011 for a review).
These difficulties are evident in both standardized testing (Mattson et al. 2011)
as well as through more ecologically meaningful caregiver and teacher reports
(e.g., Rasmussen et al. 2007). Compared with healthy controls, IQ-matched con-
trols, and individuals with other neurodevelopmental disabilities such as atten-
tion-deficit hyperactivity disorder, individuals with FASD show relatively intact
functioning on basic neurocognitive tasks, but struggle with higher-level tasks
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relying on complex executive functioning skills (Mattson et al. 2011). Specifically,
some studies report that individuals with FASD show relatively stronger abilities
in terms of basic language (McGee et al. 2009), simple visual-perceptive tasks
(Kodituwakku 2009), simple processing tasks (Burden et al. 2005a), fine motor
skills, and some aspects of attention and areas of academics (Vaurio et al. 2011).
Conversely, higher-level neurocognitive functions such as inhibition (Burden et al.
2009), decision-making (Kully-Martens et al. 2013), working memory (Burden
et al. 2005b), and cognitive flexibility (Coles et al. 1997) tend to be more impaired
among individuals with FASD.

Adverse outcomes. In addition to these direct impacts of prenatal alcohol
exposure, there is also a range of adverse outcomes identified for this population.
The etiologies of these outcomes are more complex, and appear to result from an
interaction between direct impacts and environmental factors. Streissguth et al.
(1996) and other researchers (Clark et al. 2004) have identified mental health
problems, inappropriate sexual behaviours, disrupted school experiences, con-
finement (in hospitals or correctional settings), and substance abuse as significant
concerns for adolescents and adults with FASD. Trouble with the law is also fre-
quently noted in this group (Streissguth et al. 1991), and in the last two decades
there has been a rapid growth in media and research interest around the issue of
FASD in the justice system. Importantly, factors have been identified that may
protect an individual against these adverse outcomes, including early diagnosis
(before the age of 6 years), living in a stable and nurturing home environment, and
not being a victim of violence (Streissguth et al. 2004). Unfortunately, many of
these protective factors are absent for individuals with FASD.

Post-Natal Risk Factors and FASD

Further complicating the clinical picture for individuals impacted by FASD is the
frequency with which they have been exposed to adverse environmental factors
that may impact development. In one study, it was found that over 80 % of chil-
dren born with FASD were not living with their biological mothers (Streissguth
et al. 2004), and other researchers have reported that family environments of
older individuals with FASD are “remarkably unstable” (Streissguth et al. 1991).
Importantly, placement history has been shown to significantly impact both cog-
nitive and behavioural functioning in children with FASD (Victor et al. 2008),
indicating that caregiving environment is a crucial variable affecting outcomes.
Other commonly experienced postnatal risk factors among individuals with FASD
include neglect, violence toward the child, exposure to parental substance abuse,
parental divorce or separation, poverty, and other major trauma (Carmichael Olson
et al. 2009). Given the evidence regarding the deleterious effects of both prenatal
alcohol exposure and adverse early life experiences on neurodevelopment, indi-
viduals with FASD experience what is sometimes referred to as “double jeopardy”
with respect to these two dimensions of risk.
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Adolescents and Adults with FASD

Most early studies of FASD focused on the effects of prenatal alcohol exposure
in children, and only later did researchers turn their attention towards the lasting
impact of the disorder into adolescence and adulthood. Researchers examining the
manifestations of FASD in older ages tend to report that some physical anomalies
persist, as do many of the cognitive, academic, adaptive, and developmental diffi-
culties documented in childhood (Streissguth et al. 1991). Key functional difficul-
ties described in these later years include behavioural and emotional problems,
challenges with school and employment, and independent living (Spohr et al. 2007).
Additionally, substance abuse problems and trouble with the law may increase with
age among adolescents and adults with FASD (Streissguth et al. 2004).

Canadian researchers have highlighted that living with a caregiver, requiring
low levels of support, and being less vulnerable to manipulation may all be related
to better outcomes (Clark et al. 2004). Another important finding from this study
was that 1Q did not significantly affect the likelihood of adverse outcomes—but
adaptive functioning did—which highlights the importance of assessing daily
living skills in order to meaningfully understand an individual’s needs. Because
many individuals with FASD are intellectually impaired but not disabled (Mattson
et al. 2011; Streissguth et al. 2004), those who experience relatively intact intel-
ligence but limited adaptive skills may fall through the cracks of agencies relying
on IQ scores alone to allocate supports.

The difficulties associated with FASD can be life-long, however the ways in
which they manifest functionally may change across the lifespan. Given the
increased independence and responsibility typically associated with adoles-
cence and adulthood, older individuals with FASD face challenges different than
in childhood. That is, it is possible that as an individual with FASD ages, their
developmental ability may lag increasingly behind their chronological age, and
with progressing environmental demands and societal expectations, neurocogni-
tive impairment and associated behavioural challenges may become more obvi-
ous. Compounding this growing ability-expectancy discrepancy, there are fewer
services and evidence-based interventions for older individuals with FASD, and
despite the possibility that they may achieve independence with appropriate
assistance and support (Chudley et al. 2007), there is a serious lack of services
designed for affected adolescents and adults (Petrenko et al. 2013).

FASD and High Risk Behaviours

High risk behaviours are generally defined as having a negative impact on the
well-being of an individual, that may cause immediate injury or contribute to
cumulative negative outcomes (De Guzman and Bosch 2007). There is an impor-
tant distinction between socially acceptable risk behaviour—such as adventure
seeking (e.g., bungee jumping)—and reckless behaviour that threatens one’s
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safety (e.g., substance abuse) (Arnett 1992). Common reckless high risk behav-
iours include unsafe sexual behaviour, reckless driving, drug and alcohol abuse,
violence and deviance, criminal activity, and other actions leading to unintentional
or intentional injury (Centers for Disease Control and Prevention, CDCP 2013).
Adolescents and young adults (under the age of 25) are particularly vulnerable to
engaging in high risk behaviours because this life stage is characterized by major
changes in physical, socio-emotional, and neurological development accompa-
nied by increased independence and autonomy (Steinberg 2008). Although some
degree of experimentation and risk-taking is a normal part of development, high
risk behaviours pose one of the greatest threats to the health and well-being of
young people and are a significant contributor to injury and death (Butler-Jones
2011; CDCP 2013; Steinberg). High risk behaviours are concerning not only due
to the dangers inherent in these behaviours, but also because high risk behaviours
initiated at a young age are associated with problematic behaviours later in life
(e.g., substance abuse), and certain high risk behaviours can put others at risk as
well (e.g., unsafe driving, criminal behaviour) (Steinberg).

Many of the adverse outcomes noted in FASD can be considered high risk
behaviours; high rates of school drop-out, substance abuse, inappropriate sexual
behaviour, and suicidality certainly threaten the well-being of these individu-
als and can lead to injury or other negative outcomes. More specifically, some
researchers have shown that individuals with FASD demonstrate maladaptive
and problem behaviours such as impulsivity, teasing/bullying, dishonesty (e.g.,
lying, stealing, cheating), cruelty, destruction of property, physical aggression,
and self-injury (LaDue et al. 1993; Nash et al. 2006; Rasmussen et al. 2008). The
high rates of high risk behaviours in FASD populations could suggest a pattern of
impairment that underlies their propensity to engage such behaviour.

Neurocognitive Functioning in Offender Populations

Many of the high risk behaviours described above are delinquent or illegal, and
as such, interactions with the justice system are frequent for individuals engaging
in these behaviours. Therefore, consideration of the neurocognitive characteristics
of offender populations as a whole can provide some insight into the underlying
mechanisms implicated in their behaviour, and in turn provide greater insight into
potential intervention strategies to address these factors.

Executive Functioning and Self-regulation

Executive functioning refers to a set of higher-order processes that oversee thought
and action under conscious control (Zelazo and Miiller 2002) and guide adaptive
responses to novel situations (Hughes 2011). Executive functioning undergoes
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rapid changes during childhood and continues to develop into adolescence and
beyond (Zelazo and Carlson 2012). The neurological underpinnings of executive
functioning were first established through neuropsychological studies of individu-
als with brain damage, and identified the frontal lobe as a key brain area asso-
ciated with executive functioning (e.g., Shallice and Burgess 1991). The lifelong
relevance of executive functioning is demonstrated in research showing that some
early-developing executive functioning processes are predictive of later outcomes
such as physical health, substance abuse, personal finances, and criminal behav-
iour (Moffitt et al. 2011). One way to conceptualize executive functioning is in
terms of “hot” and “cold” processes. “Hot” executive functions are those involved
in situations with high levels of emotion and motivation, whereas “cold” executive
functions are used in emotionally-neutral situations (Zelazo and Carlson 2012). In
terms of high risk behaviours, hot executive functioning processes may be particu-
larly relevant, evinced by the finding that most adolescent risk-taking occurs dur-
ing situations of emotional arousal (Steinberg 2004).

Self-regulation is another broad concept encompassing a number of sub-func-
tions related to high risk behaviours. In describing the practical implications of
self-regulation, Baumeister et al. (2007) assert that, “most of the social and per-
sonal problems that afflict people in modern western society have some element of
self-regulatory failure at their root” (p. 2). Research on self-regulation originates
from multiple schools of thought, but for the purpose of this review it is defined
as the “self altering its own responses or inner states,” (Baumeister et al. 2007, p.
5) involving “active responding and decision-making” (Murtagh and Todd 2004,
p- 22), which overlaps considerably with executive functioning. Self-regulation
includes emotional, behavioural, and cognitive regulation, and is used interchange-
ably with self-control in this review.

Executive functioning and self-regulation impairments in offenders.
Delinquent and criminal behaviour has been related to numerous impairments
falling under the umbrellas of executive functioning and self-regulation. Multiple
studies have shown that impairments in both hot and cold executive function-
ing are related to violent, aggressive (Hancock et al. 2010; Hoaken et al. 2003),
and antisocial behaviour (De Brito et al. 2013; Ogilvie et al. 2011). These studies
parallel brain imaging research that reveals reduced structure and function of the
brain areas related to executive functioning and self-regulation (i.e., prefrontal cor-
tex) in antisocial and violent individuals (Yang and Raine 2009).

Inhibition/impulse control. Inhibition can be broadly defined as voluntary con-
trol over cognition or behaviour, and in particular as the ability to resist a prepotent
or impulsive response, with neurological roots in the frontal lobe. Impaired inhibi-
tion is considered by some researchers to result in impulsivity (Aron 2007), thus
these two concepts will be used synonymously for the purpose of this review. Poor
inhibition and impulsivity are some of the most widely cited deficits among individ-
uals who engage in delinquent or criminal behaviours. Early longitudinal work has
implicated teacher-rated impulsivity measured in kindergarten to self-reported delin-
quent and antisocial behaviours in adolescents (Tremblay et al. 1994). The same
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group of researchers later found that inhibition may serve as a protective factor
against self-reported delinquency in adolescents (Kerr et al. 1997). More recent
research also suggests that impulsivity may moderate the relationship between pro-
tective factors (i.e., family warmth and parental knowledge) and delinquency (Chen
and Jacobsen 2013). In adult populations, impaired behavioural inhibition has been
found in offenders with antisocial personality disorder compared with healthy con-
trols (Dolan 2012). Recent neurophysiology research, using transcranial magnetic
stimulation and electroencephalography, has implicated the prefrontal cortex in the
inhibition deficits among some groups of offenders (Hoppenbrouwers et al. 2013).
Importantly, the relationship between low inhibition/high impusivity, and criminal
behaviour may be specific to the type of offence, as Hancock et al. (2010) found that
lower performance on these measures was related to a higher number and greater
severity of violent but not non-violent offences.

Decision-making. The term “decision-making” is broad, but in general this
process requires choosing one option over another or several other alterna-
tives (Seguin et al. 2007). It involves both “cold” cognitive functions and “hot”
emotional processes, both of which influence the outcome of the decision. Cold
processes include weighing risks and benefits (incorporating aspects of reward,
punishment, and future consequences), and holding alternatives in mind while
comparing them, whereas hot processes involve the affective response to various
alternatives (based on emotional or visceral reactions to situations, often under
time pressures) (Seguin et al. 2007), all of which may have neurological roots in
the prefrontal lobe (Bechara 2005; Bechara et al. 2000; Syngelaki et al. 2009).

Decision-making impairments have been documented in young offender pop-
ulations as well as youth with conduct disorder, who have been shown to make
more risky choices than controls (Fairchild et al. 2009; Syngelaki et al. 2009). The
cause of this impairment may be explained as an imbalance in reward-punishment
sensitivities (Fairchild et al.). Similar impairments have been noted in adult pop-
ulations, with antisocial offenders both with and without comorbid psychopathy
showing deficits in adaptive decision-making (De Brito et al. 2013). Though some
researchers suggest that experimental measures of decision-making may not accu-
rately reflect real-world situations (Steinberg 2004), recent work found that labo-
ratory-measured decision-making was indeed predictive of recidivism in offenders
at 3- and 6-month follow-up, supporting the ecological validity of this construct
(Beszterczey et al. 2013).

Working memory. Baddeley’s (1992) seminal research on working memory
defines the construct as “temporary storage and manipulation of the information
necessary for complex cognitive tasks,” (p. 556) and this function is also closely
associated with the prefrontal region of the brain (Owen et al. 1990). Baddeley
underscores the influence of working memory on many important tasks includ-
ing language processing and reasoning, and forensic research also commonly
cites working memory as an area of deficit among offenders. For instance, several
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studies have demonstrated that juvenile offenders display weaker spatial working
memory than controls (Cauffman et al. 2005; Syngelaki et al. 2009), and impair-
ments in verbal working memory have also been noted in adult offenders both
with and without antisocial personality disorder and psychopathy (De Brito et al.
2013; Hoppenbrouwers et al. 2013).

Cognitive flexibility and set-shifting. Cognitive flexibility is generally known
as the ability to shift attention, adapt one’s thoughts and responses, and generate
novel ideas, and it is often used interchangeably with set-shifting. Deficits in these
neurocognitive functions have been noted in both violent and non-violent adult
offenders (Bergvall et al. 2001; Tuominen et al. 2014), adult offenders with anti-
social personality disorder (Dolan 2012), and in young offenders (Syngelaki et al.
2009). Weaker performance on measures of cognitive flexibility and concept for-
mation has also been related to a higher number and greater severity of violent
crimes in adult offenders (Hancock et al. 2010).

Verbal ability. Broadly defined, verbal ability is an individual’s capacity to under-
stand language, and is localized neurologically in the left hemisphere of the brain.
Verbal ability is heavily influenced by learning environment (Romi and Marom
2007), and impairment in this domain is a strong risk factor for antisocial and
delinquent behaviour (Munoz et al. 2008). For example, Romi and Manom (2007)
compared intellectual ability between delinquent youth and controls and found that
delinquent youth performed significantly worse than controls in verbal domains, but
not performance domains of the Wechsler Intelligence Scale for Children—Revised.
Similarly, Manninen et al. (2013) reported that low verbal intellectual ability was
highly predictive of later offending (and violent crimes in particular) among youth
with conduct disorder. Lower verbal skills have also been related to physical aggres-
sion in adolescents (Barker et al. 2011), and longitudinal work suggests that lan-
guage impairments in childhood lead to higher parent-reported delinquency as well
as self-reported rates of criminal arrests and convictions at 19 years old; however
this relationship was only found in males (Brownlie et al. 2004).

Although these findings provide a compelling case for the link between ver-
bal impairment and delinquency/crime, Hancock and colleagues (2010) found that
offenders with greater expressive verbal skills were more likely than offenders
with weaker skills to commit severe violent offences. To explain these findings,
Hancock et al. hypothesized that because violent offences are often predicated by
verbal exchanges, individuals with greater expressive language may be more likely
to escalate the situation.

Attention. The concept of attention has been defined from a number of perspec-
tives, but one that is particularly relevant clinically is that proposed by Sohlberg
and Mateer (1987): “the capacity to focus on particular stimuli over time and to
manipulate flexibly the information” (p. 117). Impairments in attention and con-
centration have been commonly noted in delinquent youth (Manninen et al. 2013),
and these problems may be worse for youth living in residential institutions com-
pared with non-institutionalized delinquent youth and non-delinquent controls
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(Romi and Marom 2007). Indeed, clinically significant attention difficulties are
frequently noted in delinquent and offender groups, who display high rates of
attention-deficit hyperactivity disorder (Belcher 2014; Young and Thome 2011).
Moreover, offenders with attention deficits have been shown to have a higher num-
ber of convictions than those without (Tuominen et al. 2014).

The Biopsychosocial Perspective

Although it is clear from the above review that brain development has a marked
impact on cognition and subsequent behaviour, it is important to note that these
processes do not exist in isolation. That is, although neurological vulnerability may
increase the likelihood that an individual could engage in high risk behaviours, a vari-
ety of factors will influence behavioural outcomes, and the interaction between these
factors is significant. For instance, impaired brain function may interact with other
adverse environmental factors such as poverty, trauma, and substance abuse to lead
to heightened levels aggression (Fishbein and Tarter 2009). That is, impaired brain
function may increase the likelihood that an individual experiences environmental
adversity while at the same time rendering that individual more vulnerable to the neg-
ative impacts of these experiences. Moreover, the combined influence of biological
and social risk factors leading to antisocial and criminal behaviours is exponentially
larger than the influence of either risk factor alone (Raine 2002). Although the current
chapter focuses primarily on one individual facto—namely neurocognitive function-
ing—behaviour in general, and delinquency and crime in particular, is perhaps best
understood from a biopsychosocial perspective, whereby equal consideration is given
to all of the biological, psychological, and social variables that may impact an individ-
ual throughout their life, as well as the reciprocal interaction between these variables.

Bringing It Together: The FASD-Affected Offender

Prenatal exposure to substances has been shown to increase vulnerability to crimi-
nal behaviour later in life (Heffron et al. 2011) and one mechanism through which
prenatal alcohol exposure may lead to these problem behaviours is neurocognitive
impairment. As described above, individuals with prenatal alcohol exposure and
FASD have repeatedly been shown to display broad deficits in executive function-
ing (Connor et al. 2000; Mattson et al. 1999; Rasmussen et al. 2007) and self-
regulation (Kodituwakku et al. 1995). In fact, executive functioning is one of the
most frequently documented impairments among individuals with FASD (Mattson
et al. 1999), and especially higher-level executive functioning tasks (Mattson
et al. 2011). In particular, individuals with heavy prenatal alcohol exposure (with
or without an FASD diagnosis) have displayed difficulties in planning, cognitive
flexibility, inhibition, concept formation, and reasoning (Mattson et al. 1999).
Executive functioning deficits as reported by parents and teachers of children with
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FASD may account for a significant proportion of the social difficulties they expe-
rience, and behavioural regulation and metacognition (“thinking about thinking™)
are noted as key concerns (Schonfeld et al. 2006). Affective or “hot” executive
functioning impairments may be especially relevant in terms of high risk behav-
iours in this population, as children with FASD have been shown to be impaired
on decision-making and risk-taking tasks, and may not learn from negative conse-
quences to make more positive choices (Kully-Martens et al. 2013).

Given the correlation between neurocognitive ability and high risk behaviours as
described above, it is little wonder that individuals with FASD are especially vulner-
able to engaging in such behaviours. Deficits that often characterize FASD may be
a “recipe for disaster” for engaging in criminal behaviours and becoming involved
with the justice system (Byrne 2002). These deficits include poor adaptive skills,
slow information-processing, inflexibility and perseveration, limited understanding
of consequences and ability to learn from past mistakes, receptive language impair-
ments, distractibility and inattention, immaturity, social ineptness, vulnerability to
manipulation/suggestibility, dishonesty, weaker moral judgment, and poor socio-
moral values (Byrne; Malbin 2004; Mela and Luther 2013; Page 2001; Schonfeld
et al. 2005), many of which have roots in neurocognitive functioning.

Other Complicating Factors

Beyond the specific neurocognitive factors that may increase their vulnerability to
engaging in high risk and criminal behaviour, offenders with FASD have also been
shown to experience other co-morbid conditions. For example, substance-related
disorders, attention-deficit hyperactivity disorder, conduct disorder, antisocial per-
sonality disorder, opposition defiant disorder (Vidovic 2012), schizophrenia, anxi-
ety, and other medical conditions (Mela et al. 2013) may complicate the situation
further in terms of predicting vulnerability to offend as well as providing inter-
ventions to reduce the likelihood of reoffending. Additionally, given the adverse
circumstances that often characterize the lives of individuals with FASD, from a
biopsychosocial perspective it is important to note other risk factors beyond pre-
natal alcohol exposure that may be significant predictors of high risk behaviours.
For instance, individual factors such as substance use, perception of life stress, and
family factors such as low caregiver supervision and warmth, and verbally aggres-
sive family conflict have been shown to correlate with delinquency in youth with
prenatal alcohol exposure (Lynch et al. 2003).

Researchers exploring the perspectives of family members of individuals with
FASD (Radford-Paz 2013) have echoed the complexity of the situation, suggest-
ing that neurocognitive and social impairments, as well as overwhelming environ-
mental demands contribute to criminal behaviour in adults with FASD. Equally
importantly, family members identified supervision and structure, education and
employment, positive peers, and financial and social support as protective factors
against criminality (Radford-Paz).
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FASD and the Justice System

Given the neurocognitive and environmental vulnerabilities experienced by indi-
viduals with FASD, it is no wonder that 60 % of affected individuals in some
studies have reported experiencing trouble with the law (Streissguth et al. 2004).
Indeed, both youth (Popova et al. 2011) and adults (MacPherson et al. 2011) with
FASD are over-represented in the Canadian justice system with prevalence esti-
mates of 10-23 % (Fast et al. 1999; MacPherson et al. 2011) vastly exceeding the
rate of 1 % for FASD in the general population. One longitudinal study found that
35 % of adolescents and adults surveyed reported ever being incarcerated for a
crime (Streissguth et al. 2004). It is also believed that many offenders have been
prenatally exposed to alcohol but remain undiagnosed (Fast and Conry 2009)
due to the “invisibility” of the disorder, where affected individuals may show no
physical signs and display strong expressive vocabularies, and service profession-
als may lack awareness around FASD (Malbin 2004; Page 2001). Individuals with
FASD who enter the justice system may become vulnerable targets for victimi-
zation, may end up learning more criminal acts without understanding why they
were incarcerated in the first place, and may be unable to conform to the custodial
environment (Byrne 2002; Conry and Fast 2000).

In the juvenile system specifically, youth with FASD have been shown to come into
contact with the system earlier, with a higher number of charges (though less serious)
than non-FASD young offenders, and have a greater risk of re-offending (McLachlan
2012). Adult offenders with FASD have been shown to have numerous convictions
as juveniles, a higher number of convictions as adults, a greater likelihood of failing
under community supervision, have disciplinary problems during incarceration, and to
be re-incarcerated within 6 months than offenders without FASD (MacPherson et al.
2011). Once involved in the system, the neurocognitive, adaptive, and social difficul-
ties associated with FASD may influence an affected individual’s ability to navigate
the legal process, as recent work found high rates of psycholegal impairment among
young offenders with FASD related to understanding arrest, interrogation, and trial
processes (McLachlan et al. 2013). Individuals with FASD may also be more inclined
to give false confessions or false testimonies (Roach and Bailey 2009).

Fundamentally, the Canadian criminal justice system is not set up for individ-
uals with low levels of functioning. Traditional justice practices assume that an
offender can understand the link between inappropriate behaviour and negative
consequences (Malbin 2004), and even in the case of offenders with mental dis-
orders, it is assumed that with treatment, the disorder may be rectified (Roach and
Bailey 2009). The system fails to accommodate for FASD (Roach and Bailey), and
for offenders with the disorder, this system falls short:

The inability of the present system to effectively provide meaningful rehabili-
tation or deterrence to individuals suffering from FAS/ARND combines with the
increased vulnerability to further victimization within penal facilities clearly sends
a message that it is not appropriate for the Canadian judicial system to continue
to minimize the very real impact FAS/ARND has on individuals. (Chartrand and
Forbes-Chilibeck 2003, p. 61).
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Given these issues, there is a dire need for increased FASD education and train-
ing for justice personnel (Byrne 2002; Cox et al. 2000), access to timely assess-
ment and diagnosis of FASD, enhanced methods for screening, identifying, and
treating offenders suspected of having FASD (Burd et al. 2004), and for a review
of the “yes or no” determination of criminal responsibility when dealing with
FASD-affected offenders (Mela and Luther 2013). Although some judges have
begun to consider the impact of FASD in their sentencing decisions, formal assess-
ments for the disorder are rarely undertaken (Vidovic 2012) and this consideration
holds more weight for juvenile as opposed to adult offenders, who are deemed less
capable of rehabilitation (Verdun-Jones and Butler 2013).

Recent developments in the justice system. A new perspective is required in all
dimensions of the justice system to enhance the appropriateness of this system for
offenders with FASD. Researchers have suggested that this new perspective should
involve a greater understanding of the cognitive impacts of FASD (Moore and Green
2004), as well as a shift from punitive to therapeutic approaches (Mela et al. 2013).
There has been a surge in media and research attention regarding justice issues and
FASD over the last decade, and a growing awareness of FASD in Canadian crim-
inal law (Roach and Bailey 2009). In fact, this is such an important topic that in
2013, two formal gatherings occurred in Canada; one meeting “FASD and the Law:
A Conversation About Current Research and Practices” was held in Vancouver,
British Columbia and the “Consensus Development Conference on Legal Issues of
FASD” took place in Edmonton, Alberta. The conversation continued, with “FASD
at the Frontline,” an event held in 2014 in Regina, Saskatchewan to highlight justice-
related FASD research, and a second “FASD and the Law Day 2015”, again held
in Vancouver. There have also been efforts to develop screening tools that enable
parole officers to identify youth who may be affected by FASD (Conry and Asante
2010). As well, two recent Canadian Bar Association (CBA) resolutions were passed
because the “...normative assumptions and the sentencing principles such as specific
and general deterrence are not valid for those with FASD” (CBA 2010) and there
is a need to “improve access to justice” and accommodate the disability of FASD
(CBA 2013). The Edmonton Consensus Conference resulted in a 60-page docu-
ment exploring the implications of FASD for the justice system, including how to
better identify offenders with FASD; how the criminal justice system, family court,
and family/child welfare system can better respond to and meet the needs of these
offenders; how guardianship, trusteeship, and social support can be enhanced for
these individuals; and what legal measures are currently in effect to prevent the dis-
order. Despite these efforts, there is a concerning lack of research published to date
that focuses on justice interventions for offenders with FASD.

Current Approaches to Offender Rehabilitation

There is a wide range of prison-based offender treatment programs, broadly cat-
egorized into criminogenic, non-criminogenic, employment, educational, recrea-
tional, and administrative (Wilkinson 2012). Across programs, a number of factors
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influence treatment outcomes, including the nature of intervention, length of pro-
gram, treatment setting, qualifications of staff, and offender characteristics (Brazao
et al. 2013). Interestingly, although much has been written on theories and models
of offender rehabilitation, less practical work has been done to establish effective
methods of service delivery (Day et al. 2013).

The majority of treatment programs for youth and adult offenders are based on
the cognitive-behavioural model (Brazao et al. 2013) and locate the cause of crim-
inal behaviour within the individual (Day 2011). Specifically, cognitive-behav-
ioural approaches focus on changing maladaptive thoughts that lead to problem
behaviours (Day), and most use educational approaches to build different skill sets
(Brazao et al. 2013). These interventions are typically led by a therapist and deliv-
ered in small groups, and require a strong alliance and collaboration between ther-
apist and offender, as well as consistent offender engagement (Day et al. 2013).
Cognitive-behavioural interventions have been shown to reduce various types of
criminal behaviour among offenders (Wilson et al. 2005), especially those inter-
ventions that emphasize self-awareness around what leads an offender to engage
in criminal behaviour (Wilson et al.).

Regardless of the approach, interventions thought to be “best practice” involve
assessing and targeting individual risk and needs, increasing motivation, improv-
ing skills though practice, offering positive reinforcement, seeking continuous
environmental support, evaluating outcomes, and proving feedback to offenders
(Wilkinson 2012). Moreover, effective programs should be grounded in theory, tar-
get a variety of factors for change, build healthy relationships with clear supports
and boundaries while being sensitive to offender diversity, be implemented with
integrity, and based in the community (Brazao et al. 2013).

Meeting the Needs of Offenders with FASD

The needs of offenders with FASD do not always align with traditional justice
approaches. Justice interventions may be most appropriate and effective in reduc-
ing recidivism when treatment is psychologically informed and guided by the
offender’s risk to society, profile of needs, and responsivity to treatment (Andrews
et al. 1990). As described above, most contemporary offender rehabilitation pro-
grams rely heavily on cognitive approaches, and assume that offenders have a
strong degree of control over their own behaviour, particularly in terms of personal
attitudes and abilities such as problem-solving, self-monitoring and evaluation,
and resisting temptation (Day 2011). Unfortunately, as described above, individu-
als with FASD tend to show marked deficits in these areas, struggling with atten-
tion, executive functioning, and adaptive functioning (MacPherson et al. 2011).
Some preliminary work has been undertaken to explore how the justice pro-
cess may be improved for offenders with FASD. A 2007 Roundtable on the eco-
nomic impact of FASD in Canada suggested that matching release requirements
with the unique strengths and weaknesses of offenders with FASD would reduce
recidivism, as well as the costs associated with it (Public Health Agency of
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Canada 2007). Community collaborations dedicated to providing appropriate case
plans and supports for individuals with FASD may also help to reduce recidivism
(Olsen and Debolt 2002). These initiatives should focus on individual needs and
strengths, and also incorporate external factors and emphasize environmental mod-
ifications and supports. Notably, some researchers assert that, “the most effective
sentence for people with FASD may be one that aims to change their living or
social situation, rather than their behavior” (Fast and Conry 2004, p. 164).

Although these efforts are promising, specific research on evidence-based jus-
tice interventions for FASD-affected offenders is very limited. Brown et al. (2012)
recently published one article on potentially promising approaches for work-
ing with incarcerated youth with FASD. These approaches include implement-
ing programs that are highly structured, consistent, predictable, individualized,
and involve behavioural reinforcement; targeting adaptive and social functioning;
and using behaviour therapy rather than cognitive therapy to replace maladap-
tive behaviours. They also suggested that treatment approaches should avoid peer
group interventions, which may be inappropriate due to FASD-related social diffi-
culties. Beyond the treatment program itself, the authors further suggested remov-
ing youth from chaotic home environments, helping youth to translate new skills,
building long-term individualized support and supervision in plans for the future,
and engaging a mentor to assist in transition back to the community. McLachlan
et al. (2013) also recently published a report based on a survey of substance abuse
service providers, which explored promising practices for addictions treatment in
young offenders with FASD. This report listed practices similar to Brown et al.’s
(2012) recommendations, as well as additional strategies to compensate for FASD-
related neurocognitive deficits, including: less use of insight-based approaches,
verbal strategies, and approaches that rely on attention/concentration/memory;
more use of skill-building, extra support for youth to understand treatment content,
and multi-modal learning integrating senses and physical learning; using concrete
rather than abstract concepts; and teaching memory strategies. Finally, Mela and
colleagues (2013) recently proposed that interventions for adult offenders with
FASD should be life-long, extending beyond the justice system into transitional
programs and the broader community, and that these systems of intervention may
be most effective when coordinated by a mentor. The notion of mentoring aligns
with Sterling Clarren’s idea of the ‘“external brain” (Kellerman 2003), which
asserts that individuals with FASD may achieve the most success with the help of
a responsible person to navigate the responsibilities of daily life.

Conclusions

FASD poses a significant social and economic challenge in our communities.
Individuals with FASD are a unique population, confronted with neurocognitive
vulnerabilities that increase the likelihood of engaging in maladaptive, high risk,
and criminal behaviours. Examination of the general offender population reveals
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core characteristic neurocognitive deficits, many of which are often identified in
FASD. Additionally, individuals with FASD tend to encounter adverse environ-
mental experiences throughout their lives, which may increase their level of risk
by amplifying the vulnerability of neurocognitive impairment. As a consequence
of this two-fold risk, individuals with FASD are disproportionately represented
in the justice system. Unfortunately, a review of the current justice system prac-
tices reveals that this system is a poor fit for the FASD population, which may, yet
again, amplify the likelihood of negative outcomes.

From a strengths-based perspective, we know that when individuals with FASD
are provided with appropriate and sufficient support, they experience greater suc-
cess. To continue this early progress, and build momentum in the justice context,
conceptualization of FASD and criminality needs to shift to a biopsychosocial
model of understanding whereby neurocognitive functioning, psychological/men-
tal health, and social/environmental experiences are considered. For example, an
intervention approach that incorporates an understanding of potential self-reg-
ulatory limitations, depression, and the impact of childhood abuse may be more
effective in addressing all risk factors and equipping an individual with FASD
with comprehensive supports and strategies to best manage. Training initiatives,
collaboration, conversation, examination of outcomes, and a willingness to think
outside of the box are all crucial components of accomplishing this comprehensive
approach to treatment and reducing recidivism.
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Medico-Legal Interventions in Management
of Offenders with Fetal Alcohol Spectrum
Disorders (FASD)

Mansfield Mela

Evidence is accumulating as to the effective psychotherapeutic and pharmacologi-
cal interventions applied to those with Fetal Alcohol Spectrum Disorder (FASD).
Such interventions have not been studied in the criminal justice system. Yet results
of studies among youth with FASD and those involved with the criminal justice
system should be transferable to adults. Similarly, when dealing with an offender
with FASD, changes in or modifications to the legal framework and approaches
are suggested as potential additional interventions to be considered. Education of
and increasing FASD knowledge among key officials in the criminal justice sys-
tem are pivotal for understanding the disability and how to intervene in offenders
with FASD. To improve outcomes therefore, offenders should be promptly iden-
tified and existing forensic mental health teams should be trained in both FASD
assessment and intensive case management. Interventions with scientific evidence
should inform the management of offenders as they pass through the different
stages of the criminal justice system. Appropriate expectations, positive relational
approach, and the provision of support, structure and supervision are critical espe-
cially when offenders are in the community. A collaborative team effort is needed
to reduce the consequences of the disability of FASD and reduce victimization of
both the offender and the members of the society.

Introduction to FASD and Criminality

Fetal Alcohol Spectrum Disorder (FASD) is the leading cause of intellectual devel-
opmental disorder (Dykens 2000; Gillberg 2003). The disorder arises from prenatal
alcohol exposure (PAE) to the fetus. This is suspected, in predisposed individu-
als, as the cause of neuropathological neuronal loss mediated through apoptosis.
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This typically results in poor adaptive functioning. The latter becomes obvious
through secondary disabilities when intellectual demands are exerted on the adult
and adolescent. Increased criminal activities are some of the prominent secondary
disabilities found among those who are prenatally exposed to alcohol (Cleary and
Freeman 1992; Ressler et al. 1988; Streissguth et al. 1999).

Fetal Alcohol Spectrum Disorder and the Criminal
Justice System

Primary disabilities such as neurocognitive abnormalities of poor memory, impul-
sivity, poor judgment, inability to link action and consequences, suggestibil-
ity, gullibility, and secondary disabilities such as high rates of mental disorders,
alcohol and substance use disorders as well as inappropriate social skills are sus-
pected as contributing to the increased rates of offending and reoffending among
those with FASD. Such offenders with FASD are frequently repeat offenders and
revolve through the Criminal Justice System. The direct and indirect costs espe-
cially from prosecution, incarceration and loss of income are high.

The overrepresentation of FASD among offenders has medical, social and
economic implications. Given the regularity with which FASD is associated
with criminal involvement, dealing with offenders with FASD and mental dis-
order through the criminal justice system has been unsatisfactory (Chartrand
2003). Consequently, the Canadian Bar Association (CBA) and the American Bar
Association (ABA) simultaneously adopted specific resolutions, calling on all lev-
els of government to provide treatment, supports, and rehabilitation in place of
incarceration. The intent of this recommendation is to promote the modification
of the traditional approaches to the dispensation of justice. As those with FASD
appear to be verbally competent in the face of poor comprehensive abilities, the
disorder has earned the title of the “invisible disorder”. This is not surprising when
only about a fifth of those with the disorder have any distinguishing facial features
(Streissguth et al. 1999; Astley 2010).

Mentally Disordered Offenders (MDOs) with FASD
in the Criminal Justice System

Statistics

Taking a lifelong perspective among those exposed to alcohol prenatally, a sub-
stantial number will develop a variety of mental disorders and commit criminal
offences (Streissguth et al. 1999). It goes without saying that many victims tra-
versing the Criminal Justice system also have FASD even if not formally diag-
nosed. Current evidence linking PAE to criminality is based on a positive family
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history of alcohol problems in 60 % of 36 multiple murderers studied just about
two decades after FASD was characterized (Ressler et al. 1988). One of the
approaches used to examine the relationship between offending and FASD is to
follow up diagnosed individuals and estimate how many among them commit
offences. Using this approach, criminal involvement, termed “trouble with the
law” was reported among approximately 60 % of an American cohort of 415 indi-
viduals diagnosed with FASD (Streissguth et al. 1999). The cohort has now been
followed up for over 30 years. Similar findings have been replicated in a Canadian
study and in another cohort comprised of 1400 individuals diagnosed with FASD
(Astley 2010). Follow up of a similar cohort of FASD diagnosed individuals in
British Columbia, Canada, produced a 45 % involvement with the law suggesting
a close relationship between having FASD and criminal activities.

Another approach used to explore the potential mechanism by which FASD is
linked to the propensity to criminal and antisocial activities is to study the rates of
FASD in different offender populations. In a specific project for determining the rate
of diagnosis of FASD among probationers, a rate of 92 % FASD was found among
47 probationers. The population was biased by being a select population for whom
the diagnosis of FASD was highly suspected. This study method has been used
among youth and adults admitted for psychiatric assessment and coming into the
federal penitentiary in Canada. The calculated rate of FASD diagnosis in that adult
study was 10-28 % depending on the level of certainty in confirming maternal use
of alcohol during pregnancy. It is safe to assume this rate to be an underestimate
of the rate in the adult offender population. This is primarily because the study
excluded all those thirty (30) years old and over as well as those who were already
in custody at the time of the study. Other studies reported on rates of FASD among
offenders and youth offenders under community supervision.

The average rate of FASD was about 10 % among offenders (MacPherson and
Chudley 2008; Rojas and Gretton 2007). In an active case study, the rate of FASD
found among youth offenders referred for psychiatric assessment (23.3 %) was
also supportive of the association between PAE and subsequent offending (Fast
et al. 1999). The unpublished incidence study mentioned above adopted a simi-
lar active case finding method. The study adhered to the Canadian guidelines for
FASD diagnosis (MacPherson and Chudley 2008). Table 1 below describes the
studies examining the rate of FASD among offender populations. These studies are
a reasonable source for public planning but not sufficient to categorical answer if
PAE predisposes to criminal activities. Cohort studies with their ability to control

Table 1 Rates of FASD in different offender populations

FASD rates among offenders

Authors Study Rates (%)
Rojas and Gretton (2007) File review 230 youths (13-18) 10.9
Murphy and Chittenden ‘07 Survey 137 youth (14-19) 11.7
Fast et al. (1999) Diagnostic 287 youth (12—-18) 22.3
McPherson, Chudley and Grant Diagnostic 91 adult (19-30) 9.9 (18)
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confounders hold the key for determining the impact of PAE, separate from other
criminogenic factors, in criminality. Studies of that nature with criminal activities
as outcomes are not yet available.

In the absence of these powerful studies, some meta-analytic studies summa-
rizing the findings in the existing literature are emerging and adding support for
the relevance of PAE as a risk factor in the etiology of criminality. In a systematic
review of studies on incarcerated youths, a systematic literature review concluded
that youth with FASD are 19 times more likely to be incarcerated than youth with-
out FASD (Popova et al. 2011). While these results are associations rather than
causal findings, the correlation between FASD and subsequent offending is evi-
dent. Such correlations are bolstered by another research finding. In the Canadian
context, FASD is present throughout and encountered in the Criminal Justice sys-
tem. FASD is however overrepresented among Indigenous peoples (Rojas and
Gretton 2007). This likely contributes to the disproportionate overrepresentation of
indigenous people in the criminal justice system.

FASD and Type of Offences

Mentally disordered offenders and especially those with FASD are suspected
as contributing a lot to the number of offences prosecuted. This stems from the
repeated nature of the offences and other factors such as lack of identification,
knowledge of how best to support them and the absence of the relevant support
especially in the community. The repeated nature of the offences is gleaned from
results of some studies. As well, certain types of offences thrive in the context
of the specific impaired cognitive functions linked with FASD such as impulsiv-
ity, poor memory and executive function. The aforementioned are essentially the
primary disabilities described among those with prenatal alcohol exposure and
consequent dysfunctions in FASD (Chartrand 2003). Those affected with FASD
contribute to that surge in offence statistics, as they often appear in the criminal
justice system due to repeat offences, including breaches and failures commonly
committed by ‘unsophisticated criminals’ (Roach and Bailey 2009).

The types of offences committed by those with FASD have been studied from
the first follow up result of the FASD group that were monitored for 15-25 years
(Streissguth et al. 1999). In that study, half of those described as being in trou-
ble with the law committed theft, burglary, assault, murder, domestic violence,
and child molestation; all of these were categorised as offences against the per-
son (Streissguth et al. 1999). The most common first criminal behaviour was shop-
lifting. Additional evidence for more minor types of offending comes from the
Correctional Service of Canada finding that, among offenders with FASD with an
average of at least 15 convictions, theft and breaches of conditions were the most
prominent offences (MacPherson and Chudley 2008). Mentally disordered offend-
ers with FASD are frequent repeat offenders and continually revolve through the
criminal justice system. It has been estimated that for each substantive offence,
0.7 system-generated offences such as breaches of conditions are prosecuted and
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adjudicated. Not only are the prosecutions expensive, the offences are largely pre-
ventable as they are caused by cognitive risk factors such as lack of attention to
time and date, poor memory in remembering conditions, and poor executive func-
tioning. Prosecutions not only increase criminal statistics, but can also force these
offenders to face lamentable injustices.

Experiences Within in the Criminal Justice System
and the Need for Alternative Approaches

The 1992 death sentence and execution of Robert Harris in California epitomizes
a form of injustice associated with the criminalization of disability, such as FASD.
Specifically, in spite of a clear diagnosis of FAS and accompanying cognitive defi-
cits, the courts made no exemption, reasoning that excusing the crime would open
the ‘flood gates’ for others to use FASD to avoid punishment (Cleary and Freeman
1992). Variations on this unfortunate ruling continue in courts around the world.
Another experience of the criminal justice system with FASD is the frustration
of those who deal with the offenders with FASD. When Justice Trueman in the
province of British Columbia, Canada became frustrated in the case of a repeat
offender diagnosed with FASD, she wrote in her judgement (Chartrand 2003):

The cognitively challenged are before our courts in unknown numbers. We prosecute them
again and again and again. We sentence them again and again and again. We imprison
them again and again and again. They commit crimes again and again and again. We
wonder why they do not change. The wonder of it all is that we do not change.

Justice Trueman’s intention was clearly to communicate that a different
approach to offenders and mentally disordered offenders (MDOs) with FASD
was advisable and should be separate from traditional sentencing practices.
Such an attempt to change the system and think outside the box clearly depends
on thoughtful alternatives to sentencing. The record of adopting rehabilitative
principles and practices instead of sentencing offenders with FASD is regret-
tably dismal. In a review of 40 FASD offenders sentenced by Canadian courts,
researchers described many instances of misunderstanding, a lack of alternatives
and the disadvantages of incarceration (Chartrand 2003). This examination led
to the recommendation that alternative approaches should be used. For exam-
ple, one alternative that was invoked by a judge in the province of Saskatchewan,
Canada was to order the province to provide an accused with FASD with the
necessary community resources and services to meet his needs. Unfortunately,
the appeal court in Saskatchewan disagreed with the judge and the status quo of
applying traditional sentencing principles to FASD offenders was maintained
(Roach and Bailey 2009). Thus, when offenders with FASD repeatedly present
before the courts, incarceration becomes the default system, which is problem-
atic because there is evidence that offenders with FASD do not do well in penal
institutions (Luther and Mela 2006; Fast and Conry 2009). However, there are
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viable alternatives. For instance, one potential approach would be to create a
mental health court and utilize different verdicts of diminished responsibility to
divert offenders to the services they need to promote law-abiding behaviour (Mela
and Luther 2013). Of course, this type of approach is contingent upon legislative
action.

Alternative approaches that accommodate an offender with FASD should focus
on various points of contact with the criminal justice system. Therapeutic jurispru-
dence is a set of principles using the law to provide alternatives for those with dis-
abilities. These principles are based on promoting the psychological and physical
wellbeing of persons subject to legal proceedings. At various junctions of the sys-
tem, the offender with FASD should be considered and handled based on the dis-
abilities present. There are variations of how this can be practicalized. An offender
may be considered a high risk to offend on account of pre-crime factors such as
poor education, impulsivity and poor socioeconomic status (see Fig. 1). The dis-
advantages of poor education, childhood adversity and lower socioeconomic
factors are well recognised factors that increase criminality in many offenders.
Preventative measures of educational upgrading, employability and trauma related
intervention assume significance at this stage. In this chapter, many of the stages
and junctions will be discussed in greater detail to point out how the law can be
used to intervene.

Fig. 1 Relevant points in court ] )
the criminal justice system proceedings incarceration
. and findings and
that create both aggravating eg. infractions
and mediating interface with impulsive Numbers &
FASD accused pleas, Treatment
UST & NCR
arrest and s”"e”";sw“
an
rearrest Recidivism
pre- crime
. factors —
police- school
citizen failure
interaction family
impulsive ~ bl
reactions problems
substance

abuse



Medico-Legal Interventions in Management of Offenders ... 127

Issues Impacting Interventions with Offenders with FASD

Based on available evidence, it is safe to conclude that a strong link exists between
PAE and increased rates of disability, mental disorder, and criminality (Fast et al.
1999; Popova et al. 2011; Streissguth and O’Malley 2000). This fact should
inform strategies for better identification of FASD and mental disorders among
offenders. Those strategies in turn should provide effective and relevant interven-
tions. As a result, a better standard of care could be achieved and would provide
highly necessary evidence for effective treatment. Establishing effective interven-
tions is especially challenging due to the multiplicity of comorbid presentations of
those with FASD and related conditions.

There is substantial variation and multiplicity in the compositions and comor-
bid presentations of those with FASD and other related conditions (Streissguth and
O’Malley 2000). In fact, with such a high rate of comorbid mental conditions and
the co-occurrence of other disabilities, having FASD with no additional conditions
is the exception and not the norm. That is, many affected by FASD will have addi-
tional mental disorders as well as a history of offending. The term ‘triply troubled’
has been coined to describe pregnant adolescents who used opiates and engaged in
criminal behaviour (Crome and Kumar 2007). This term can also easily be applied
to the complex linkages between FASD, mental disorders, and engagement in
criminal activity. The result of the apparent complexity of issues surrounding the
comorbidity of FASD and mental disorders is that individuals with these condi-
tions crisscross various stages of the criminal justice system. The exact mecha-
nism by which the offenders with FASD and additional conditions that perpetuate
offending are not clearly studied yet. To adequately intervene conceptually and
practically, research should focus on better understanding of these mechanisms.

Pre-crime Risk Factors and Initial Encounters
with the Criminal Justice System

There are a number of relevant pre-crime factors that can be indicators of later
criminality, such as low educational achievement, poor self-esteem, and a lack of
self-identity commonly reported in those with FASD. Combined with other risk
factors such as family stresses and substance use problems, the risk for encounter-
ing the criminal justice becomes elevated (Streissguth et al. 2004). Furthermore,
primary disabilities such as a lack of risk awareness and a tendency toward impul-
sivity are likely to inflame any interactions a person with FASD has with and dur-
ing encounters with law enforcement agents. It has been suggested, though not
formally studied, that such interactions may contribute to the increased rate of
criminal activity among those with FASD. Specifically, poor social skills and sen-
sory sensitivity, and intolerance to touch can play a role in resisting arrest or a pro-
pensity for violent behaviours during arrest (Fig. 1). The resulting struggle could
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lead to a range of outcomes that shift outcomes from simple arrest to charges of
resisting arrest, assault on a peace officer, or even fatal results.

Another key issue is that, among individuals with FASD, cognitive disorders
are frequently concealed by seemingly normal or even the appearance of supe-
rior communication skills (that are accompanied by a lack of understanding).
Unfortunately, this is a substantial disadvantage to offenders who are judged as
competent, even though they face tremendous challenges with the criminal justice
system based on the true lack of cognitive abilities. Once arrested, assessments
should be requested in order to determine the accused triablility (competence) and
culpability (criminal responsibility). Evidence is accumulating that highlights the
need for assessment as part of criminal justice proceedings. For instance, a major
financial settlement was provided to an individual who falsely confessed to six
sexual offences. In 1997 Mr. Simon Marshall was arrested in connection with sex
crimes. Those sexual assaults were said to have occurred in the Sainte-Foy area of
Quebec, Canada. Suggestibility, vulnerability and poor consequential thinking are
suspected to have played a great role in confessing to those crimes. He was later
acquitted by DNA evidence and compensated by the government. These psycho-
logical abnormalities suspected as the mechanism for such confession are equally
recognised as potential crime aggravating factors in FASD. However, many indi-
viduals with FASD continue to pass through the criminal justice system without a
diagnostic and functional assessment.

An assessment is usually requested so that the clinical picture can, when pos-
sible, provide an explanation for both the cause of offending and the preventative
intervention in the accused with FASD. Some jurisdictions have defences and ver-
dicts that accommodate the functional disability suspected in a person with FASD
when it is associated with the offence in question. When such options are miss-
ing or are inadequate in taking account of FASD disability, traditional punish-
ment is invoked to the disadvantage of the person. In fact, only one of 82 court
cases involving individuals with FASD has produced a discussion about the Not
Criminally Responsible (NCR) designation and there have, to date, been no cases
where this designation has been applied (Mela and Luther 2013). As the finding
of not criminally responsible is essential a threshold one separating those culpable
and responsible and those not, a ‘grey zone’ approach with diminished capacity as
an alternative verdict should be a positive outcome.

Why Incarceration Is not an Appropriate Intervention

Some have justified incarceration of individuals with FASD, based on the
assumption that it will provide much needed structure for the offender. However,
victimization and involvement as pawns for the more sophisticated gang mem-
bers in prison are a few of the negative impact of incarceration. Thus, once in jail,
primary disabilities such as unawareness of risk, desire to fit in, and willingness
to be used make them vulnerable as prey for the more experienced and antisocial
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offenders (Fig. 1). For example, they are often young and naive enough to be
physically and/or sexually assaulted. Moreover, they frequently end up serving
as ‘errand boys’ for prison trade in contrabands, bearing the brunt of the conse-
quences alone due to the ‘con code’ that is established in these environments. The
result is an increased number of disciplinary actions taken against them and conse-
quently elongation of their sentence.

If an offender with FASD is able to return to the community, it is likely that
he or she will be accompanied by a significant list of disadvantages including: a
lack of social and survival skills, being more criminalized and institutionalized,
and a wider range of criminal associates and peers (Boland et al. 1998). This more
‘streetwise’ individual is then more likely to engage in more criminal activity and
lack a sense of connectedness with society due to prior removal from mainstream
society for a significant amount of time. The consequence of these factors is a pro-
pensity toward recidivism and the facilitation of a more versatile offending pattern.
This leads to a cycle of crime and is a primary source of increased crime statistics
among this group. Furthermore, cognitive deficits related to FASD often lead to
a cumulative default behaviour pattern of offending mediated through the failure
to attend appointments because of a criminalized and oppositional approach to
life. There are however times when the offender may manifest genuine amnestic
consequences of FASD. Research suggests that those with FASD have difficulty
learning and remembering. As a result, these individuals will often commit more
offences, breaches of court orders, and then become reincarcerated. In addition,
the situation is not improved by FASD-related deficits such as poor planning and
challenges with consequential thinking, which make compliance to conditions
even more unlikely. As a whole, apart from increasing criminal statistics, the cost
of crime is increased substantially in offences perpetuated by individuals with
FASD.

Interventions for Offenders with FASD

Interventions among offenders generally can be conceptualized in several ways;
these include philosophical approach, specialty specific methods, and the goals
and desires of the person and the society at large. In the realm of interventions
for those with FASD, terms such as cure, alleviate, improve, care, minimize, and
maintain health are suggested so as to intervene appropriately and feasibly. Some
of the strategies used do not fit the traditional treatment where specific changes
are expected in treatment. To apply any approaches to FASD will require the dif-
ferent contexts and various disabilities involved. Moreover, these approaches may
replace the comfortable use of terms such as ‘healing’ or ‘treatment,” which may
have the connotation of the complete extermination or at least the reversal of the
condition. The reality is that until final pathophysiological mechanisms and spe-
cific interventions are developed to address some or all of the deficits or issues
faced by offenders with FASD, it is necessary to rely on principles of care and
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maintenance in creating and implementing appropriate interventions and man-
agement. With knowledge of the interface between the features of FASD and the
criminal justice system, interventions that are medico-legally informed can be con-
sidered and applied.

There is a range of general interventions that are effective for offenders with
FASD. Conceptualized correctly, the right interventions should include the risk
need responsivity principles, the biopsychosocial intervention model and the
legal ‘hook’ approach. Understanding the interaction between individuals’ crimi-
nal tendencies and potential with environmental opportunity for crime creates
seamless interweaving approaches worthy of mention. Even though there is more
information and research in children and adolescents with FASD, some lessons
are transferable to interventions with an adult offender with FASD. Interventions
in children and adolescents can be assumed to have some value in adults. This is
because the profile of disabilities resulting from PAE are on a continuum from
children to adults.

Clinicians and experts, Conry and Fast, cautioned those who work with FASD
offenders suggesting they must understand the implications of FASD in the indi-
viduals to prevent further victimization (Fast and Conry 2009). The importance of
appropriate expectations cannot be overemphasized. Realistic expectations allay
the anxiety of the FASD affected and protect against frustration in the medical,
psychiatric or legal agents dealing with the accused. It allows a reasonable adapta-
tion to the deficits inherent in FASD. For instance, expecting a sleep disordered
FASD accused to attend court in the early part of the morning without assistance
is bound to result in failure to attend. Without much imagination, one can estimate
the level of frustration by the court officials.

In the community where an offender with FASD is expected to keep some
conditions under supervision, challenges can arise in communication with the
officer supervising. Deficits in comprehension, a well-recognised problem in those
affected by FASD is likely to contribute to misunderstanding which will nega-
tively affect both the accused and the relationship he/she has to the supervisor.
Judges should request an accused with FASD to recount what was told them and
what they understood by the directions and instructions given them. Verbalization
of such information supports understanding and likely prevents more charges that
could result from lack of understanding. FASD accused are likely to suggest they
understood something even when they have not in order not to look stupid in front
of everyone.

As well, family therapy has a high level of efficacy when it comes to re-entry
into the community. Specifically, it provides an additional support system that
the offender can rely on. However, this type of support may not always be avail-
able, so any other supports (be it people or community services) can be particu-
larly valuable. Finally, professional aftercare and intensive case management is
crucial to effective transitions into the community. This can range from working
with various healthcare practitioners to group home operators and caseworkers.
Overall, the biopsychosocial model of intervention has been found to be the most
successful, and includes a combination of: diagnostic interventions, psychosocial
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interventions, and pharmacological interventions. In addition, mentorship pro-
grams have been found to be particularly effective (these are discussed in greater
detail in—Collaborative psychosocial interventions for offenders with FASD).

Diagnostic Interventions

Diagnostic processes are not usually seen as specific interventions. In FASD, how-
ever, diagnosing someone before the age of six was found to be preventive to the
bad outcome in a follow up among those diagnosed with FASD (Streissguth et al.
1999). The reasons for this are that a diagnosis facilitates a better understanding of
behaviour and challenges, leverages social support, changes expectations, and thus
provides more positive adjustment and can lessen the adverse consequences of
brain deficits. The diagnostic process itself is crucial in understanding symptoms
and it forms the basis for planning evaluation and treatment of those diagnosed.
Assessments ordered by Judges in the criminal justice system should therefore ful-
fil similar goals. However, as already mentioned above, this request for assessment
does not frequently occur. In Fig. 1, the potential for diversion exist in the courts
but this is unlikely unless there are accurate and up to date assessment reports.
Having a diagnostic assessment identifies strengths and weaknesses helpful in
guiding relevant and effective interventions. In adults, therefore, efforts at replicat-
ing the findings of better outcome on account of completing the diagnostic process
is highly necessary (Streissguth et al. 1999). Diagnosis as a form of intervention
has the capacity to be an effective intervention for individuals with FASD.

FASD Diagnosis and the DSM 5

FASD has long been a brain disorder that the DSM has struggled to accommo-
date (Mela 2006). Unfortunately, FASD languished in a sort of ‘no man’s land’ in
the field of psychiatry after being excised from the DSM IIIR in 1988. However,
prenatal alcohol exposure and FASD have regained their place in the DSM 5, at
least to some degree. This change has had mixed reviews. The term FASD itself
is discouraged as a diagnostic term. The various entities that can be diagnosed
(e.g., static encephalopathy) all fall within the spectrum of disorders called FASD.
Overall, it has been described as a continuum of complex neuropsychiatric, cogni-
tive, behavioural, social, language, communication, and other multisensory deficits
(Streissguth and O’Malley 2000). Modifications of the DSM 5 have not incorpo-
rated a specific category pertaining to FASD as a spectrum, but the changes in the
intellectual disability (Intellectual Developmental Disorder) section of the DSM
should accommodate most of those whose neurocognitive abnormalities and dis-
abilities arise on account of being prenatally exposed to alcohol.
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According to the DSM 5, a person affected by FASD can be diagnosed even if
he or she does not have a low IQ score. One of the ways to do so is to invoke the
Intellectual Developmental Disorder criteria and use specifications for severity and
etiology to qualify the disorder. Removing the multi-axial system and less depend-
ence on IQ as a particular qualifier can facilitate diagnosis. Second, it is also possi-
ble to invoke the section of not otherwise specified under the Neurodevelopmental
Disorder classification. A third approach is to use the criteria for Neurobehavioural
Disorder that is associated with prenatal alcohol exposure (ND-PAE). Although
these proposed criteria require further study, this research criterion recognizes
“more than minimal exposure to alcohol exposure during gestation” and allows
confirmation to be obtained from “maternal self report...medical or other records,
or clinical observation.”

The recognition by the DSM of the influence and effects of prenatal alcohol
exposure is exemplified by the frequent use of the phrase associated with prenatal
alcohol exposure in a number of diagnoses. This applies to neurodevelopmental
disorder, attention deficit hyperactivity disorder and developmental coordination
disorder. By so doing the DSM recognised PAE as a significant risk and prognos-
tic factor.

The benefit of these changes is that the level of evidence required for confir-
mation of maternal alcohol use is less rigorous that in previous guidelines for
diagnosis (Astley and Clarren 2000; Chudley et al. 2005). The significance of
this change is that previous diagnostic systems required formal maternal confir-
mation of alcohol exposure during pregnancy, which could be very challenging
to obtain. This confirmation is especially difficult when the offender is estranged
from his or her family. These new criteria open the door to diagnosing individuals
who may otherwise have not been able to obtain a diagnosis due to rigid crite-
ria. Since early and accurate diagnosis is associated with more positive outcomes,
this may represent a step forward in the FASD diagnostic process and efficacy of
interventions. Furthermore, in the case of offenders with FASD, it may facilitate
easier diagnosis and the accompanying supports and services that accompany it.
Increased diagnosis may also promote an understanding of the underlying cogni-
tive, executive function, and other primary disabilities that contribute to a lack of
success in the traditional criminal justice system and provide a stronger case for
legal alternatives.

Collaborative Psychosocial Interventions for Offenders
with FASD

Interventions for offenders with FASD (and frequently comorbid mental disorders)
must be lifelong—there is no beginning or ending point. They must be multifac-
eted, and incorporate assistance and support beginning at the institutional level and
expanding through the transition into the community. Mentorship programs, both
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within institutions and in the community, are an effective intervention for offend-
ers with FASD.

The incorporation of a mentor into all types of interventions ensures that there
is a continual source of healthy social and emotional support that may not oth-
erwise exist within the offender’s life. This is part of the biopsychosocial model,
where effective transitions to the community must, at the very least, begin with
intensive case management and assertive treatment, followed by continued man-
agement and soft support (e.g., by mentors or family). In a typical rehabilitation
cascading level of independence, the person of interest progresses from semi-inde-
pendence to finally full independence. The multiple intervention approaches that
are used to intervene with individuals with FASD have varying degrees of support-
ing evidence, including randomized control trials, a high level study for proving
effectiveness of a treatment.

Pharmacological Interventions

Although at first glance, pharmacological interventions can be seen as strictly the
domain of psychiatrists, they have a higher level of efficacy when others such as
the mentor and family physician are involved. In particular, this can lead to higher
levels of compliance and monitoring. There have been a number of studies assess-
ing the impact of various pharmacological interventions, each with their pros and
cons. First, methylphenidate has been utilized specifically to decrease hyperactiv-
ity. However, it does not increase attention or memory to the same extent (Dommet
et al. 2008). Second, stimulants have been effectively used as a means of decreas-
ing hyperactivity and impulsivity associated with FASD (Doig et al. 2008). Third,
there has been a preferential response to dexamphetamine (O’Malley et al. 2000).
However, many of the medications prescribed for treatment of individuals with
FASD have adverse side effects such as weight loss and headaches that could poten-
tially decrease the level of compliance with pharmaceutical regimes. Currently, ato-
moxetine and lisdexamfetamine appear to be potential options for treatment, but
data about their efficacy is still being established (Peadon et al. 2012).

In summary, there are a number of different options available for pharmaceuti-
cal interventions for offenders with FASD. Being that those are results from dou-
ble blind placebo controlled studies, the evidence is reasonably robust. However, it
is important to weigh the benefits against potentially adverse side effects to ensure
compliance. On a positive note, new evidence for the efficacy of existing and new
interventions continues to emerge. Pathophysiologically informed interventions
include the use of specific sleep aid medications to alleviate hypersomnia and
insomnia. The prevalence of restless leg syndrome can be reduced by occupational
therapy assessment and intervention as well as neuropathic pain medications.
Pharmacological interventions include treatment of psychosis, mood disorders,
anxiety as well as impulsivity as specific pathophysiologically informed treatment
targets.
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Legal Interventions

Education of judges and those involved in the courts and criminal justice system
was suggested as one of the significant improvements needed in the field of FASD.
After setting some educational targets, the authors of a study reviewed and evalu-
ated the level of education in the criminal justice system and opined that better
education resulted in better knowledge about FASD to the benefit of the FASD
affected (Moore and Green 2004). Using the law for therapeutic purposes is
termed therapeutic jurisprudence. There is a high level of frustration with the pro-
pensity of the FASD offender to continually circulate through the criminal justice
system and the associated challenges that presents. Consequently, the legal prin-
ciples adopted in contending with offenders with FASD are different from tradi-
tional advocacy and litigation methods for the system. For instance, it has been
reported by many legal observers that often offenders with FASD are like strangers
in the system who suffer many ills such as poor access to diagnosis (Streissguth
et al. 1999; Roach and Bailey 2009). This is problematic because, as noted in
Diagnostic Interventions, diagnosis can be the crucial element of intervention and
rehabilitation. Why does this occur? The answer is, primarily due to unawareness
and a lack of education, as well as a low availability of diagnostic services. For
instance, in Canada only about 2000 diagnoses are completed yearly. When com-
pared to the 3000 new cases expected each year, not to mention the innumerable
existing undiagnosed cases, this represents a serious issue.

Increasing the Efficacy of Legal Interventions Through Changes
to the Criminal Justice System

There are a number of actions that can be taken to facilitate better interventions in
the context of the legal system. To begin, it is essential to educate existing forensic
mental health teams starting with the forensic psychiatrists. Educational and practi-
cal diagnostic training could feasibly be provided to interested teams of the field of
forensic mental health. In addition, these psychiatrists could be educated about the
implications of FASD in regard to the legal system by packaging them with mod-
ules for continuous medical education points (CME). Earlier, the importance of
diagnosis as a means of intervention was discussed and the specifics of the poten-
tial for the DSM 5 was also addressed. Another method to improve legal interven-
tions is to make psychiatrists aware of the new avenues for FASD diagnosis under
the DSM 5. Every expert conducting an assessment for the court needs to consider
the possibility of FASD. In the current dispensation under the DSM-5, no diagnos-
tic group can be excluded when completing an assessment. Likewise diagnosis is
less cumbersome as it requires only two of the four regular domains for diagnosis.
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Usually the alcohol exposure, brain deficiency, growth and facial abnormalities are
examined. In DSM-5 only the first two are required.

Existing forensic mental health teams have the skill set and capacity to be the
default diagnostic and intervention teams for those with FASD who are part of the
criminal justice system. The intensive and active case management model adopted
by the forensic mental health teams likely explain the great success they have had
in terms of the accused that are found not criminally responsible, called NCR
accused in Canada. The recidivism rate of those with mental disorder who pass
through the interdisciplinary supervisory (NCR Review) board compared to those
through the Parole Board of Canada is about a third of the latter. This superior
approach in managing persons with mental disorder is essential in helping and can
be emulated by the criminal justice system to handle the deficits associated with
FASD when those affected have offended. Mental health teams charged with the
task of caring for FASD accused after adjudication are likely to serve the society
well by the comprehensive collaboratively focused approaches for care.

Another factor to consider is that legislative action may be needed to create a
verdict of diminished capacity involving FASD and other neurodevelopmental dis-
orders (especially those that are ‘invisible’). Many countries signed up to the 1998
Rome statute of the International Criminal Court. This provides for an additional
arm of the insanity defence. Such an arm provides for consideration of any inabil-
ity to conform behaviour with the law. Its threshold is in the grey zone provided by
the black and white compartmentalization of the strict insanity law. This is consist-
ent with the principles of proportionality depending on the blameworthiness of the
offender so diminished by cognitive deficits. Those falling under this verdict, in
Canada for instance, could then be diverted to the NCR Review board for disposi-
tions. Moreover, post sentence diversion should be instituted for FASD offenders
completing a custodial sentence and found to pose a high risk based on past repeat
offending. At the start of their sentence, all offenders should be screened with one
of the FASD screening tools. Those screening positive should be sent to prison-
based diagnostic teams. At the end of their sentence, offenders with FASD can be
diverted to the forensic mental system, the logical team equipped with the ability
to manage the medico-legal risks of such offenders.

Finally, consideration should be given to the modification of the court process
of ordering assessments to include FASD as a mental condition. In such a case,
the courts will take judicial notice of FASD and consider it as a potential factor in
understanding the offender. This is where legislation can define what the disorder
is and what the criminal justice system should do in recognising and accommo-
dating those with the disorder. A call made clearly by the North American legal
community through their Bar associations. As such, costing and relevant outcomes
should be studied over time to review social justice, safety, economic, and societal
outcomes.
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Psychosocial Interventions

Lessons can be gleaned for adult FASD offenders from various strategies from
effective studies in adolescents and from other psychological approaches of intu-
itive validity. In a relational manner, provision of support structure and supervi-
sion of the FASD offender in the community are the corner stone of intervention.
Boulding and Brooks cited Bruce Perry with respect to the six important factors
to be applied in dealing with adult FASD affected. These can be extended to the
offenders as they are instructive of the strength based approach needed to elim-
inate blame and shame, and foster socialization and prosocial living. They sug-
gested a relational approach that sees the individual first as a person and not as
an offender (Boulding and Brooks 2010). The goals and approach is to focus on
the present and delivery should be repetitive to reinforce understanding. This
approach is consistent and linked with rewards that build successes using strength
—based tasks. Rhythmic consistencies by paying attention to the rhythms of life
are encouraged including day and night, meals and exercise schedules. Above
all, respect for the individual is seen as a crucial step for involving the offender
(Boulding and Brooks 2010).

Brown et al. (2012) have reviewed and reported on strategies useful in adoles-
cents. These include providing structure, contending with unexpected situations,
avoiding ‘contagion’ effect from peers and behavioural therapy focuses on replac-
ing maladaptive behaviours with positive ones (Brown et al. 2012). These could be
transferable to the adult population and further studied in line to determine effec-
tiveness. There is much more to be studied in the adult offender with FASD and
attending to mental conditions serve to alleviate some of the pressures faced by the
individuals.

Conclusion

The current level of knowledge and research is that FASD is over represented
in the criminal justice system. While the mechanism by which this occurs is not
exactly known, there are possible childhood, mental disorder and criminogenic
risk factors that make this likely. Knowledge of the disorder among professionals
and practitioners in the system is essential to understand the offender with FASD
and to accommodate the deficits and dysfunction using proxies of approaches
used in other similar settings. The courts are placed rightly to request assessments
that identify the deficits and strengths of accused. The results of such assessments
should inform interventions that would likely reduce criminality and victimization.
The role of FASD in the criminal justice system affects offenders, witnesses and
victims alike. Planning for these accommodations among those affected in addi-
tion implementing other recognised and researchable methods of intervention are
proposed as the important strategies for helping those in the justice system.
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Oral Language and Communication Factors
to Consider When Supporting People
with FASD Involved with the Legal System

Linda Hand, Megan Pickering, Sally Kedge and Clare McCann

The stories that parents tell about their children with Fetal Alcohol Spectrum
Disorder overwhelmingly reflect how important communication skills are for man-
aging life. Combine language difficulties with cognitive issues, and the chances
that the person will get into trouble with the law are high—too high for us to be
comfortable with what all too often happens with these young people.

An excellent example is this account given by a parent (abridged) (for the full
version, please see Yee, nd).

Some grocery store personnel had rudely evicted (my son) and his friends (at 3.00 a.m.)
when they had been doing nothing wrong. He went back three weeks later and purposely
right in front of them shoplifted some sandwiches. He wanted these guys to see him steal-
ing. It was his idea of “revenge.” Three store employees chased him out of the store, across
the parking lot (where he dropped the sandwiches), across a street, and into an alley. My
son turned to face them. He held up his 3” blade pocket knife and said, “Leave me alone!
What do you want? I've given you back your stuff!” (After some physical violence, during
which he did not resist) my son was arrested and charged with Armed Robbery.

In this account, her son showed a combination of not understanding consequences,
not reading situations accurately, and not understanding the concepts of language
involved. It is often the case that such problems are not seen as ‘language’ difficul-
ties, but the concepts involved are embedded in language—concepts like ‘stealing’
and ‘revenge’ and ‘consequences’.

L. Hand (X)) - S. Kedge - C. McCann

Talking Trouble Aotearoa New Zealand, The University of Auckland,
Auckland, New Zealand

e-mail: Lhand@auckland.ac.nz

S. Kedge
e-mail: sallykedge @gmail.com

C. McCann
e-mail: c.mccann@auckland.ac.nz

M. Pickering
Hawkes Bay District Health Board, Waipukurau, New Zealand
e-mail: Megan.Pickering @hawkesbaydhb.govt.nz

© Springer International Publishing Switzerland 2016 139
M. Nelson and M. Trussler (eds.), Fetal Alcohol Spectrum Disorders in Adults:

Ethical and Legal Perspectives, International Library of Ethics, Law,

and the New Medicine 63, DOI 10.1007/978-3-319-20866-4_9



140 L. Hand et al.

The Nature of Language Difficulties in FASD

Researchers have consistently reported that language difficulties are a major
aspect of FASD, from the days when Fetal Alcohol Syndrome only was considered
(e.g. Becker et al. 1990) through to the models that incorporate all the possibilities
of the Fetal Alcohol Spectrum (Mattson and Riley 1998; Streissguth et al. 1996;
and Coggins et al. 2007).

However, this can be confusing. Many children and young people with FASD
may appear very verbally fluent, and have normal speech and grammar.! The diffi-
culties are not so much at this level as in higher level language skills, where skills
are needed to comprehend and express longer stretches of oral language (such as
‘explanations’ and stories), or to be flexible enough with words to manage multi-
ple or figurative meanings, to draw inferences or indirect messages correctly, or to
incorporate social schemas so as to manage the politeness systems of language
(Brown and Levinson 1987). These are all skills that most of us can take for
granted. So much are they taken for granted that the average person is rarely aware
that they are using such skills on a constant basis, and equally importantly, not
aware that they automatically expect the same skills of others.

A model of the neuropsychological domains often used in discussing FASD is
that seen in Fig. 1 (e.g., Chudley et al. 2005; Mattson et al. 2011). This is not a
model of language per se, and yet the shaded domains show where language skills
either dominate (e.g., “communication”) or are heavily involved in these neu-
ropsychological domains (academic achievement such as literacy, for example, is
underpinned by oral language skills) (Kamhi and Catts 2005).

As a model, Fig. 1 is rather static, and fails to capture the dynamic and inter-
active nature of human communication. A better model for our purposes is that
found in Coggins et al. (2007) (see Fig. 2). They termed this model “a frame-
work of social communication”, which it is, and highlighting the social nature
of language enables us to focus on the aspects we saw in the opening vignette
from Dianne Yee. They concern the fact that what one person in the interaction
had in their mind as to what was going on was different to what the others had
in theirs. Both, however, assumed that the others had the same expectations and
interpretations that they themselves did. Hence language is about, as Fig. 2 says
“influencing people and interpreting events”, with certain associated behaviours
and decision-making and planning, which all centrally depend on mutually held
understandings.

So what happens when this mutual understanding does not hold? Mostly what
happens is that the representative(s) of the majority (typical person, normal lan-
guage user) assumes the other actually does understand the same things they do,
and therefore inaccurately attributes their behaviours as deliberate violations of
these mutual expectations. These actions are assumed to arise by choice or from

! Although deficits have been reported in these skills for some, e.g. Abel 1990, cited in Mattson
and Riley (1998) p. 289.
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Cognition Academic achievement | Adaptive behaviour, social
communication, social
skills
Executive functioning | Hard & soft neurological Communication
and abstract reasoning signs — sensory and
motor
Attention deficit Memory Brain structure
/hyperactivity

Fig. 1 Neuropsychological domains

Social communicative competence

Using language in interpersonally appropriate ways to successfully influence people
and interpret events

Social communicative behaviours

Words and observable, nonverbal behaviours that competent communicators use in

specific situations to resolve social dilemmas

Higher order executive functions

Decision-making and strategic planning processes

Language Social Cognition

Syntax Understanding why people act
Semantics in certain ways and what they are
Pragmatics likely to do next

Fig. 2 A model of higher level language (from Coggins et al. 2007, p. 118)

defects of character or behaviour. The other person is felt to be “aggressive”,
“uncooperative”, “arrogant”, and/or “criminal”, and hence deserved everything
that happened to them. This is very evident in the parent experience we saw at the
beginning of the chapter.

This understanding of language and language skills as central to interac-
tions and of the role of mutual understanding and its failures, helps us see why
the consequences of language difficulties can be so overwhelming. The website
“Fetal Alcohol Spectrum Disorder and Justice” (http://www.fasdjustice.ca/)
presents a number of vignettes which illustrate this (see Boxes): At best the
behaviour of the person concerned seems inconsistent, out to fool others or to lie.


http://www.fasdjustice.ca/
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Because this is so puzzling to interpret, even experts in young people and/or in the
law can find themselves assuming the worst possible interpretation.

B. came to his court date for an C. was a defence witness. On the stand, the
assault charge and suddenly defence lawyer gently tried to ask her questions
decided to plead guilty. His that would help C. present helpful facts.
lawyer explained that he had a Although the questions were basic, C. found
good chance of being found not them difficult and reacted with hostility to the
guilty at trial, and advised him, lawyer. (She knew the lawyer was defending
strongly, against pleading. B her friend, but did not understand his role or
insisted. When asked by the judge his questions).

if he had anything to say before

sentencing, B gave a long, C. also asked the judge to stop people in the
rambling explanation of why he court from speaking to each other. (The people
was innocent. (He couldn't handle were her family members, there to help.

the suspense of waiting any However, she had difficulty concentrating on
longer and didn't understand the the questions because of all of the ambient
court process.) noise.)

The Consequences of Language Difficulties in FASD

Conry and Fast (2000) said “People with FASD even when not mentally handi-
capped, have great difficulty understanding and processing language; in this regard
they may be unintentionally abused by the system” (pp. 34-35). The boxes above
have prepared us for this conclusion.

Language is involved in every stage of the legal process. An initial encounter
with the police or other front-line staff and a young person can often go either
way, depending on how the young person communicates. Are they able to ‘talk
their way out of it’? Present a credible case for themselves? Recognise what it
is that the front-line person is likely to want to hear, in terms of explanation and
appropriate recognition of the rights of others? If they are, there may be few, if
any, consequences beyond that point. Should it go further, are they able to explain
their story to a lawyer or advocate so that person can present their best case, and
also to understand and follow the recommendations and expectations of that law-
yer or advocate? Are they able to understand the processes and language of the
court, and the meaning of judges’ rulings, of orders or sentences, and what they
now need to do? If placed in a rehabilitation or other programme, are they able
to participate in the (usually) verbal activities central to them (many of these pro-
grammes are centred around the ‘talking therapies’), and to comprehend what they
are expected to achieve from it?

There is ample evidence that a high proportion of young people in the justice
systems of the UK, Australia and the USA, have oral language difficulties.
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The figure most commonly cited is 50-60 %, compared to some 7-12 % of their
peers (see Snow and Powell 2012, for a summary). An unknown number of these
young people are on the spectrum of Fetal Alcohol Disorders. Hughes et al. (2012)
showed very high numbers of neurodevelopmental disabilities in their popula-
tions of young people who offend in the UK, of which the most highly represented
is communication difficulties (cited as 60-90 %). FASD is listed as a lower fig-
ure—11-12 %—but they recognise that diagnosis is unlikely to be consistently
made with this group. Some of the higher figure young people would also be in the
FASD group if properly assessed.

So significant is this that Conry and Fast (2000 p. 25) considered that trouble
with the law is a screening indicator for FASD, as shown in their diagram below.

Screening Indicators

* Adaptive Behaviour ¢ Cognition * Academic

* Conduct Disorder * Communication * Cognitive

* Impulsivity * Neurclogical Soft * Communication
1 Signs * Reasoning

* Memory

If ‘trouble with the law’ is a screening indicator, then it is clear that the prob-
lems concerned are being detected far too late. Hughes et al. (2012) discuss the
idea that neurodisability itself (such as FASD) places a young person at risk for
offending, confounded with other known risk factors such as truancy, poor sociali-
sation, inconsistent nurturing and school failure. Some children with FASDs may
have a history of dysfunctional caregiving and are at risk of co-occurring disabili-
ties such as head injury and depression.

What Can Be Done?

The trajectory so often seen, as illustrated above, is not inevitable. What it has high-
lighted is that there is a need for a great deal more understanding of the problems of
language difficulties within a wide range of professions and in the community. This
understanding has at least two purposes; to minimise unnecessary consequences
for the young person, arising from misinterpretation, and secondly to allow these
disciplines and persons to begin to make adaptations; to their interaction patterns,
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to instruments of assessment, and to interventions, as well as to day-to-day inter-
actions. Early intervention is required to ensure that children’s language needs are
provided for throughout their childhood to ensure that they are equipped with the
language and social communication skills they need to participate in all the interac-
tions they may have in life, whether in education, health or legal contexts.
Recognition and consistent diagnosis of FASD is still not well established except
in isolated pockets. Canada has perhaps the best record to date. But ways of assess-
ing and working with language difficulties have a longer history, and there are
new interventions emerging which are proving effective in the youth justice sec-
tor (e.g. Gregory and Bryan 2009; Department of Health (UK) 2011; Lanz 2009).
Additionally, work such as that of Cross (2011) has many points to contribute.
Another action which would greatly enhance the outcomes for young people and
the systems they are within is to employ more speech language therapists (SLTs).
The contribution they can make in this area is considerable, but it has consistently
surprised those new to the idea. Lord Ramsbotham, Chief Inspector of Prisons for
England and Wales 1995-2001, said in 2006 “I have to admit that in all the years
I have been looking at prisons and the treatment of offenders, I have never found
anything so capable of doing so much for so many people at so little cost as the
work that speech and language therapists carry out.” Similarly the Governor of
Polmont Youth Offenders Institution in the UK, stated that if by a mischance he had
to get rid of all of his staff, the last one out of the gate would his SLT. Justice is a
new area of intervention for SLT, but it is one clearly within the scope of practice.
There are many ways for professionals, or anyone interacting with the young
person, to adjust their own language. Comprehensive professional devel-
opment courses are desirable, such as those offered by the Asante Centre
(Bodaly 2011). The website “Fetal Alcohol Spectrum Disorder and Justice”
(http://www.fasdjustice.ca/) also offers lawyers some cogent advice, such as;

e Keep your questions short to avoid asking too much at once. Complicated and
wordy questions can be especially difficult to process and respond to, by a per-
son with FASD.

e Listen actively to the person’s responses. If he or she is not responsive, try to
reword your questions accordingly.

e Be patient.

An excellent source of information and advice on best communication practices
for legal practitioners who work with vulnerable children and young people is the
Advocate’s Gateway’s website. This can be found at http://www.theadvocatesgatew
ay.org. Their UK based project provides essential training and support for legal pro-
fessionals who work with vulnerable individuals and they provide from a range of
‘toolkits” and videos demonstrating excellent interaction strategies for use in court.
Their team members have had pivotal roles in establishing intermediary services in
the UK for vulnerable individuals to help ensure that they fully understand what is
said to them and can participate during legal situations e.g. in court, during police
interviews. These intermediary services need to be established in jurisdictions
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around the world as many vulnerable young people are currently missing out on the
opportunity to properly participate in the legal processes they are involved with.

The UK Department of Health (2011) handbook offers practical advice for
communicating with those offenders with learning disabilities, such as in the box
below. Much of this would seem applicable for the FASD population:

e Remember to always speak clearly and slowly, using plain language and
avoid jargon.

e Explain any technical words to the person.

e Ensure they understand things before moving on.

e Use the person’s name when addressing them at the start of a question or
comment.

e Always explain to the person concerned exactly why they are in a new
situation, what they should expect and when.

e Prepare the person for each stage of the communication, for example,
“David, I will now ask you some simple questions” or “David, I will now
explain what we are going to do next.”

e Emphasise important words.

e Avoid using acronyms, abbreviations, sarcasm and metaphors.

e Be patient and calm whilst communicating, do not rush the person you
are talking to. They are likely to need longer to process the questions and
think about their answers.

e Use concrete terms not abstract references, for example, “At breakfast
time” rather than “Early on.”

e Break large chunks of information into smaller chunks, with short breaks.

e [t may help to use visual aids when asking questions. For example, you
could use photos or drawings to illustrate a point.

e Ask questions in the chronological order in which they happened. You
could use a calendar and spoken prompts. For example, “Was it the day
after you went to the doctors?”

e Keep the questions precise and not vague, for example, ‘Where were you
yesterday afternoon?’ rather than “Where have you been recently?’

e Avoid double-negative and unclear questions. For example, instead of
“You were not in the shop, were you?” you could ask “Were you in the
shop?”

e Be aware that repeating questions may suggest to the person that they
have given the wrong answer the first time.

e The person must not feel pressured into a response. Many people are
more suggestible or they may be eager to give what they think is the
‘desired’ answer.

e [t is important to check that the person understands what has been said.
You can ask them to repeat the question or message in their own words, or
they could be questioned further.
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Conclusion

There is much work needed on the topic of language, FASD and the legal system.
A greater understanding of the profiles of language and communication difficulties
associated with FASD is required. How these profiles interact with language and
communication difficulties experienced by other groups with associated difficul-
ties needs to be established. Further development of efficient methods of assess-
ment of language for populations of children and young people affected by alcohol
is needed to inform the design of effective practical interventions that can be
robustly evaluated. Evidence based intervention approaches that directly develop
language skills in children and young people with FASD, starting as soon as pos-
sible, are required.

Alongside this direct work on building language skills in those with FASD,
we also need to raise awareness amongst practitioners and the community of the
centrality and importance of language across all stages of life. This will help the
teams around each person with FASD to ensure that they are carefully considering
how they communicate within their own interventions to ensure that language dif-
ficulties are not going to be preventing their work from being effective. Equipping
those affected by FASD with strong language and communication skills, together
with ensuring that clinicians and those in the legal professions are aware of the
implications of language difficulties (and how they can help make sure that these
are catered for) will have a powerful preventative and protective impact on this
highly vulnerable population.
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Evolution of the Diagnosis of Fetal Alcohol
Spectrum Disorder from DSM-IV-TR

to DSM-5: The Justice System in the United
States—Time for a Paradigm Shift!

Anthony P. Wartnik, Jerrod Brown and Sarah Herrick

The development of FASD throughout the DSM-IV-TR era has had significant
impact in criminal cases, especially regarding death penalty litigation. This chap-
ter will focus on individual rights afforded to indigent defendants as it relates to
ineffective assistance of counsel, competency, mitigation, and death penalty cases
and explore the potential impacts of the DSM-5 on the legal process.

At the outset, it is important to recognize that some may take issue with case
law that does not deal directly with FASD-related cases and basic concepts of due
process. It needs to be pointed out that lawyers frequently cite case law that has
precedence on basic constitutional and other legal concepts that do not deal with
the specific issue at hand, yet the lawyer believes because of their similarities, they
are applicable. As well, now that disabilities attributable to PAE have been recog-
nized by the DSM-5 as mental or developmental/intellectual disabilities, the legal
and mental health communities, in order to effectively serve criminal defendants
afflicted with a FASD, as well as judges who are duty bound to enforce the indi-
vidual rights of the accused, need to become better informed about FASD.

It should be recognized that to effectuate a paradigm shift, a change of culture
within legal and mental health professional communities is necessary. This is a
priority challenge and the remainder of this chapter will provide a basis to encour-
age this change. The American Bar Association (ABA) (2012) has embraced this
challenge through its Resolution 112B on FASD.
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Structure and Historical Underpinnings

It may prove beneficial to consider the historical development of FASD. The
problems of combining pregnancy and alcohol were recognized in biblical times.
According to the English Standard Bible (2009), specifically the book of Judges,
verse 13:7 offers “behold, thou shalt conceive and bear a son: And now drink no
wine or strong drink.”

In his Gin War writings, Henry Fielding (1751) pondered the fate of infants
conceived in gin and nourished in the womb and by the breast. In 1973, four
University of Washington doctors made the connection between alcohol consump-
tion and pregnancy based on identifiable facial features unique to children born
following prenatal alcohol exposure, referring to this condition as Fetal Alcohol
Syndrome (FAS) (Jones et al. 1973).

Some 23 years later, links between prenatal alcohol exposure and the devel-
opment of secondary disabilities were reported in a study commissioned by the
Centers for Disease Control and Prevention (CDC) (Streissguth et al. 1996). Very
few appellate cases involving FAS and Fetal Alcohol Effects were decided in the
late 1980s. There has been an increase in these cases since 1996.

A recent survey using the ACHA-National College Health Assessment II was
conducted on 1,035 University of Alaska college students (Brems et al. 2014). It
included three questions to assess knowledge of FASD risk factors and two ques-
tions regarding general FASD knowledge. These responses were compared to
those given by 2,292 professionals (e.g., corrections, educators, physicians, public
health nurses, social workers and substance abuse counselors) in a similar survey.
The results indicated the college students were adequately informed about FASD
risk factors and general FASD knowledge compared to the physicians, who were
the least knowledgeable about FASD risk factors. The physicians placed in the
middle of all the professions surveyed on FASD general knowledge. It is conjec-
tured those professionals involved with the legal system may be far less informed
regarding FASD compared to college students and other professionals (Brems
et al. 2014).

Female college students remain at higher risk for alcohol-exposed births due
to higher rates of alcohol consumption and binge drinking compared to non-col-
lege peers. An increase in alcohol consumption among female college students
has been noted, as well as a sharp rise in frequent binge drinking (Wechsler et al.
2000). Although most sexually active college women use contraceptives, alco-
hol consumption is associated with increasingly ineffectual use of contraception.
Another study of 2,012 college women showed, 13 % of risk (at risk for alco-
hol-exposed pregnancies) drinkers used ineffective contraception and 31 % were
risk drinkers who engaged in sexual activity without consistently using condoms
(Brems et al. 2014; Ingersoll et al. 2008).
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Development of Law and Level of Understanding
of FASD in the Legal System: Pre-DSM-5

Knowledge of the U.S. Criminal Justice System is necessary to appreciate the
delays in recognizing the presence of FASD within forensic and legal settings. The
U.S. Constitution provides American citizens with certain individual rights and
protections. States establish criminal laws, provided such laws do not conflict with
these rights and protections. Thus, criminal cases originating under state law must
be tried and reviewed in state court before accessing federal court review of ques-
tions or concerns involving the Constitution. This is referred to as “Exhaustion of
State Remedies” and the procedure for moving a State case to the Federal Court is
known as Habeas Corpus. State cases cannot be removed to federal court until the
exhaustion of state remedies. A Writ of Habeas Corpus derives from the English
Common Law, meaning “bring the body before the court.”

The umbrella term “FASD” was unknown in 1999. More was known about
FAS than other conditions caused by prenatal alcohol exposure (PAE). FAS, com-
pared to other FASD’s, may not necessarily present as more serious or severe
forms of brain damage compared to the other PAE related conditions that make up
the umbrella. Misunderstandings about FASD have been noted by others:

While researchers have made significant progress in the identification and understanding
of FASD, the legal system has been slow to grasp its impact on juvenile crime. Many
juvenile justice system professionals are unable to deal appropriately with individuals
with FASD because they lack critical knowledge and training about the disorders. The
result is a failure to recognize individuals with FASD and to ensure that they receive
appropriate services and support, from arrest through reentry into society. One must first
become familiar with the nature and cause of FASD (Williams 2006, pp. 4-5).

Although court decisions reflect general recognition that FASD impacts behav-
ior relevant to the justice system, they also reflect an imperfect understanding of
the diagnostic process, symptoms, and behavioral implications. It is necessary to
identify fundamental concepts to those responsible for such decisions within the
justice system. As an example, our Anglo-Saxon common law suggests it is a fun-
damental condition upon which criminal responsibility reposes that individuals
have the capacity to reason right from wrong, and thus choose between right and
wrong. It is these capacities—reason and choice—which give the moral justifica-
tion to imposing criminal responsibility and punishment onto offenders. If a per-
son can reason right from wrong and has the ability to choose right from wrong,
then attribution of responsibility and punishment is morally justified or deserved
when that person consciously chooses wrong.

Furthermore, our common law assumes that criminal offenders must be treated
as rational and autonomous with the ability to make choices. The problem is those
afflicted with FASD are often not rational, autonomous, choosing agents, able to
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reason right from wrong, or able to choose right from wrong. To put these princi-
ples in perspective, one must consider:

Evidence concerning certain alcohol-related conditions has long been admissible dur-
ing the guilt phase of a criminal proceeding to show lack of specific intent... Just as the
harmful effect of alcohol on the mature brain of an adult imbiber is a matter within the
common understanding, so too is the detrimental effect of this intoxicant on the delicate,
evolving brain of a fetus held in utero... (Such) evidence should be admitted at the guilt
phase of a trial if offered to show that defendant lacked the mental state (here premedita-
tion) that is part of the crime (Dillbeck v. State of Florida 1994, pp. 1029-1030).

Dillbeck v. State of Florida (1994) also stands for appointing expert witnesses
to assist defendants with a mental health defence “in order to level the playing
field".

Despite these clearly stated fundamental principles, FASD is still misunder-
stood within the legal system (McLachlan et al. 2014). There is general lack of
appropriate education for those who work in or with our justice system (Cox et al.
2008). Furthermore, it is only 40 years post-discovery of FAS which is reflected in
the current level of knowledge. Many mental health professionals continue to have
difficulty diagnosing individuals with FASD, and available support/referral ser-
vices for both the professional and client are minimal. Until 2013, with the devel-
opment of DSM-5, FASDs were not viewed as developmental disorders.

Historically, justice system professionals have experienced difficulties when
considering the nexus between the condition and criminal behavior outside of
mental retardation or developmental disabilities as noted in the previous editions
of the DSM. This is particularly true, when, unlike FAS, there are no physical
features identifying the impact of prenatal alcohol exposure. It is easier to con-
sider the intellectual disability as being causally related to a person’s behavior. It
becomes difficult to relate invisible organically caused conditions to one’s subse-
quent behavior in the context of the widely variable behaviors that are associated
with FASD. Those who are neurologically impacted by PAE, including those who
lack the facial features related to FAS, often present with developmental delays
and challenges; experience learning disabilities; engage in self-injurious behav-
iors; are impulsive; and demonstrate disturbances in emotional, as well as social
adaptive life skills (Sampson et al. 1997).

Those impacted by PAE are at increased risk to engage in criminal behavior
because of poor impulse control; deficits with processing information; problems
understanding behavioral cause and effects; a lack of understanding of societal
norms; impairment with short-term memory; compromised personal boundaries;
poor stress tolerance resulting in confusion; challenges in understanding abstract
concepts; emotional regulation difficulties; and/or poor judgment (McCreight
1997).

Also, individuals impacted by FASD can be easily influenced by others and
may be viewed as naive (Williams 2006). Given this prior profile of a “non-devel-
opmental” condition, it is understandable why many in the criminal justice sys-
tem often perceive defendants with FASD as willful and disobedient “bad actors.”



Evolution of the Diagnosis of Fetal Alcohol Spectrum ... 155

However, these individuals are often unable to control their behaviors and/or
understand what motivates their actions.

On the other hand, if this same defendant suffers from a developmental disor-
der, it is much easier to see the relationship between the disorder and the criminal
behavior, though the complexity of the neurodevelopment disorder can still make
it difficult for the uneducated to comprehend. In summary:

When the defendant enters into the court arena, he/she must deal with a complex system
of order, processes, and fact finding or trial. The defendant is also expected to compre-
hend the gravity of the situation and the consequences of his or her alleged actions. The
defendant with FASD is ill equipped to navigate the court system. Officers of the court
are equally unprepared. They approach the situation as if dealing with just another youth
or adult in trouble, rather than with one whose actions result from damage inflicted before
birth. The defendant is placed in juvenile detention or jail, an environment that he or she
again is ill equipped to navigate. For an individual with FASD, the objective of general
deterrence cannot be achieved beyond the period of detention because (1) the actions
probably were not taken with the intent to commit a crime, (2) the underlying cause of the
dysfunctional behavior has not been addressed, and (3) appropriate treatment geared to the
special needs of a person with an FASD has not been provided (Williams 2006, pp. 8-9).

The Issues and Case Law: The DSM-IV/DSM-IV-TR Era

Competency, mitigation and death penalty issues are often encountered in FASD
cases, underscored by rights to: diagnosis, expert witnesses on guilt-innocence,
mitigation of sentence, and judicial preference for hands-on examination of
defendants by the experts. This may include issues of diminished capacity, compe-
tency to stand trial, entry of a plea, and waiving constitutional rights. Confessions
made by those with FASD, testimony by victims/witnesses with FASD, vulnerable
victims with FASD, ineffective assistance of counsel, and presence of intellectual
disability to disqualify imposition of the death penalty are also legal process con-
siderations. The law is settled regarding many of these issues, but there is still con-
fusion and misunderstanding regarding judicial application to FASD.

A. Right to Diagnosis

Indigent defendants are entitled to have experts diagnose and present applica-
ble evidence at public expense. The leading case involving FASD is Castro v.
Oklahoma (1995) which established the right to appointed experts for diagno-
sis and testimony. It requires a threshold showing that the issue being pursued
is clear, genuine, fairly debatable or in doubt, and it is likely that, if established,
the defendant’s mental condition could be a significant mitigating factor (Castro
v. Oklahoma 1995). Castro v. Oklahoma (1995) did not discuss diagnosis relat-
ing to issues of competency to stand trial, entering a plea and waiver of constitu-
tional rights, guilt and innocence, effective assistance of counsel, and assessment
of intellectual disability as protection against the death penalty, but clearly these
rights follow from the appointment of diagnostic experts.
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Ten years earlier, Ake v. Oklahoma (1985) decided that when a defendant
makes a preliminary showing that his sanity at the time of the offence is likely to
be a significant factor at trial, due process requires states to provide a psychiatrist’s
assessment. Lambert v. Blodgett (2003) involved evidence of alcohol exposure in
utero, and highlighted ineffective assistance of counsel and the duty to provide
experts with meaningful information, such as a thorough psychiatric assessment.
It should be noted Lambert v. Blodgett (2003), was later reversed on procedural
grounds based on Habeas Corpus (Lambert v. Blodgett 2004). Silva v. Woodford
(2007) explored the duty to investigate and consider FAS for possible mitigation.
Rompilla v. Beard (2005), involved a defendant with a third grade level of cogni-
tion despite nine years of school. This case provided evidence the birth mother
consumed alcohol during the pregnancy and included expert testimony of organic
brain damage and an extreme mental disturbance significantly impairing several of
his cognitive functions.

In addition, Rompilla v. Beard (2005), considered the duty to obtain prison,
school, medical and other records that might reveal significant mitigating evidence
and/or which would likely be relied on by the prosecutor for purposes of prov-
ing aggravating factors. In Lambert v. Blodgett (2003), the Court ruled since the
U.S. Supreme Court had only addressed the right to the appointment of expert
witnesses in a death penalty case (Ake v. Oklahoma 1985), an attorney cannot
be found ineffective for not developing a mitigating factor in a non-death penalty
case. This outcome lacked common sense.

FASD is a mitigating factor, just as insanity (Ake v. Oklahoma 1985) is a
defence regardless of the nature of the crime. It is senseless for FASD to serve
as mitigation in only death penalty cases. In addition, if the Lambert v. Blodgett
(2003) rationale is to be considered reasonable, then the right to appointed experts
in non-death penalty cases could be subject to challenge which has not happened
in the 30 years since Ake v. Oklahoma (1985). Regardless, absent a nexus between
brain damage and criminal conduct, behavioral problems are likely to be viewed
by the jury as an aggravating circumstance.

B. Habeas Corpus, Mitigation and Ineffective Assistance of Counsel

FASD typically surfaces when newly appointed Habeas counsel learns from the
client or family that the person may have FASD, which was not pursued by prior
counsel, and brings in experts who then make the diagnosis. The Supreme Court
revisited this issue also in Martinez v. Ryan (2012) and Trevino v. Thaler (2013).
Martinez v. Ryan (2012) did not involve FASD but involved ineffective trial and
appellate counsel in a State proceeding. The Court granted an exception to the
Cullen v. Pinholster (2011) rule.

In Trevino v. Thaler (2013), the structure and design of the Texas system made
it virtually impossible for an ineffective assistance claim to be presented on direct
review by the appellate court. On petition for Habeas Corpus, the federal district
court appointed new counsel who, for the first time, raised the issue of ineffec-
tive trial and appellate counsel for failing to investigate and present FASD as
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mitigating evidence in State Court. The Supreme Court ruled in both cases that
defendants had a right to proceed in federal court.

C. Competency, Juvenile Capacity and Diminished Capacity

Competency to stand trial is the ability to assist counsel in one’s defence.
Subsumed issues include: defendant’s competency to enter a plea, to waive the
right against self-incrimination (i.e., the Miranda rights to remain silent, to have
an attorney present during questioning), and the right to oppose warrantless
searches of property. Absent a finding of incompetency, juvenile defendants may
claim incapacity to commit a crime in many jurisdictions, which is typically based
on age and maturity and whether the child understands the nature and effects of
his or her actions. The age factor is usually established legislatively ranging from
a non-rebuttal presumption of lack of the necessary capability, to a rebuttable inca-
pacity range, to a non-rebuttal that has the necessary capacity range.

No cases have addressed the question of capacity of a defendant whose chrono-
logical age is at the “capable” level, but whose intellectual/developmental age is
in either the “incapable” or “presumed incapable” range. However, an argument
should be made that incapacity should apply to defendants with this FASD profile.
This argument is also useful for educating the Court as to the client’s disabilities.

An accused person, either a juvenile or an adult, may claim diminished capac-
ity. Diminished capacity renders a defendant incapable of forming the spe-
cific intent to commit the “mens rea” element of the crime. Diminished capacity
reduces the accused’s liability or culpability. Absent “mens rea,” a defendant
cannot be found guilty of that crime. However, a finding of guilt is still availa-
ble for lesser offences that do not require specific intent. Diminished capacity
is an affirmative defence. The defendant has the burden of proving it “beyond a
reasonable doubt.” This defence should be considered early in the proceeding.
When diminished capacity is alleged, especially when involving suspected FASD-
impacted individuals, FASD experts should be obtained to assess both conditions.
However, some states do not permit a diminished capacity defence.

The competency rule lacks uniform application. Many lawyers resist bringing
competency motions because they feel judges and juries do not take the issue seri-
ously, or misapply the law, making a successful ruling highly unlikely. They do
not view contested competence adjudications as a useful challenge (Philipsborn
2008). Judges have been known to find defendants competent for inappropri-
ate reasons. Examples include, the defendant is competent because of ability to
identify the colors of the American flag, sit at a chessboard and play chess (even
though very young and immature children can learn basic moves) or forages for
food (even though dogs learn to prowl garbage cans for food which is a survival
instinct).

Competency is the ability to understand information that is relevant to making
decisions, to have knowledge of being confronted with a legal decision, to think
rationally about available options, and to express choices. Defendants with FASD
may “sound” or “look” competent, but may function at a level much younger than
their chronological age. Individuals with FASD may present with many conditions
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that could impact their competency. There have been multiple cases where appel-
late courts have recognized trial counsel’s specific duty to investigate signs of
mental health, including organic and other brain damage, issues thoroughly
(Stetler 2014). Trial counsels’ duties also include the wise choice of experts and
providing experts with the appropriate background information that will enable
them to render trustworthy opinions (Stetler 2014). Bloom v. Calderon (1997),
Caro v. Calderon (1999), and Skaggs v. Parker (2000) are excellent examples.

As a result of the DSM-5 including a diagnosis of Other Specified
Neurodevelopment Disorder (Associated with Prenatal Alcohol Exposure) and
consideration of Neurobehavioral Disorder Associated with Prenatal Alcohol
Exposure as a future diagnosis, with the U.S. Supreme Court’s adoption of the
DSM-5 definition of Intellectual Disability (ID), FASDs and the adaptive behavio-
ral deficits associated with FASDs are now in the realm of mental health issues. As
such, the impact of FASD on competency should be explored, as should obtaining
testimony from properly trained expert witnesses.

There are certain realities involving competency that add clarity to, and explain
why, there is imperfect understanding. This applies to the diagnostic process,
observed symptoms, behavioral consequences, and, most importantly, any brain
damage caused by PAE resulting in impaired cognitive and executive function-
ing which may affect a defendant’s response to the legal system. This includes the
ability to make rational decisions and to maintain impulse control in the court-
room. If the brain damage is significant, competency to stand trial and the other
aforementioned rights may need to be considered. There is no significant distinc-
tion between competence to enter a plea, waive rights, to consent to search, or to
stand trial (Godinez v. Moran 1993), but competency is far more than just being
oriented to time and place, and having knowledge of some of the events.

This places a heavy burden on defence counsel to provide clients with effective
assistance of counsel. The leading case on competency is U.S. v. Dusky (1960). It
preceded FAS discovery by 13 years and did not deal with FASD. The Court stated
“the test must be whether the defendant has sufficient present ability to consult
with his lawyer with a reasonable degree of rational understanding and whether
he has a rational as well as factual understanding of the proceedings against him”
(U.S. v. Dusky 1960, p. 403).

Furthermore, unless found competent, a defendant cannot be tried for a crime.
A trial of an incompetent person violates the right to substantive due process (Pate
v. Robinson 1966). To support this statement, Justice Kennedy emphasized the pri-
mary thrust of U.S. v. Dusky (1960), as follows:

Competence to stand trial is rudimentary, for upon it depends the main part of those rights
deemed essential to a fair trial, including the right to effective assistance of counsel, the
right to summon, to confront, and to cross-examine witnesses, and the right to testify on
one’s own behalf or to remain silent without penalty for doing so (Cooper v. Oklahoma
1996, citing Drope v. Missouri 1975, p.172).

A plea agreement cannot be entered because an incompetent person cannot so
agree (State v. Ortiz 2001). The Court in Lafferty v. Cook (1991) concluded that
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U.S. v. Dusky (1960) and Drope v. Missouri (1975) place a responsibility on the
trial court as follows:

It is not enough for the district judge to find defendant (is) oriented to time and place
and (has) some recollection of events. The test must be whether he has sufficient present
ability to consult with his lawyer with a reasonable degree of rational understanding, and
whether he has a rational as well as factual understanding of the proceedings against him.
(Lafferty v. Cook 1991, p. 1548).

There seems to be little room for lawyers and judges to misunderstand or mis-
interpret what is necessary to find a defendant competent to stand trial. However,
a thoughtful decision by a federal trial judge suggests a reason why this occurs.
In U.S. v. Duhon (2000), the court recognized a difference between incompetency
due to mental illness and incompetency due to mental retardation, as well as the
need to utilize different criteria for making those competency determinations. The
judge said “erroneous diagnosis threatens a fundamental component of our crimi-
nal justice system, the basic fairness of the trial itself” (U.S. v. Duhon 2000, p.
670, relying on Cooper v. Oklahoma 1996):

After making the ‘profound’ choice whether to plead guilty, the defendant who proceeds
to trial will ordinarily have to decide whether to waive his ‘privilege against compulsory
self-incrimination’ (Boykin v. Alabama (1969), by taking the witness stand,... he may
have to decide whether to waive his ‘right to trial;’ and, in consultation with counsel, he
may have to decide whether to waive his ‘right to confront (his) accusers,’ by declining to
cross-examine witnesses for the prosecution. With the assistance of counsel, the defendant
is also called upon to make myriad smaller decisions.. . The importance of the rights and
decisions demonstrates that an erroneous determination of competence threatens a ‘fun-
damental component of our criminal justice system,” the basic fairness of the trial itself
(Cooper v. Oklahoma 1996, p. 352, citing Godinez v. Moran 1993, p. 398).

In U.S. v. Duhon (2000), the judge indicated the court should consider mental
illness may be reversible with treatment and that mental retardation may be static
and untreatable, which may make a person more susceptible to suggestion, citing
the American Bar Association (ABA) (1998). He believed courts should be wary
of the arbitrary use of general competency assessment techniques and standards in
assessing a mentally retarded defendant’s competency:

There is general recognition that competence is based on a specific set of cognitive abil-
ities and the functional capacity to exercise those abilities. Thus, competency scales or
structured interviews can be used with persons who have mental retardation. However,
because persons with mental retardation are cognitively impaired, not mentally ill, the
strongly cognitive elements of a competency evaluation need to be given special atten-
tion as to functional behavior. A defendant with mental retardation may also be limited
as to functional behavior. Thus, a defendant with mental retardation might be seemingly
‘restored’ to competency by instructing that individual about trial elements, but he or
she may not be able to make intelligent legal decisions [emphasis added] (American Bar
Association 1998, p. 169).

Without mentioning FASD, this judge appears to have a clear understanding of
the diagnostic process, symptoms, and behavioral consequences of being afflicted
with cognitive and functional deficits, which, as it turns out, are also primary
markers of FASD.
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An example of limited understanding appears in a Montana Supreme Court
ruling in The Matter of SMS, a youth (2010). S.M.S. was charged with sexually
offending his six-year-old sister. He sought suppression of his confession. He
claimed “severe cognitive delay” rendered involuntary both his waiver of Miranda
rights and his confession. Four separate psychological evaluations revealed S.M.S.
possessed a very low level of intellectual functioning, needed special education
classes, and suffered from FAS, PTSD and ADHD. The court stated:

S.M.S. met the age requirements of (the statute) for providing a valid waiver without his
parents or counsel present. S.M.S.’s educational level and cognitive abilities raise ques-
tions as to whether S.M.S. understood the gravity of the circumstances and his confession.
Two doctors provided conflicting testimony regarding S.M.S.’s cognitive abilities. The
youth court sat in the best position to evaluate the competing testimony along with the
videotape of the interview to determine whether S.M.S. had confessed voluntarily (The
Matter of SMS, a youth 2010, p. 104).

In retrospect, it is wondered if the doctors and judges understood the extent of
S.M.S’s problems. It is also unclear whether the Court considered the other two
criteria for the admissibility of a confession, whether the confession was also
knowingly and intelligently given in addition to being voluntary. The trial and
appellate courts put a lot of weight on the literal language of the statute in question
and the care taken by the investigating police officer. They may not have carefully
considered S.M.S.’s cognitive and executive functional deficits may have led to an
unknowing, unintelligent, and involuntary admission.

Furthermore, regarding videotaped interrogations, it is not uncommon for indi-
viduals with FASD to indicate verbally they understand while lacking true com-
prehension. It is not clear whether the Montana court had this information when
viewing and evaluating the videotape. Also, the record does not indicate whether
the interrogating police officer asked S.M.S. leading questions, fed information
to him, or asked open-ended questions. Open-ended questions are more likely to
accurately reveal one’s true cognitive ability and understanding. To avoid the prob-
lems similar to those experienced in The Matter of SMS, a youth (2010) in prepar-
ing experts to testify, counsel should suggest that the expert address the concerns
described by the judges in U.S. v. Dusky (1960) and U.S. v. Duhon (2000) in their
testimony.

In Washington State, judges received FASD education through judicial confer-
ences. This education impacted judicial competency rulings, as demonstrated by
State v. Scholler (2009) and State v. Thornton (2011). These cases involved juve-
niles who were below grade level in reading and comprehension. Both were found
to be permanently incompetent based on the testimony of FASD experts. One
juvenile was diagnosed with FAS, and the other was diagnosed with an Alcohol
Related Neurodevelopment Disorder (ARND). Both suffered from significant
executive functioning deficits. In one case, the child’s verbal skills masked these
deficits to a large extent.

The Court found the juvenile did not have the capability to meaningfully assist
his attorney in his own defence as a result of FAS. The other juvenile suffered
from a static maturation well below chronological age due to ARND, Bipolar
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Disorder, and Attention-Deficit Hyperactivity Disorder (ADHD). The trial judge
in State v. Thornton (2011) found Thornton was skilled at covering up gaps in
memory. Neither case was appealed by the State. The Court ruled:

Overall, the results of the (psychological and neuropsychological) assessment indicated
that Jason is suggestible and quite prone to changing his responses in the face of nega-
tive feedback, making him highly susceptible to a skilled cross-examination, which would
defeat the integrity of this court. I'm persuaded that reliability flies out the window if you
have the two dynamics going on, as in this case, the impaired executive functioning along
with the suggestibility and the memory impairment, which causes confabulation... relia-
bility is nil... essentially with the perfect storm of deficits. The more significant the mem-
ory deficits, the more effect they’re going to have on competency. So those two aspects
of fetal alcohol disorder make it qualitatively different from the run-of-the-mill mental
retardation cases (he was diagnosed as mildly retarded)... Adaptive disabilities are also
present. It is persuasive and part of his condition. The executive functions are the founda-
tion for competent adaptive deficits in this case (State v. Thornton 2011, p. 15).

D. Eighth Amendment to the U.S. Constitution, the Death Penalty and Mental
Retardation

The Constitution’s Eighth Amendment prohibits “cruel and unusual” punishment.
In Atkins v. Virginia (2002), the Supreme Court prohibited the imposition of the
death penalty when a defendant is mentally retarded. In doing so, the court utilized
the “evolving standards of decency that mark the progress of a maturing society”
test. In 1989, the Supreme Court ruled juveniles under the age of 16 could not be
executed (Thompson v. Oklahoma 1989). Roper v. Simmons (2005) extended it to
age 18, recognizing the brain has not yet fully matured.

Mental retardation cases followed a similar route. According to common law,
“idiots” and “imbeciles” could not be executed. Yet the Supreme Court held that
execution was not automatically forbidden for persons with mental retardation
(Penry v. Lynaugh 1989) until Atkins v. Virginia (2002), exempted defendants
with mental retardation from the death penalty. However, unfortunately, Arkins
v. Virginia (2002) left it to individual states to establish rules for implementing
the Court’s decision. Atkins had a full scale IQ score of 59, below the “about 70”
mentioned in the opinion, together with executive, cognitive and adaptive behav-
ioral deficits (Atkins v. Virginia 2002). The Court referred to the DSM-IV/DSM-
IV-TR definition of mental retardation, which required a full scale IQ score of 70
or below; the presence of executive, cognitive, and adaptive behavioral deficits;
and the onset of mental retardation prior to age 18. Atkins suffered many adaptive
behavioral deficits identified in DSM-IV/DSM-IV-TR, deficits that are also com-
monly associated with FASD.

State definitions varied significantly, some not having 1Q cut-offs and some
having cut-offs ranging from 65 to 75. Some states take into consideration the
Standard Error of Measurement (SEM) margin of error, while others do not. One
state presumes mental retardation with a score of 70 or below. Some states do not
have a full scale IQ requirement, relying instead on “overall functioning” (Hall v.
Florida 2014). This made it difficult to pursue findings of mental retardation under
Atkins v. Virginia (2002).
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Moreover, the Supreme Court held juveniles convicted as adults for non-
death penalty crimes cannot be sentenced to “life in prison without the possibil-
ity of parole” (Graham v. Florida 2010). Finally, in the combined cases of Miller
v. Alabama (2012) and Jackson v. Hobbs (2012), involving two 14-year-olds
convicted of murder, the Court held that imposition of mandatory life in prison
sentences (without possibility of parole) constituted cruel and unusual punish-
ment. Thus, the decisions in Atkins v. Virginia (2002), Roper v. Simmons (2005),
Graham v. Florida (2010), Miller v. Alabama (2012), and Jackson v. Hobbs, all
Eighth Amendment “cruel and unusual” punishment rulings, made prior to DSM-
5, recognized defendants with mental retardation and juveniles should not be
held to the same level of accountability as other persons for their criminal actions
due to their reduced culpability and responsibility caused by their intellectual
disability.

Intellectual Disability and FASD: The Era of DSM-5

A. Intellectual Disability

The DSM-5 advances the FASD/intellectual disability/disorder jurisprudence and
it promotes FASD as a diagnosable developmental/intellectual disorder/disability,
rather than just a medical condition. It is significant that the DSM-5’s adaptive def-
icits for intellectual disability are consistent with neurodevelopment/neurobehavio
ral disorders related to PAE.

Following publication of the new DSM-5, the U.S. Supreme Court revisited
its Atkins v. Virginia (2002) decision in the case of Hall v. Florida (2014). It was
concerned with Florida’s motive in enacting legislation the Florida Supreme Court
interpreted to exclude many defendants from protection against the death penalty
as cited in Atkins v. Virginia (2002). The statute required a full scale IQ score of
70 or below; the Florida Supreme Court then interpreted this to mean unless the
IQ score was 70 or below, a defendant could not present evidence of adaptive
behavioral deficits which were part of the statute. The U.S. Supreme Court found
this interpretation ran afoul of Atkins v. Virginia (2002). Hall v. Florida (2014)
adopted the DSM-5 definition and criteria for the diagnosis of intellectual disabil-
ity. The DSM-5 puts full scale IQ on equal footing with the adaptive behavioral
deficits.

The Court indicated intellectual disability is a “condition, not a number” (Hall
v. Florida 2014, p. 21), citing the importance of considering deficits in addition to
intelligence test results. In addition, Hall v. Florida (2014) referenced an “approx-
imately” 70-75 approach, using the generally accepted plus/minus 5 points
standard error of measurement (SEM) when conducting IQ testing. The Florida
Supreme Court ignored the error factor. Hall v. Florida (2014), in looking at the
SEM in combination with the DSM-5’s (American Psychiatric Association 2013)
list of deficits, suggested that “a person with an IQ score above 70 may have such
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a severe adaptive behavioral problem. .. that the person’s actual functioning is
comparable to that of individuals with a lower IQ score” (Hall v. Florida 2014,
p-21).

The Court voiced concerns that because of the differences in the laws of each
state, a defendant could be subject to the death penalty in one state, yet found
in another state to have an intellectual disability and not be subject to the death
penalty. The Court also acknowledged it was appropriate to consider a standard
adopted by medical experts as opposed to relying on a single factor. The Court
closed with the following:

Florida’s law contravenes our Nation’s commitment to dignity and its duty to teach human
decency as the mark of a civilized world. The States are laboratories for experimentation,
but those experiments may not deny the basic dignity the Constitution protects (Hall v.
Florida 2014, p. 22).

Interestingly, the trial judge who sentenced Hall in 1978, preceding Atkins v.
Virginia (2002) by 24 years, found Hall was retarded, but lacking a nexus between
the mental retardation and the murder, sentenced Hall to death. After Atkins v.
Virginia (2002) was issued, Hall brought a motion in State Court to set aside the
death sentence because of his mental retardation. Before the State court ruled on
the motion, the legislature passed the statute in question. The Florida Supreme
Court, applying its “70 or below” cut-off standard, denied the motion. It was fol-
lowing that decision that Hall sought Certiorari to the U.S. Supreme Court.

As a matter of historical reference, the DSM-IV (American Psychiatric
Association, 1994) and DSM-IV-TR (American Psychiatric Association, 2000)
defined mental retardation as: having an 1Q score of 70 or below; coupled with
adaptive functioning that was also below culturally and age-appropriate standards
that impacted at least two of the following areas: communication skills, ability
to provide self-care, living skills, social/interpersonal skills, the ability to access
community resources, provide and follow self-direction, functional skills related to
academics, work skills, leisure activities, health, and safety. The onset of the con-
dition needed to occur before the age of 18.

Currently, the DSM-5 changed mental retardation to intellectual disability and
established the following diagnostic criteria:

A. Deficits in intellectual functions, such as reasoning, problem solving, planning,
abstract thinking, judgment, academic learning, and learning from experience,
confirmed by both clinical assessment and individualized, standardized intel-
ligence testing.

B. Deficits in adaptive functioning that result in failure to meet developmental and
sociocultural standards for personal independence and social responsibility.
Without ongoing support, the adaptive deficits limit functioning in one or more
activities of daily life, such as communication, social participation, and inde-
pendent living, across multiple environments, such as home, school, work, and
community.

C. Onset of intellectual and adaptive deficits during the developmental period
(American Psychiatric Association 2013, p. 17)
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The Hall v. Florida (2014) Court, in adopting the DSM-5 definition of intellectual
disability, recognized the propriety of permitting exercise of professional judg-
ment and discretion by diagnosticians in reaching diagnostic opinions. In doing so,
the Court again confirmed that the human brain does not reach full maturity (e.g.,
the developmental period) by age 18.

B. FASD

The DSM-5 established, under Neurodevelopmental Disorders, a subcategory
designated as “Other Specified Neurodevelopment Disorder” which can include a
specifier of “Associated with Prenatal Alcohol Exposure”. This category applies
to presentations in which symptoms characteristic of a neurodevelopment disor-
der that cause impairment in social, occupational, and/or other important areas of
functioning predominate, but do not meet the full criteria for any of the disorders
in the neurodevelopment disorders diagnostic class. It is a diagnosis by exclusion
for any specific developmental disorder and can include a range of developmental
disabilities following exposure to alcohol, or other substances, in utero (American
Psychiatric Association 2013).

The DSM-5’s “Proposed Criteria” for “Neurobehavioral Disorder Associated
with Prenatal Alcohol Exposure,” which are neurodevelopment in nature
(American Psychiatric Association 2013), match up closely with the adaptive
functioning deficits criteria for intellectual disability. This will require education
and training of diagnosticians in order to accomplish meaningful “further study.”
The proposed criteria provides for more than minimal exposure to alcohol dur-
ing gestation, which can be confirmed from maternal self-report of alcohol use
in pregnancy, clinical observation, and/or medical, as well as other records. The
other criteria categories are impaired neurocognitive functioning as manifested
by one or more of the following impairments: global intellectual performance
(70 or below IQ), executive functioning, learning, memory, and/or visual-spatial
reasoning.

As well, impaired self-regulation is considered, as manifested by problems with
one or more of the following: mood regulations, behavioral regulation, attention
deficit, and/or impulse control. Impairment in adaptive functioning is considered
and is manifested by two or more of the following: communication deficit; social
communication and interaction; daily living skills; and motor skills. The onset of
the disorder occurs in childhood and the disturbance causes clinically significant
distress or impairment in social, academic, occupational, and/or other important
areas of functioning.

Furthermore, the disorder is not better explained by the direct physiological
effects associated with postnatal use of a substance (e.g., medication, alcohol or
other drug), a general medical condition, another known teratogen, a genetic con-
dition, or environmental neglect. The Supreme Court’s emphasis in the Arkins v.
Virginia (2002) and Hall v. Florida (2014) on the deficits described above, pro-
vides for the ability to diagnose neurodevelopment/neurobehavioral disorders
related to PAE.
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Conclusion

Although this chapter provides a general overview of legal precedent related to
FASD, interested individuals are encouraged to continue exploring the rami-
fications of PAE with involvement in the legal system. Resolutions by the 2011
Canadian (CBA) and 2012 American (ABA) Bar Associations called for education
and different treatment for those with FASD. Furthermore, supporting a paradigm
shift, the DSM-5’s consideration of neurodevelopment/neurobehavioral disorders
associated with PAE and intellectual disability should compel professional schools
as well as continuing education requirements of professional societies, to prioritize
education related to all of the FASD umbrella conditions and not just those recog-
nized by the DSM-5. This is particularly needed because psychologists and other
qualified mental health professionals can now offer FASD-related diagnoses.

This field is rapidly evolving. As such, judicial system professionals of all lev-
els, medical doctors, nurses, psychologists, social workers, and educators must
continue to seek ongoing training and information focused on FASD and the asso-
ciated risks.
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Smart Justice and FASD in Alaska: From
Prevention to Sentence Mitigation

Teri Tibbett and Michael 1. Jeffery

“Smart Justice” means weighing—in every criminal case—the
likely effectiveness of the actions we take.
-Then-Alaska Chief Justice Walter L. Carpeneti (2012).

A lot of people with FASD just need a constant reminder. If we
can do that instead of putting them in jail, society is a lot better
off and certainly the people with FASD are.

-Alaska Senator Kevin Meyer (2014).

Introduction

On September 19, 2012 Alaska became the first state in the United States to pass a
statute that explicitly allows its judges to reduce a felony sentence for an offender
diagnosed with a fetal alcohol spectrum disorder (FASD) condition. The statute
promised more humane treatment of such offenders and significant cost savings
to the state, but this promise has not yet been realized. This chapter explores the
developing acceptance of “Smart Justice” in Alaska, some best practices for pro-
viding effective services to lower the risk of criminal behavior by persons affected
by an FASD condition, and, for those individuals who do get involved in the crimi-
nal justice system, analyzes Alaska’s FASD mitigating factor statute, including an
outline of reasons for its slow implementation. It is hoped that implementation of
positive supports for people affected by FASD will reduce the need to even con-
sider application of a statutory mitigating factor for them.
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Alaska’s Move Toward Smart Justice

In 2012, the Honorable Walter L. Carpeneti, Chief Justice of the Alaska Supreme
Court at the time, advocated for implementation of Smart Justice in Alaska. He
first explained the concept:

‘Smart justice’ means weighing—in every criminal case—the likely effectiveness of the
actions we take. Further, it means considering the costs of these actions—to our resources,
to public safety, and to the collective human potential of our citizens. In practice, it means
making criminal justice decisions that reserve our most costly response to crime—prison
time—for those cases where other less-costly alternatives will not effectively protect the
public or rehabilitate the perpetrator (Carpeneti 2012).

With this encouragement, and after experiencing the financial drain of build-
ing an expensive new prison for approximately 250 million dollars (US) between
2004 and 2012, with annual maintenance and staffing costs of approximately 50
million dollars (US) per year, Alaskan lawmakers began looking at ways the state
could be “smarter” in the area of criminal justice spending (Alaska Department of
Corrections 2011).

A 2009 study by the Institute of Social and Economic Research (ISER) at the
University of Alaska Anchorage suggested that for certain non-violent offenders,
offering specialized treatment programs inside correctional facilities, combined
with adequate transition and case management services on the outside, results in
lower state costs, less recidivism, and a safer general public (Institute of Social
and Economic Research (ISER) 2009). These conclusions mirror national research
on the value of alternatives to incarceration that present “a considerable potential
in cost savings, improved outcomes for offenders, and improved public safety”
(Office of National Drug Control Policy 2011).

The ISER study indicated that the State of Alaska could both reduce the num-
ber of Alaskans in prison or jail and save considerable money over the next twenty
years by “spending more” up front and “strategically expanding” certain pro-
grams, including prison-based programs (such as education/vocational programs,
and treatment for substance abuse and for sex offenders), transition programs for
inmates with mental health disorders, alternatives to incarceration (such as men-
tal health courts, drug and alcohol courts, electronic monitoring, and residential
substance abuse treatment), programs for juvenile offenders (such as aggression
replacement training, family therapy, and residential treatment), and prevention
programs (such as Head Start for low-income families). “Education and substance
abuse treatment programs—in prison, after prison, and instead of prison—save the
state two to five times what they cost and reach the most people” (ISER 2009).

According to the Alaska Department of Corrections (DOC), the costs of incar-
ceration and various forms of supervision in Alaska for the 2014 Fiscal Year (i.e.
FY 2014) per day, per person were:

Jails (hard beds) $158.67
Community residential centers (soft beds) $85.67
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Electronic monitoring $21.02
Probation and parole supervision $7.32 (Gutierrez 2015)

Supervising offenders in the community is far less costly than jail beds and
can provide a supportive reentry that fosters rehabilitation and prevents recidi-
vism. Daily cost data for promising methods for community supervision of
persons with mental health issues including cognitive impairments is not avail-
able, yet programs such as “Forensic Assertive Community Treatment Teams” or
“Forensic Intensive Case Managers” have been identified in an Alaska study to be
effective with this type of probationer (Hornby Zeller Associates 2014).

Alaska’s Criminal Justice Working Group (CJWG)! has had an important role
in the development of Smart Justice practices in Alaska. In 2010, the Alaska
Prisoner Reentry Task Force, a committee within the CJWG, issued a Five-year
Prisoner Reentry Strategic Plan, 2011-2016 (Alaska Department of Corrections
2011). The plan offers a comprehensive vision and includes practical recommen-
dations for improving successful reentry for Alaska’s returning citizens. Some of
the recommendations include substance abuse treatment programs, expanded elec-
tronic monitoring, improved access to housing and employment, and improved
responses to inmates’ behavioral health needs.

Chief Justice Walter L. Carpeneti advocated for even more action to support
Smart Justice in his State of the Judiciary address to the Alaska State Legislature
in 2012, when he asked legislators to support collaborative efforts to reduce recidi-
vism across the three branches of government (legislative, judicial, and executive),
and state and local agencies. He called for Smart Justice practices like an expan-
sion of therapeutic courts “and other problem-solving courts for misdemeanor
offenders” for “individuals who pose no substantial risk” to public safety:

Such courts address the problems at the root of criminal behavior, have solid track records
across the state, and often succeed at reducing or eliminating prison terms. Expanding
therapeutic courts for misdemeanor offenders would not only reserve prison beds and the
prison budget for more serious felony offenders, but might well ensure that misdemeanor
oftfenders do not become more serious felony offenders themselves (Carpeneti 2012).

The Chief Justice expressed the importance of considering the cost of judi-
cial actions to the state’s resources and on public safety, and asked legislators to
include the judiciary in tailoring prison or treatment sentences to offenders:

IThe Alaska Criminal Justice Working Group (CJWG) is comprised of representatives from the
Alaska Court System, the Departments of Law, Corrections, Public Safety, Health and Social
Services, and Education and Early Development, the Anchorage Police Chief, and the heads
of the Public Defender Agency, Office of Public Advocacy, Division of Behavioral Health,
Division of Juvenile Justice, and the Alaska Mental Health Trust Authority. It is chaired by
a justice of the Alaska Supreme Court and the Lieutenant Governor and coordinated and
staffed by the Alaska Judicial Council through funding by the Alaska State Legislature. The
CJWG has focused on two main aspects of the criminal justice system: crime prevention and
reduction of recidivism, and efficiencies in the system. Website: http://justice.uaa.alaska.edu/
forum/26/1spring2009/c_cjwg.html.
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If we are ever to turn the tide of prison recidivism, we must make room in the sentencing
process for ‘smart justice’ principles to take hold. Chief Justice Ray Price of the Missouri
Supreme Court perhaps said it best in his own 2010 State of the Judiciary address: “There
is a better way. We need to move from anger-based sentencing that ignores cost and effec-
tiveness to evidence-based sentencing that focuses on results ..." (Carpeneti 2012).

Since the 2009 ISER report, Alaskan lawmakers have also been looking at what
other states have done and have invited experts from those states to present their
ideas for reducing recidivism and redirecting criminal justice dollars in Alaska.

Alaska has also introduced innovations of its own. As described in a separate
section below, in 2012, the Alaska State Legislature unanimously passed Senate
Bill 151, a statute making FASD a mitigating factor in Alaska, introduced by
Senator Kevin Meyer.

In 2014, the Alaska Legislature passed an omnibus crime bill that addressed
many elements of Smart Justice reforms. Some of the provisions of the bill
included substance use assessments for all offenders incarcerated for 30-days or
longer, a broadening of the existing authority for credit for time served in residen-
tial treatment, adding Post Traumatic Stress Disorder (PTSD) and Traumatic Brain
Injury (TBI) as mitigating factors for sentencing, and establishing a “24/7” sobri-
ety monitoring program. Additionally, Senator Meyer worked with the bill’s spon-
sor to add language that would require DOC to provide screening for FASD and
other brain-based disorders in corrections facilities, effective January 1, 2016.
Governor Sean Parnell signed this bill into law on July 16, 2014.2

Also in 2014, Alaska Senator Pete Kelly established a workgroup to address
FASD in Alaska. The workgroup, named Empowering Hope, made recommenda-
tions that include: supporting a public awareness campaign, expanding residential
substance abuse treatment for pregnant women who experience alcoholism or drug
addiction, implementing screening for FASD in prisons, developing a community
network of “Natural Helpers” (persons within a community who support pro-
social values), and promoting programs that reduce the time between conception
and knowledge of the pregnancy (Kelly 2014).

Senator Kelly also introduced and saw pass two resolutions in 2014 address-
ing FASD. Senate Concurrent Resolution 13 asked the Governor to establish and
support programs that address FASD, including rapid screening of sentenced
offenders by the Department of Corrections, expanding residential substance abuse
treatment for pregnant women, and supporting a public relations campaign. Senate
Concurrent Resolution 14 encouraged the development of citizen networks to cre-
ate positive community and social norms for prevention of FASD. It also encour-
aged the Governor to support the use of regional best practices models to address
health and social services challenges with effective and cost-efficient methods.

Alaskan lawmakers are recognizing that with appropriate supports, people with
FASD can live successfully in the community as contributing citizens, and that
support services provide jobs for Alaskan caseworkers, clinicians, assisted living

2Ch.83, SLA 2014 (eff. 07/14/2014); FASD screening codified at AS 33.30.011(4)(c).
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providers, mental health and substance abuse counselors, psychologists and psy-
chiatrists, and others. There is a clear desire to see additional support for FASD-
related issues as part of Alaska’s Smart Justice effort.

Services that Can Effectively Keep Adults with FASD Out
of the Justice System

Support services reduce the likelihood that a person with FASD will come in con-
tact with the correctional system. Housing assistance, employment and training
support, education, counseling and case management, all contribute to an individu-
al’s ability to maintain a stable and productive life (ISER 2009).

Rick Allen, Director of the Alaska Office of Public Advocacy, said that the
number one need for people with FASD is housing:

Somebody has to have basic stability in their lives, and that means a dry, warm place to
sleep, first, and then they have to have food in their belly. And then, if their time can be
occupied with positive things, you can keep people out of trouble ... That’s the whole
principal behind mental health court ... People who have housing first and some sort
of productive thing to do, whether its low-level employment or volunteerism, or what-
ever, that’s a huge factor in reducing recidivism and keeping people moving in a positive
direction.

He said that with such support people living “with pages of misdemeanant con-
victions” suddenly stopped getting in trouble and started reestablishing relation-
ships with family members. “I’ve seen really positive changes, so I know that it’s
possible,” he said (Allen 2014).

Julia Erickson, former case manager and probation officer for the Juneau
Alaska mental health court, named the Coordinated Resources Project, worked
with individuals experiencing mental health and substance abuse disorders, includ-
ing people with FASD. She assisted clients in obtaining housing, food, mental
health care, employment, and other supports that help them remain stable in the
community.

Erickson, a Master’s level mental health clinician and Chemical Dependency
Counselor I, noted that people with FASD were regularly represented in her
caseload of about thirty individuals. While some had an FASD diagnosis, oth-
ers showed indications of prenatal alcohol exposure, including difficult behav-
iors, impulsivity, difficulty concentrating, memory deficits, susceptibility to
victimization, and difficulty understanding the connection between actions and the
consequences.

She believes that too few Juneau agencies provide FASD-informed services,
or are able to take a person with FASD into their caseload. Erickson noted that
not many case workers are trained in interventions for people with extreme behav-
iors, who have difficulty complying with program expectations, such as keep-
ing appointments, taking medications, or complying with the conditions of their
probation/parole.
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Echoing Mr. Allen, Erickson said housing was the primary need for her clients
with FASD. Erickson recommended an FASD-informed assisted living environ-
ment with caregivers who understand and can work with difficult behaviors.

Second, she recommended access to diagnostic services from a qualified
multi-disciplinary team that offers support after the diagnosis, so that individuals
and their families can receive appropriate follow-up, case management, and other
supports.

Third, she recognized specialized caseworkers are needed to assist individu-
als in maintaining stability to reduce the occurrence of crises. For example, her
experience shows that a crisis about a pet can be just as debilitating for her clients
as more traditional problems. Caseworkers help clients fill out applications/paper-
work, make and keep appointments, manage money, give reminders about hygiene
and appropriate social behavior.

She said that help qualifying for benefits is needed because an FASD diagnosis
often fails to translate to accessible services. In Alaska, criteria for eligibility for
Intellectual/Developmental Disability (IDD) services usually require that a person
have an IQ below 70. Not all people with FASD experience low intellectual func-
tioning, requiring a more nuanced application for disability benefits.

Finally, Erickson cited the need to look at delivery of behavioral health services
for people with FASD:

We need resources, but we also need flexibility ... The problems associated with men-
tal illness have been around for a long time. Social workers have known how to work
with the extreme behaviors, as far as medication management, social structuring, and
counseling, etc. An individual with a mental illness can be expected to recover in some
ways. But we haven’t really focused on people with FASD in the same way. We have
this thinking that ‘this diagnosis gets this treatment,” but with FASD, providers don’t
always know what to do with the individuals they are working with. We need a variety
of resources and opportunities, as well as a lot of flexibility for individuals with FASD
(Erickson 2014).

Deb Evensen, MA, and director of Fetal Alcohol Consultation and Training
Services (FACTS) in Alaska, works with adults and children with FASD and
the school districts serving them, as well as conducting training events in and out-
side of Alaska. She believes that people living with FASD are “not hopeless” and
can live stable and productive lives when given the appropriate supports:

With FASD, we can’t change the brain, but we can change the outcome for the person. It’s
not true that people living with FASD are hopeless, or that they can’t learn, because they
can learn, when the right supports are put in place. What’s been the problem is that we’ve
been using strategies that were developed for people who don’t have FASD—people with
mental illness or more typical brains. We use those techniques and they don’t work with
the kinds of brain differences caused by prenatal alcohol exposure. It can’t be a weekly
counseling session or consequences or insight therapy. That’s where we lose them. That’s
why these people fall through the cracks—because we’re not using the right strategies. We
need to listen to them, figure out where they’re stuck, and then provide support to those
parts. It’s always based on what, instead of why (Evensen 2014).
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Support and structure in daily life are key for helping people with FASD live
successfully in the community and stay out of trouble. Teaching what to do instead
of what not to do, or why not to do it is what is important, Evensen said.

“We don’t teach them to ‘get it,” we teach them what to do in their lives and
we provide structured support, and always a number that they can call and some-
one who checks in on them who doesn’t always wait for them to make the call.
We would do the same thing if it was a person with another kind of disability”
(Evensen 2014).

Efforts to Build Supports for Individuals Affected by
an FASD Condition

The movement to address fetal alcohol spectrum disorders is growing across com-
munities, states, provinces, and national borders. A growing body of evidence-
based practices is showing promise for effectively addressing FASD prevention
and intervention in the criminal justice system.

The Substance Abuse and Mental Health Services Administration’s FASD
Center for Excellence and the National Organization On Fetal Alcohol Syndrome
offer research, toolkits, webinars and other resources for supporting people with
FASD who are involved in the justice system.?

In Alaska, many stakeholders are identifying and making steps toward address-
ing FASD in a variety of settings. With funding allocated in the 2015 Fiscal
Year (FY15) from the Alaska State Legislature, the Alaska Mental Health Trust
Authority launched a media campaign designed to raise awareness about not
drinking alcohol during pregnancy. The Alaska Legislature allocated FY15 fund-
ing to the Institute of Circumpolar Health to study the efficacy of pregnancy tests
in bars to raise awareness about the risks involved with drinking alcohol during
pregnancy.

Also, as discussed above, the Legislature passed legislation in 2014 that
directed the Alaska Department of Corrections (DOC) to establish by January
1, 2016 a mechanism for screening for FASD and other brain-based disabilities
within their facilities. The Legislature also directed the department to establish a
culturally-appropriate program that serves people with FASD.

A report produced for DOC in 2014 by Hornby Zeller Associates, Inc., Trust
Beneficiaries in Alaska’s Department of Corrections, recommends Modified
Therapeutic Communities (MTCs) as an appropriate setting for people with
FASD while incarcerated. MTCs are specialized units that keep people with men-
tal illness apart from the general population, using interventions that may include

3Their respective websites are Substance Abuse and Mental Health Services Administration
(SAMHSA), http://www.fasdcenter/samhsa.gov and National Organitzation on Fetal Alcohol
Syndrome (NOFAS), http://www.nofas.org.
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psycho-education, cognitive behavioral treatment, conflict resolution, medication
management, etc.

Within correctional facilities, many researchers recommend the use of integrated treat-
ment models to meet both the mental health and substance abuse needs in a consistent and
comprehensive manner. MTCs are an example of a treatment model that can provide inte-
grated treatment, in addition to aligning with recommendations that mentally ill offenders
be housed in therapeutic environments while incarcerated.

The report also suggests that participants in reentry MTCs experienced “sig-
nificantly less recidivism” than participants who received traditional supervision,
and lists people with FASD and traumatic brain injuries (TBI) as groups that may
benefit from these specialized units.

These populations require both intensive and structured supervision, and Anthony
Wartnik, a retired judge, provides three suggestions to best serve those with FASD who
are being released into their community: (1) live in a group home or facility with a struc-
tured regiment such as when to get up, when to eat, and so forth; (2) get a very structured
job. Part-time is okay. Employment provides people with FASD something regularized
that they need to do every day; (3) create a daily schedule with the individual that will be
overseen by a parent, advocate or Sponsor.

Other recommendations for people with FASD listed in the same report
include: “Working out an agreement for money management; securing safe,
affordable housing or a subsidized residential placement; providing in-home sup-
port to help the individual live as independently as possible; teaching and mod-
eling parenting skills if the individual has children; referring the individual for
specialized vocational training and/or job placements; ensuring medical care;
arranging for a case manager to help individuals with FASD and their families
access necessary services; organizing drug and alcohol treatment for the indi-
vidual, if needed; serving as an advocate to ensure recommendations are imple-
mented; acknowledging the individual’s limitations, strengths and skills; accepting
the FASD-impacted individual’s world” (Hornby Zeller Associates 2014).

The Alaska Mental Health Trust Authority (Trust) has supported efforts to
gather recommendations from stakeholders statewide for strategies to address
FASD. The Trust has provided funding for conferences, training and education,
and advocacy for housing and employment, community services, treatment, and
other supports for people with FASD.

The Alaska Criminal Justice Working Group (CJWG) has focused its efforts
on two main aspects of the criminal justice system: (1) crime prevention and
reduction of recidivism; and (2) efficiencies in the system. The CJWG provides a
forum at the highest level to support Smart Justice initiatives and to examine why
a Smart Justice initiative like the FASD mitigating factor is not being considered
in a meaningful way in Alaska’s courtrooms. The CJWG is able to make credible
recommendations for policies and funding requests that reduce these barriers.

William J. Edwards, Deputy Public Defender, Mental Health Branch, Los
Angeles County Office of the Public Defender recommends lawmakers adopt a
similar statute to that in Minnesota, which includes fetal alcohol spectrum disorder
as a developmental disability. Adopting the Minnesota language could be a first
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step to support individuals with FASD in qualifying for appropriate community
support services (case management, housing and employment assistance, behav-
ioral health support, assisted living, etc.) and reduce the likelihood of their ending
up in the criminal justice system.

Edwards states that even when his client’s IQ is above 70, the client affected
by an FASD condition will usually show low adaptive functioning. This condition
affects a person’s ability to manage normal life tasks like cooking meals, maintain-
ing basic hygiene, navigating public transportation, keeping a job, or managing a
bank account. People with low adaptive functioning can experience brain process-
ing difficulties and behavior problems, resulting in a higher risk for incarceration,
adjudication, homelessness, victimization, and recidivism. Edwards explained in
an interview that for such persons, the key to effective intervention and to reducing
recidivism is life-long support, not increased jail time:

Even though you have a client with an IQ of 100, you still may have very, very low adap-
tive behavior skills, childlike qualities [like] impulse control problems and inability to
learn from their prior mistakes. Simply putting them in jail or prison is not going to deter
future criminal conduct ... The way to reduce recidivism, in my opinion, is to get the
support services that [people with FASD] need to live in the community, and realize that
a lengthy sentence is not going to deter future criminal conduct ... I think the real big
picture is for judges to understand that [for] a person with 108 IQ and low adaptive [func-
tioning], there is a need for life-long guidance and support. This is not a person who we
can simply give medication to and say ‘okay, he or she is going to get better.” It’s brain
damage; it’s permanent (Edwards 2014).

In 2013, a round table of stakeholders sponsored by the Alaska FASD
Partnership discussed strategies for FASD prevention and intervention, screening/
diagnosis, training/education, and data/research. Experts from a variety of back-
grounds and disciplines offered recommendations and informed the Trust about
evidence-based strategies that have shown success in Alaska and other places.
These recommendations included the following:

(1) Parent-Child Assistance Program (PCAP). Support funding to implement
a PCAP program in Alaska that is similar to the highly successful program in
the state of Washington. The program would provide support services to both
pregnant and post-partum women with alcohol addiction/dependency. The
model utilizes intensive case management provided by trained peer mentors
(which is reimbursable for those receiving benefits from the federal Medicaid
program) and does not require “bricks and mortar” because it is a home-vis-
itation program. It is recommended that PCAP be implemented with fidelity
to the Washington program, and that it be implemented in several regions in
Alaska with culturally appropriate considerations.

(2) Screen, Brief Intervention, and Referral to Service (SBIRT). Support
SBIRT and early identification and intervention for substance abuse in the fol-
lowing ways: (1) disseminate SBIRT among Alaskan health professionals and
health professional training programs; (2) reimburse/incentivize the imple-
mentation of SBIRT during all prenatal and well-woman exams in Alaska for
women ages 14—44.
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(3) CHOICES. Integrate the CHOICES program in primary care and behavio-
ral health settings throughout Alaska to identify risk and offer referral to ser-
vices early and support training for CHOICES in regional locations. (Note:
CHOICES is an evidence-based intervention program for women, through the
U.S. Centers For Disease Control (CDC), designed to increase motivation and
commitment to stop drinking alcohol and/or use contraception effectively to
avoid alcohol-related pregnancies. It involves two to four counseling sessions,
plus a contraception counseling session.)

(4) FASD and trauma-informed practices. Support trauma-informed train-
ing and practices in the Division of Juvenile Justice (DJ]J), Department of
Corrections (DOC), Office of Children’s Services (OCS), and Department
of Education and Early Development (DEED). Support community services
that serve people with FASD. Support training and ongoing support for medi-
cal and behavioral health professionals, foster care and adoptive parents, par-
ents, teachers, and people who work in OCS, DJJ, DOC, so they are providing
FASD-informed practices.

©

~

Establish protocols for FASD screening and referral to diagnosis in DOC,
DJJ, OCS. Work with DOC, DJJ, OCS to establish protocols for FASD
screening and referral to diagnosis. Research practices in other states and
Canada.

(6) IDD-capable substance abuse treatment. Support outpatient substance
abuse treatment that is Intellectual/Developmental Disability (IDD)-capable
immediately to women of childbearing age who have an IDD and are cur-
rently, or at-risk of, becoming pregnant. Treatment should include residential
treatment that is family-friendly and trauma-informed. Consider collabora-
tions with tribal organizations that have existing resources that can be grown
if they are willing to expand.

(7) FASD public awareness campaign. Support funding to implement a compre-
hensive statewide public awareness campaign that educates citizens about “no
safe amount of alcohol during pregnancy” and asks the question “is it worth the
risk?” Include in the campaign that drinkers who are not alcoholics are also at
risk, even if they occasionally binge drink or drink moderately during pregnancy.

(8) Expand capacity to diagnose in Alaska. (1) Provide existing diagnostic
teams with adequate resources to increase number of diagnoses per year; (2)
develop screening and diagnostic capabilities in un-served or underserved
communities through mechanisms such as travelling diagnostic teams to sup-
port local professionals; and, 3) increase outreach to referral sources.

C

~

Expand FASD Into Action and Families Moving Forward training. Support
funding for FASD Into Action and Families Moving Forward training that
reaches across professional disciplines (such as corrections, courts, juvenile
justice, child welfare and education/early development), is culturally appro-
priate, and includes a strategy to provide affordable training for parents.
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(10) Evaluate Alaska’s FASD diagnostic data. The evaluation should include
how much service Alaska has provided, with demographics; evaluate the
quality of services and fidelity to the 4-digit FASD diagnostic model devel-
oped by the University of Washington Fetal Alcohol and Drug Unit, customer
satisfaction, and access to timely services, to discover how the diagnosis
has helped support long-term outcomes.

FASD-informed supports require substantial funding and training and hiring
staff that are informed about FASD, and having such supports in Alaska’s vast
rural areas is a particular challenge. Unfortunately, if supports are not available,
many adults with an FASD condition will continue to become involved with the
criminal justice system, including felony crimes that trigger the presumptive sen-
tencing laws now in effect in Alaska. As stated by Canadian Judge Mary Ellen
Turpel-LaFond at a 2008 Whitehorse, Yukon Territory conference concerning
FASD and the justice system, there is a need to understand persons with an FASD
condition “and keep them out of the justice system and to ensure that the justice
system is not used as a substitute for appropriate social services and supports for
some of the most vulnerable citizens” (Fraser 2008).

Background for the Need for a Statutory FASD Mitigating
Factor in Alaska Sentencing Law

The intent underlying Alaska’s sentencing structure, that people will modify their
behaviors based on the criminal justice system’s response to their crimes, is not
usually met when the current presumptive sentencing ranges are applied to indi-
viduals with FASD. The disabilities on the FASD spectrum most often manifest
as deficits in executive function, which can result in impaired adaptive behavior,
memory difficulties, inability to plan, and failure to recognize the consequences of
actions (Streissguth 1996). Advocates believe it is important for the courts to take
these deficits into account during sentencing. Neither the offender, nor society,
benefits from holding individuals with FASD to community standards they cannot
attain (Jeffery 2010).

Pre-2012 sentencing laws in Alaska did not provide the flexibility needed to
address these needs; a statutory change was critical. The pre-2012 statutory frame-
work for felony sentencing still exists today. For example, a defendant in a serious
(class “A” felony) drug or property crime offense faces a maximum of 20 years
of jail time (Alaska Statute 12.55.125 (c), 2014 ed.). Even if the person has no
prior felonies, the presumptive sentence must be between five and eight years.
If the person has two or more prior felonies, the presumptive sentence becomes
15-20 years of jail time (Alaska Statute 12.55.125 (c) (3, 4), 2014 ed.). The sen-
tencing law also provides that if a mitigating factor is shown by clear and con-
vincing evidence, then the jail time can be reduced to as little as two and one-half
years for a first offender, and seven and one-half years for an offender with two
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prior felonies (Alaska Statute 12.55.125(c) 2014 ed.). The pre-2012 law did not
have a mitigating factor that applied to defendents with an FASD condition. The
new FASD mitigating factor corrects this unfairness, at least for non-assaultive
crimes to which the new mitigating factor applies.

Judge Michael I. Jeffery, an Alaska Superior Court Judge in Barrow for
32 years, experienced how the pre-2012 version of the sentencing laws did not
allow for accommodation for a defendant diagnosed with an FASD condition. He
presided over a felony case in 1990 in which the defendant had been evaluated and
confirmed by a medical provider as having an FASD condition. The defendant had
a prior felony and faced a presumptive term. His attorney requested consideration
of a “non-statutory mitigating factor,” arguing that it would be manifestly unjust
to sentence the defendant without considering his FASD condition. Judge Jeffery
agreed and directed referral to a “three-judge sentencing panel” (Alaska Statute
12.55.175 2014 ed.).

The three-judge sentencing panel did not agree and declined the opportunity to
sentence the defendant without reference to presumptive sentencing and returned
the case to Judge Jeffery for imposition of the presumptive term. Judge Jeffery
recalls that the panel commented that the Legislature “had already spoken on the
issue of mental conditions affecting sentencing and that FASD did not fit the exist-
ing law.” The Alaska Court of Appeals affirmed the three-judge panel’s decision
(State v. Leavitt 1992).

Years later, as a member of the Alaska Criminal Justice Assessment
Commission,* Judge Jeffery successfully advocated for one of the commission’s
2000 legislative recommendations that “the legislature create a statutory mitigat-
ing factor for use at criminal sentencing, recognizing when the wrongful conduct
was substantially affected by an organic brain disorder” (Alaska Criminal Justice
Assessment Commission 2000). Passage of Senate Bill 151, the FASD mitigating
factor bill introduced 12 years later, finally implemented this recommendation.

Both the Canadian Bar Association (CBA) and the American Bar Association
(ABA), the national organizations representing attorneys and judges in both
Canada and the USA, have recognized the need for such adjustments in the law. In
2010, the CBA passed a resolution at its annual meeting recommending the CBA
support “access to justice for people with FASD and [to] urge all levels of gov-
ernment to allocate additional resources for alternatives to the current practices of
criminalizing individuals with FASD.” The resolution supported efforts to “prevent
persistent overrepresentation of FASD-affected individuals in the criminal

“The Alaska Criminal Justice Assessment Commission (CJAC) was created in 1997 when
the National Institute of Corrections selected the State of Alaska to participate in the federally
funded Criminal Justice System Project. The Governor’s Criminal Justice Cabinet sought partici-
pation in the project to study the problem of prison overcrowding. Its goal was to bring together
legislators and representatives from across the criminal justice system spectrum and members of
the public to participate in the review and to collectively develop recommendations to alleviate
the problem.
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justice system” and to “amend criminal sentencing laws to accommodate the dis-
ability of those with FASD” (Canadian Bar Association 2010).

This resolution inspired advocates at the ABA. During its August 2012 annual
meeting, and with support from numerous national organizations, including its
own judicial division, the ABA House of Delegates unanimously passed ABA
Resolution 112B. The resolution stated that: *“... the American Bar Association
urges lawyers and judges, as well as bar associations and law school clinical pro-
grams, to ... work with medical, mental health, and FASD disability experts to
promote ... applying FASD as a mitigating factor in the mitigation of juvenile
justice and criminal sentencing ... and [consider] alternatives to incarceration that
reduce recidivism” (American Bar Association 2012).

The Hornby Zeller study indicated that the Alaska Department of Corrections
(DOC) is the number one mental health care provider in the state (Hornby Zeller
Associates 2014). Presentations and public testimony at legislative hearings
since 2009 have suggested that DOC would benefit from providing alternative
interventions for people with mental health and substance abuse disorders as a
way to reduce recidivism. Former DOC Commissioner Joe Schmidt and Deputy
Commissioner Carmen Gutierrez regularly reported to legislators that DOC had a
“captive audience” and should be implementing evidence-based interventions that
increase the likelihood of rehabilitation.

Overview of Alaska Legislation Establishing a New
Mitigating Factor for FASD

In 2012, Alaska was the first U.S. state to explicitly recognize FASD as an avail-
able mitigating factor for sentencing in certain felony crimes when the burden of
proof required by the law has been met. The bill’s sponsor collaborated with stake-
holders to craft a bill that would address the large number of people in the criminal
justice system that are affected by FASD. The Alaska State Legislature unani-
mously passed Senate Bill 151, Fetal Alcohol Spectrum Disorder as a Mitigator,
on April 15, 2012, and it became law on September 19, 2012.

A “mitigating factor” in the current Alaska sentencing law is a potential justifi-
cation for lowering jail time below what would otherwise be mandated by statute.
Like other mitigating factors, the FASD mitigator must be shown to exist by “clear
and convincing evidence” (Alaska Statute 12.55.155(f)(1) 2014 ed.).

The FASD mitigating factor affords judges limited flexibility to reduce jail time
for people with FASD in certain cases where there is clear and convincing evi-
dence that the “defendant committed [an] offence while suffering from a condition
diagnosed as a fetal alcohol spectrum disorder, the fetal alcohol spectrum disorder
substantially impaired the defendant’s judgment, behavior, capacity to recognize
reality, or ability to cope with the ordinary demands of life, and the fetal alcohol
spectrum disorder, though insufficient to constitute a complete defense, signifi-
cantly affected the defendant’s conduct.”
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The statute defines a fetal alcohol spectrum disorder as “a condition of
impaired brain function in the range of permanent birth defects caused by maternal
consumption of alcohol during pregnancy.”

Alaska’s law does not require a judge to use this or any other mitigating factor
to actually reduce a sentence and does not automatically adjust a presumptive sen-
tence, even when the defendant has met his or her burden of proof. When a mini-
mum presumptive term is more than four years, the potential jail time reduction is
up to one-half of the minimum presumptive term (Alaska Statute 12.55.155(a)(2)
2014 ed.). As discussed above, the potential jail time reduction for a serious drug
or property crime conviction could be as much as 7.5 years.

Designing the Language of the Bill

The FASD mitigating factor legislation was developed by a dedicated legislator
and a diverse working group of advocates. Alaska State Senator Kevin Meyer
became interested FASD issues after adopting a daughter from Russia who was
diagnosed with the disability. He regularly attended FASD rallies and events and
introduced a resolution for many years in the Legislature proclaiming September
9th as FASD Awareness Day. In 2012, he introduced and saw passed, Senate Bill
127, which permanently established September 9th as FASD Awareness Day in
Alaska.

Inspiration and critical support for this bill came from a coalition of individu-
als, organizations and state agencies organized by the Alaska FASD Partnership.’
Formed in early 2010 and staffed by the Alaska Mental Health Board and
Advisory Board on Alcoholism and Drug Abuse, the Partnership has an active
Steering Committee that guides the organization, and a number of workgroups. In
2011, the FASD and the Legal System workgroup had determined the FASD miti-
gating factor issue to be one of its priorities for action. When Senator Meyer
expressed interest in introducing legislation that would help Alaskans affected by
FASD, the Partnership suggested the idea of establishing the mitigating factor in
the felony sentencing law, and Senator Meyer agreed. The workgroup collaborated
with the Senator’s office to recruit representatives from a variety of disciplines to
assist with drafting the law and advocating for it.% After excluding assaultive cases
from the mitigating factor as it had done with several other statutory mitigating
factors, the Legislature passed the bill unanimously and it became law.

Senator Meyer provided useful comments about effective methods to obtain
such a result. He believed that the support of FASD advocates was key in helping

SWebsite is http://dhss.gov/adada/Pages/fasd.aspx.

%The workgroup for the FASD mitigating factor legislation included representatives from the
Disability Law Center of Alaska, Advisory Board on Alcoholism and Drug Abuse, FASD Legal
Issues Resource Center at the University of Washington, Washington State FAS Diagnostic and
Prevention Network, an Alaska Superior Court, and others.
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gain legislator approval. “As it went through the process, the phone calls, emails,
the testimony, and those who could come down to Juneau, really provided us with
a great wealth of information, and educated legislators on FASD. I think testifying
on the bill itself and explaining some of the unknowns ... really helped a lot,” he
said in the interview for this publication. While most legislators knew about FASD
and were sympathetic to it, the education piece provided by advocates helped
legislators understand the deeper complexities of the disability and make more
informed decisions.

The senator noted his colleagues’ concern about mitigating factors being “soft
on crime.” In an interview, Senator Meyer stated that “[o]ver the last couple years
we’ve been changing our attitude a little on that, which I think is a great idea ...
The fact is, kids and adults with FASD don’t necessarily process normally, and
putting them in jail is not really helping them process right from wrong. In fact,
it may be that you’re making it worse ... A lot of people with FASD just need the
constant reminder. If we can do that instead of putting them in jail ... society is a
lot better off and certainly the people with FASD are” (Meyer 2014).

Implementation of the FASD Mitigating Factor

Alaska’s FASD mitigating factor provides an important tool for a cost-effective
approach to sentencing in felony cases. The current sentencing laws incorporate
a system of jail sentences applicable to even minor felonies and which become far
more onerous, and expensive for the state, if a person has one or more prior felo-
nies. As discussed above, a defendant with low adaptive functioning, poor impulse
control, and little concern for consequences can easily generate a felony of multi-
ple convictions. The defendant may be faced with a minimum presumptive term
of 15 years in a serious drug or property sentencing. Application of a mitigating
factor can reduce the sentence by as much as seven and one-half years, which can
lead to earlier availability of cost-effective services, such as intensive case man-
agement and probation/parole supervision.

Why the FASD Mitigating Factor Has Been Rarely
Proposed Since Its Passage

At the time of this writing, two years have passed since the FASD mitigating fac-
tor became law in Alaska. In July 2014, twelve Alaskan Superior Court judges rep-
resenting each of the state’s four judicial districts, and whose caseload includes
sentencing in felony cases, were surveyed. The findings revealed that none of
these judges had seen the mitigator argued. Doug Wooliver, Deputy Administrative
Director for the Alaska Court System, said almost all the judges surveyed
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indicated they ‘“‘suspected the reasons it is not used are that few attorneys are
aware of it, and that few defendants have an actual diagnosis” (Wooliver 2014).

Judge Jeffery noted a felony case in his court in which the prosecuting and
defence attorneys agreed to the mitigating factor as part of a plea bargain, but the
case was a felony assault which is the type of crime that the Legislature had spe-
cifically excluded from application of the law.

One Juneau Superior Court Judge saw the FASD mitigating factor applied in
one case, but expressed frustration about the lack of resources for referral outside
the corrections system, and effectively “could not do much” with the mitigating
factor (Pallenberg 2014).

Quinlan Steiner, Public Defender for the State of Alaska, noted concern among
defense attorneys about the expense and difficulty of obtaining an FASD diagno-
sis. He stated that “if attorneys are unable to adequately identify the need to seek
a diagnosis, the application of the mitigator will be limited to cases where a diag-
nosis has already been made. And due to [the] expense and complexity of this pro-
cess, a preexisting diagnosis is not always available,” he said.

Mr. Steiner also noted “potential concerns” with proposing the mitigator where
support services are not available, or in cases where FASD is considered untreatable:
“Some attorneys are concerned that their client will be treated more harshly at sen-
tencing under the theory there is no rehabilitative program that can address their cli-
ent’s needs” (Steiner 2014). Rick Allen, Director of the Office of Public Advocacy,
added that defense attorneys could be hesitant to introduce the mitigating factor
fearing the judge may assume the client with an organic brain injury “is less likely to
be rehabilitated and will continue to be a danger to the public” (Allen 2014).

John Skidmore, Director of the Criminal Division for the Alaska Department
of Law, commented, “I understand their standpoint, they’re saying if the judge
doesn’t know much about (FASD) they’re not sure that the judge would be able
to give it the weight that they think they should, and impose a sentence that they
think would be appropriate.” He noted that prosecutors don’t assert mitigating fac-
tors and it hasn’t come up in discussions with his colleagues (Skidmore 2014).

At the 2008 Whitehorse “Path to Justice” conference regarding FASD and
the legal system, participants discussed that the limited time justice profession-
als spend with clients is an important factor inhibiting the use of more creative
approaches for clients affected by FASD. The conference report reflected the
extreme difficulties faced by persons affected by FASD when dealing with justice
system professionals:

It often takes more time than professionals have to clearly communicate with individuals
with FASD to ensure they understand what is said to them. Also, some behavioral char-
acteristics associated with FASD are sometimes seen by justice professionals as behavior
that suggests disobedience, noncompliance or aggressiveness. If justice professionals are
not aware how FASD may impact an individual, they may not want to get to know their
client or work with them any more than the basic minimum to “get by” (Fraser 2008).

Clearly, there are complex reasons for not seeing the mitigator applied.
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Strategies to Support Application of the Mitigating Factor

Rick Allen suggested that judges would likely be better persuaded to support the
mitigator if criminal defense attorneys presented a plan that involved helping the
defendant get housing, basic employment, treatment, and other supports. “If [the
judge] knew ... we were going to keep them occupied with healthy activities and
keep them doing the things they need to be doing to stay out of trouble, I think that
would be reassuring to everybody.”

Allen recommended open dialog where “everybody is educating themselves”
about FASD and appropriate interventions. He noted that while many judges
understand the complexities of working with defendants with disabilities, there are
others who have only practiced corporate law before coming to the bench and may
not have the deeper understanding of the ways people with FASD (and other dis-
abilities) can be accommodated for successful outcomes. “Lawyers need to feel
comfortable that judges ... care about this and have done the research,” he said
(Allen 2014).

Quinlan Steiner agreed, “Education is needed so judges and attorneys under-
stand what services are available and what can be done to help people live pro-
ductively” (Steiner 2014). The Public Defender Agency has arranged for a “social
services specialist” staff person at its office in Bethel, Alaska to develop local
alternatives to incarceration for adults and detention of juveniles.

California public defender William J. Edwards has defended and litigated on
behalf of clients with FASD since 2000. He raises ethical issues about crafting
sentences for persons affected by an FASD condition. He argues that people with
FASD who so often have poor judgment and low adaptive functioning may also
have a lower level of culpability. He suggests that instead of prison or jail, people
with FASD, like people with other disabilities, need supportive services to remain
stable, productive, and crime-free in the community.

Edwards recommends educating disability lawyers so they better understand
the problem, and consider competency and litigation issues. “There are a lot of
cases out there that talk about ineffective assistance of counsel for not identifying
FASD as a mitigating factor,” he said. “If it’s in statute, I think we have a duty to
raise it.”

Edwards stresses the importance of identifying FASD as a developmental dis-
ability in statute so that people with FASD are offered appropriate, disability-
informed consequences. He noted that courts and disability law organizations
often don’t consider FASD because “they’re looking for people with IQs lower
than 70.” Most of Edwards’ clients with FASD have an IQ higher than 70, he said,
but still have low adaptive functioning, which leads to an inability to accomplish
normal day to day life tasks, such paying rent, keeping a job, etc.
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Reforming or Eliminating the Need for the FASD
Mitigating Factor

Alaska’s FASD legislated mitigating factor can serve as a model in many ways for
other jurisdictions with similar presumptive sentencing laws. The credibility and
political attractiveness of the mitigating factor are enhanced by a medically-cor-
rect legal definition of “fetal alcohol spectrum disorder”” which includes a range of
conditions. The law clarifies that only people with FASD conditions that are severe
enough to warrant such protection are included, a requirement that the defendant
show that he or she has an FASD condition of this severity, and that the condition
“significantly affected” the criminal conduct in the incident under consideration.

The requirement of proof “by clear and convincing evidence” presents a diffi-
cult hurdle, but this burden of proof is embedded in Alaska’s presumptive sentenc-
ing law and has little chance of being changed. Perhaps a lower burden of proof
(by a preponderance of the evidence) would be more appropriate to at least allow
the judge and the parties involved in the case to further evaluate whether applica-
tion of the mitigating factor would meet the sentencing goals of the jurisdiction.

The provision banning consideration of the FASD mitigating factor in assault
cases was a political necessity in order for the bill to pass the Legislature. But the
dysfunctions caused by an FASD condition can lead to comparatively minor fel-
ony assaults, which nonetheless can trigger severe sanctions. The promise of an
FASD mitigating factor would be enhanced by eliminating the blanket prohibition
on consideration of the mitigating factor in all assaultive crimes to allow consid-
eration of the applicability of the mitigating factor on a case-by-case basis.

But what if a jurisdiction did not need a mitigating factor at all? Mitigating fac-
tors are part of presumptive sentencing legislation that requires certain sentencing
ranges for serious crimes. Then-Chief Justice Walter L. Carpeneti in his 2012 State
of the Judiciary address compared the current situation in which prosecuting and
defense attorneys reach plea bargains in almost all the criminal cases that include
the jail sentence and may include the specific probation conditions. The judge sim-
ply approves the sentence or refuses to, and not approving a plea bargain is very
unusual.

Chief Justice Carpeneti contrasted this system with “open sentencing,” which
allows active involvement of the judiciary in the sentencing process that he expe-
rienced while a practicing attorney before his appointment to the bench. He
acknowledged that over the last thirty years, substantial research has become
available about what response is most effective in actually reducing community
problems and expense of recidivism. This research was not available when the pre-
sumptive sentencing law in Alaska was first implemented. Now we know that a
“one size fits all” approach in sentencing is not the answer:

We must give judges and others involved in sentencing the tools to distinguish those who
pose the greatest risk of recidivism from those who don’t, and we must empower them
to respond accordingly. And I hope you will consider restoring the judge’s proper role in
sentencing decisions. When we have a talented and experienced judiciary that has been
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carefully selected to make the tough decisions in our justice system, and when we know
that effective sentencing requires a close fit between the sanctions imposed and an indi-
vidual offender’s risks and needs, it makes little sense to set narrow ranges in advance and
leave all the vital work of crafting appropriate sentences to others. Judges are a valuable
resource, and they can and should play a strong role in implementing ‘Smart Justice’ prin-
ciples (Carpeneti 2012).

The best result is a flexible sentencing system that reduces recidivism and pro-
vides more effective, humane treatment of all offenders so that an FASD miti-
gating factor statute is not needed. Instead, the persons involved in a sentencing
hearing can simply present all relevant information (including the challenges from
an FASD condition) to the judge for use in imposing the appropriate mix of jail
time and community supervision for that particular offender.

Conclusion

People with an FASD condition or similar brain-based disorders have special-
ized needs apart from what people with Intellectual/Developmental Disabilities
or Severe Mental Illness need. Angry outbursts, impulsivity, stealing, trespassing,
committing assaults under the influence of alcohol or drugs, lack of appropriate
hygiene, homelessness, criminal involvement, etc., are some of the behaviors legal
professionals face when working with prenatally-exposed individuals. Yet experi-
ence has shown that with sufficient long-term (or even life-long) supports, these
negative outcomes can be sharply reduced or even avoided altogether.

Communities and organizations that encourage trauma-informed FASD sup-
ports are more likely to see fewer crimes committed, and fewer public dollars
spent on expensive prison beds and emergency services (Institute of Social and
Economic Research (ISER) 2009).

As Alaskan lawmakers, agencies, and concerned individuals continue to sup-
port Smart Justice initiatives, as public advocates continue to hold awareness
events and conduct organized trips to the Capitol to educate policymakers, as
providers continue to learn the nuances of serving people with prenatal alcohol
exposure and adapt their practices to be “trauma-informed” and to better serve
clients individually according to the specifics of their disability, as parents and
teachers understand the disability and make the appropriate accommodations
to reduce the likelihood of developing secondary disabilities, and as courts and
legal professionals become more informed about FASD and available services
in the community, then Alaskans will be able to say they are making solid pro-
gress in reducing the barriers and increasing the successes for serving people
with FASD.

Adequate and life-long supports for persons affected by FASD will forestall
their involvement in the criminal justice system and avoid victimization with the
inevitable heartaches and huge expense involved. This goal must be primary in
addressing FASD.
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However, when the criminal justice system must deal with a situation involv-
ing a presumptive sentence of a person affected by FASD, then a mitigating factor
such as the statute in Alaska becomes vitally important. Experience has shown that
the defense team must develop a plan for support services after any jail time in
order to effectively advocate for an actual reduction of the jail time. When judges
and attorneys feel confident about the availability of services and programs to ade-
quately serve people with FASD, then we will likely see more frequent application
of the FASD mitigating factor in Alaskan courts.

Furthermore, having more flexibility in sentencing by the elimination of pre-
sumptive terms (for all but the most serious cases) so that judges have more dis-
cretion is essential. This will eliminate the need for this type of statute in favor of
presenting the individualized factors (including mental health conditions) regard-
ing a defendant during the sentencing hearing to allow the judicial officer to craft a
sentence that complies with legislative sentencing goals for the particular offender.
Whether from a mitigating factor or from new legislation, allowing earlier jail
release with adequate supports will implement Smart Justice practices and bring
the many benefits to any jurisdiction using it.
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FASD & Justice: The Ethical Case

for Effective Training and Knowledge
Mobilization Practices for Frontline Justice
Professionals in Canada

Michelle Stewart

Introduction

This book represents a cross-section of chapters focused on legal and ethi-
cal issues in the area of Fetal Alcohol Spectrum Disorder (FASD). This chapter
will contribute to the volume by focusing directly on the role of justice profes-
sionals and their experiences working with individuals that have FASD. Although
FASD is first and foremost a health issue, it is a consideration in the justice sys-
tem because individuals with FASD have contact as victims, witnesses and offend-
ers. In what follows, I will present qualitative research findings from working with
frontline members of the justice sector and community organizations. This chapter
will draw on research to argue that there is an ethical need, and indeed an obliga-
tion, for appropriate training to better prepare police to work with clients that have
FASD. By illustrating the ways in which many frontline workers misunderstand
FASD, coupled with the stigma associated to FASD, this chapter argues that indi-
viduals with FASD have unique needs and the stakes in the justice system are sim-
ply too high to not have appropriate training in place to meet those needs.

Police agencies and researchers are turning attention to the encounters between
frontline officers and individuals with mental health issues (Wilson-Bates 2008;
Vancouver Police Department 2013) and cognitive challenges including brain
injuries (Togher et al. 2004) and FASD (Stewart and Glowatski 2014). Similarly,
researchers (Steadman et al. 2009) and policy-makers are becoming increasingly
aware of prison populations that are filling up with individuals with cognitive chal-
lenges and brain injuries (Williams et al. 2010). Fast and Conry (2009) found that
within a Canadian correctional setting 10 % of the population had FASD and 18 %
was suspected to have FASD. Despite concerns raised about the rise in margin-
alized peoples having increased police and prison contact, there is relatively lit-
tle research that focuses on how frontline police understand clients with different
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cognitive abilities. This research project draws on nearly 100 interviews with jus-
tice professionals and community workers with particular attention to the need for
increased training in the area of FASD.

As a researcher focused on the ways marginalized individuals are understood
in the criminal justice system, I see the legal and the ethical as deeply entan-
gled. My goal in this chapter is to illustrate how these entanglements might be
tackled, through collaborative work and effective practices to mobilize accurate
information about FASD. FASD is a stigmatized condition that is often misun-
derstood—these misunderstandings can directly impact the lives of marginalized
individuals through negative justice outcomes. This chapter presents an ethical
case for increased training in the name of social justice for those living with
FASD.

Background
FASD and the Justice System

As has been outlined in other chapters, FASD is an umbrella term used to describe
a wide range of impacts that result from maternal drinking. Researchers argue that
alcohol is a teratogen and, for expecting mothers, it can have negative impacts on
the developing fetus (Guralnick 2000) including physical, behavioural and cog-
nitive outcomes. Jones and Smith (1973) are most cited and recognized for their
early work on the impacts of alcohol during pregnancy. Over the past 40 years,
research on FASD has expanded beyond paediatrics (Jones and Smith 1973;
Lemoine et al. 1968) to include research on more culturally-appropriate preven-
tion practices (Salmon and Clarren 2011) and innovative practices in the area of
women’s health (Rutman 2013; Poole 2011). Other research has investigated the
construction of FASD, associated risk categories, and their impacts on the lives of
women (Drabble et al. 2011; Armstrong 2003).

Oldani’s (2009) work in Manitoba Canada argues FASD can follow a “racial-
ized script” in the areas of treatment and management. He argues that “white,
mainstream Canadian children” are more likely diagnosed with ADHD whereas
Aboriginal and First Nations children are more likely treated as having FASD.
These differing practices have impacts in the area of medical treatment; I would
extend his work to argue those different treatments can transfer to police settings
as those with FASD are understood to be at a higher risk for negative contact with
police. Here we also face a troubling situation in which a health condition, cou-
pled with racialized practices, moves into the justice sector. Although researchers
are investigating FASD and the justice system, much of this work takes place after
arrest or negative contact (Fast and Conry 2004; Sinclair 2004; Cox et al. 2008;
Fast and Conry 2009; Gagnier et al. 2011). Popova et al. (2011) conclude, “there
is an urgent need to raise awareness not only about the prevalence of FASD in
the criminal justice system and the disabilities associated with FASD, but also the
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appropriate responses necessary to reduce the pervasiveness of this disorder in this
setting” (Popova et al. 2011, p. 339). There is a need to expand research in the jus-
tice sector and to work together to create critical capacity and better understanding
of this disability from the frontline police through the courts, and into the prisons.

Stigma

FASD is a highly stigmatized condition in many sectors including justice. Similar
to mental health or a cognitive disability, those with FASD experience discrimina-
tion in part because of misunderstandings of the condition and these misunder-
standings can negatively impact the lives of individuals. Researchers argue that
stigma can produce barriers when it comes to accessing care and services (Church
et al. 2001; Smith and Marshall 2007). Canada FASD Research Network has
argued for education and outreach campaigns that are aware of the underlying
stigma (Canada FASD Research Network 2011!). Research on FASD and stigma
has shown that individuals with FASD, and women who drink when pregnant, can
experience stigma. This stigma can produce barriers (to accessing care) for expect-
ant mothers who might need assistance leading one report to recommend: “Careful
planning is required to avoid unnecessary repercussions for women who drink
alcohol and for families affected by FASD” (Burgoyne 2005). The role of stigma
cannot be overstated when discussing appropriate interventions, prevention and
care practices for those with FASD. As a marginalized group there is a need to
think carefully and creatively to provide the accommodation in service individuals
are entitled to by law.

Research on Police Training

Prior to discussing the research findings I will offer a short overview of the
literature on training which will be taken up again when analyzing interview mate-
rial. Over the past 30 years, considerable attention has been paid to the science
of training including texts focused on efficacy and evaluation (Salas and Cannon-
Bowers 2001). Klinger (2012) discussed the role of police training as a mechanism
to ensure transparency and accountability in police practice. In this chapter, the
notion of accountability will be blended with the notion of ethical obligation. In
addition to the need for accountability, there is also a need to establish training
practices that are effective, and where efficacy can be tested through officer buy-in.

Thttp://fasdprevention.wordpress.com/2011/04/20/thinking-about-fear-based-vs-support-based-
awareness-campaigns/.
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Martinez (2012) discusses how “hands-on” training best resonates with officers.
Despite the research on police training, Klinger (2012) argues “little research has
been undertaken that carefully examines the effects of police training on offic-
er’s behavior in the field” (Klinger 2012, p. 120). Given the high costs of train-
ing (Cordner and Shain 2011) and the relative lack of research on police training,
researchers should be mindful when officers indicate that their training does not
resonate as it marks not only a loss of investment but also indicates that learned
practices may not be implemented. This is an especially important consideration
when discussing training practices that focus on training police to work with vul-
nerable subjects.

In most locations, police officers are subjected to a formal training process
in a policing academy to understand normative police behavior (Conti 2011).
As Karp and Stenmark (2011) discuss, police training blends new approaches
to police work (innovation) with traditional policing expectations, which can be
contradictory forces at times. Accordingly police must navigate the historical
expectations of their organization and the new challenges they face in the com-
munity. Following this formal training period officers are expected to attend in-
service trainings; this is coupled with the ongoing need for police to continue to
professionally develop on their own (Kordaczuk-Was and Sosnowksi 2011). This
obligation to ongoing training, coupled with the challenge to be innovative and
voluntarily professionalize, will be taken up in the findings section. The obligation
to self-train should be considered with recent research that found that the majority
of officers reported an interest in professional development that included formal-
training and self-development (Kordaczuk-Was and Sosnowksi 2011).

In their review of police perceptions of training, Schulenberg and Warren
(2009) include both formal and informal mechanisms of training as central to
policing practices. As most officers are expected to respond to situations as they
happen, there is a need for informal networks, as well as effective feedback. Snook
et al. (2012) reported that police officers are keen to receive critical feedback from
supervisors as they become trained in particular skills. Research published by the
Federal Bureau of Investigation (McDermott and Hulse 2012) indicates that junior
police officers benefit from a blend of positive feedback when they are performing
well and corrective feedback when they are underperforming.

It is well understood that police are often expected to engage in crisis man-
agement and to work with diverse populations with specialized needs. Bard and
Berkowitz articulated in 1967, “[I]ndeed, it has been estimated that 90 per cent
of a policeman’s [sic] function is in activities unrelated to crime control or law
enforcement” (Bard and Berkowitz 1967, p. 315). Bard and Berkowitz were pro-
moting a police training program in family crisis intervention. This approach to
train police in crisis management, they argued, was not intended to turn police
officers into mental health workers. Rather, it was intended to help police be
better equipped to do the work they were already doing at the front-line (Meyer
et al. 2009). These findings were supported by similar work conducted by Pearce
and Snortum (1983) in which officers trained in crisis intervention felt they
had better handled cases following their training. More recently, research on
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crisis intervention training found that police who attended this specialized training
reported being more equipped to manage someone with mental health issues after
taking the specialized training (Ritter et al. 2010).

This chapter makes a similar case for specialized training on FASD for offic-
ers. This training could also be modified to have broader applications for police
encounters with individuals with Acquired Brain Injuries and other cognitive chal-
lenges. A lack of training for this group of clients with particular needs might be
seen as unethical if one considers the potential negative outcome they might suffer
because of a cognitive disability. That being said, police must balance this particu-
lar training need relative to the many other training requirements. As this is a bal-
ancing act, my goal is to make an ethical case for more training which is informed
by research with frontline justice professionals including police officers. The fol-
lowing section will present qualitative research methods and findings as they relate
to stigma and need for further training.

Research Findings

Methods

Findings and recommendations in this chapter are based on nearly 100 interviews
with justice professionals and community workers from a cross-section of metro-
politan, medium, small and remote police stations in Saskatchewan, a Canadian
province with a population of one million. Interview questions (see Appendix A)
focused on how police (and other justice professionals) gain understandings
of FASD. For the purposes of this chapter, I will focus primarily on the police
interviews.

Interviews were conducted with municipal police and the Royal Canadian
Mounted Police (RCMP). The RCMP are the national police force, and the cadet
training centre is located in Regina, Saskatchewan. The RCMP are responsible for
provincial policing in the province including most rural and small communities (of
less than 15,000 people). In the larger cities, there are municipal police forces. To
account for different policing experiences, both RCMP and municipal police were
interviewed. For an overview of policing demographics in Canada see Table 1.

Permission to conduct research with police was secured through police leader-
ship. This body facilitated access to police stations based on criteria provided by
the researcher to include a cross-section of police offices including: rural, small,
medium and urban settings. A total of eight locations were visited and 34 inter-
views were conducted with frontline police in these locations. Interviews were
conducted on site in a private location. Although each officer was on shift, and a
frontline worker, all 34 interviews were completed in one sitting. All officers were
consented, and interviews were recorded. A semi-structured interview guide was
used to collect comparable data. The average interview time was approximately
15 min.
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Table 1 Populations and Policing in Canada and Saskatchewan

Canada Saskatchewan | Source
Total Population | 34,880,500 | 1,080,000 Statistics Canada, (2012)
RCMP Officers |29,235 1,393 Royal Canadian Mounted Police, (2012);

Government of Saskatchewan, (2012)

Municipal Police | 40,636 1,033 Burczycka, (2012)
Officers
Total Number of | 69,539 2,298 Statistics Canada, (2012); Burczycka, (2012)
Officers

Source: Glowatski, K (2013)

Regarding the demographics of the interviewees: all officers were classified as
frontline staff and had 9.2 average years of service. Most officers were seasoned
and our sample included officers with over 25 years of experience, and rookies
who did the interview during their first day on the job. Most interviewees were
men, which is reflective of the overall demographic in the profession. Burczycka
(2012) reported that upwards of 80 % of Canadian police officers are men. Most
of our interviewees were from Saskatchewan but some did have experience polic-
ing in other locations in Canada.

The following section will discuss key findings of the research as it relates to
the legal and ethical issues surrounding FASD to include: (1) an overview of the
baseline knowledge officers have of FASD along with their perceptions surround-
ing prevalence, (2) stigma and the negative connotation officers have of FASD,
and (3) discussion about the need for dedicated FASD training and specific ideas
officers have about training.

Officer Knowledge and Prevalence of FASD

Prior to conducting interviews we were cautioned that frontline police might have
little knowledge of FASD. However, our interviews revealed that most officers
had a baseline understanding of FASD. Most officers could describe elements of
the condition including: FASD is the result of maternal drinking, impacts are life-
long and can including cognitive challenges. During the course of the interviews,
we came to find out that many officers did not recall elaborate formal training on
FASD, but rather acquired much of their understandings from ‘“hands on” expe-
riences and/or discussion with fellow officers. We were often told about informal
exchanges after an incident with a client or casual conversations. One officer com-
mented that “anything you come across with this, you kind of share, over a coffee
or conversation.” It is good that there is active discussion about FASD in the police
office but the accuracy of this type of information exchange is unknown. Moreover,
some officers see a value in their collective experience over formal training.
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When asked how information about FASD is transferred to officers one interviewee
responded:

I mean we’re all doing the same job so we all see the same thing and just through observa-
tion when we’re on calls together, or just talking amongst each other. There’s not a whole
lot of scholastic conversation about FASD.

This officer highlights the suspicion many expressed when they discussed train-
ing. Namely that there was a presumption that a “scholastic conversation” would
take place—here a scholastic conversation marks training that is academic and
divorced from the realities of frontline work.

Most officers expressed faith in “hands on” experiences. For example, one
interviewee commented that limited information was transferred to officers about
FASD but that this was not really a concern because, “it’s basically the people
we deal with regularly or we know their issues.” This comment is encouraging in
one respect in that the officers are getting to know their clients and trying to best
understand their “issues.” However, in the absence of formal training, police are
not in a position to best understand these clients’ “issues” since FASD is expe-
rienced on a spectrum, and therefore “issues” are often changing. Therefore the
“issues” for one person with FASD can be numerous and divergent.

Despite different levels of understanding about FASD, there was one thing that
many officers seemed to agree on: FASD was a consideration in their daily front-
line police work. Most also agreed that individuals with FASD required patience
on the part of the officer because these clients do not process information in the
same way which can be frustrating for police. It should be noted that many officers
were compassionate about clients with FASD. When asked the advice they would
give to fellow officers working with a client, the constant refrain was: patience.
One officer outlines the experience of working with clients thusly:

I think we need to be aware of it, and considering it in our investigations, we get... |
guess, I don’t know which word, maybe [be] empathetic towards it and try to understand
it more so we don’t lose our patience or don’t forget about it and then not understand why
someone is the way they are or fault them for it I guess — it’s not their fault of their own I
guess.

This officer’s choice to use the language of empathy highlights the experience
of working with clients that do not understand the frontline encounter. The offic-
er’s comment was echoed by other justice professionals we would later interview
who expressed exasperation when discussing the ways their clients would mis-
understand expectations when they were embroiled in the legal system with out-
comes that could include: violations of probation, jail time, and/or loss of custody
of their children.

The challenge of the frontline experience is that much more alarming if one
considers the perceived prevalence of FASD relative to training. One officer com-
mented, “I think a majority of our clients suffer from FASD whether they know it
or they don’t.”
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Stigma and Negative Connotations

Most officers could recall working with a client that they believed to have FASD
and/or had disclosed that they had FASD. However, for many officers, FASD
raised suspicion or concern as officers regularly reminded us that FASD could not
be a “get out of jail free card.” This level of suspicion about the condition may
be a result of ongoing, sustained contact with clients that are challenging to work
with. However, it is also reflective of the stereotypes and misunderstandings sur-
rounding FASD. That being said, some officers were aware of the stigma sur-
rounding the condition and the challenge the stigma can present to an individual:

Officer: They don’t understand—it has a terrible stereotype.
Interviewer: Stigma?

Officer: Yeah it’s terrible, so.... I don’t know how they’re supposed to feel about say-
ing they are diagnosed with it and I don’t understand the disease enough to know if they
understand what that diagnosis means.

This officer’s comment shed light on the nuanced experience of frontline
encounters in which some police are aware of the potential stigma that FASD can
carry, and the stereotypes that can result from that stigma. Here, the officer is also
raising the compounded challenge: a person with FASD can experience stigma
because of the diagnosis, which then raises concern about how much this person
understands their diagnosis and the potential associated stigma when they are
diagnosed.

During one interview, an officer was particularly candid. After stating that there
was little to no training on the topic, they continued:

You get terms thrown around and that kind of stuff. Like I said a lot of the time we deal
with the same people. You tend to get the understanding or belief that they are suffering
from FASD and it becomes very negative. Oh that “FASD bastard” or whatever. In that
kind of sense, it’s never a positive reflection or a beneficial discussion about it.

These negative understandings of FASD are framed here as a result of ongoing
contact. And from that negative contact, and perhaps frequent contact, the discus-
sions about FASD that follow are “never a positive reflection.” In the absence of
formal training and in light of ongoing and sustained contact with troubled clients,
police are left to navigate the terrain of a brain injury with limited resources. An
officer with eight years experience, when asked about training stated matter-of-
factly, “there really hasn’t been anything. We haven’t received any new training,
we haven’t received any refresher training.”

Training
When asked what resources would best assist them in their frontline work, most

officers answered education and/or training. Officers were quick to caution
against so-called scholastic discussions of FASD and indicated an interest in a
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“non-clinical explanation ... of what to expect” when they encountered someone
with FASD. Officers expressed a need for training that would be applicable in
frontline encounters and were quite detailed in the type of training they believed
would be most effective. In what follows, I will offer an overview of the sugges-
tions made by officers. I offer these suggestions in part because they represent
what officers believe will be helpful at the frontline.

In speaking with officers about resources they thought would be most useful
at the front-line, the majority answered that education was crucial. Unfortunately,
some felt that the obligation fell on the individual. One officer commented:

educate yourself. Unfortunately we don’t receive nearly enough of it...and its not just
FASD it is other mental issues that we deal with that we don’t have virtually any train-
ing in. But specifically with FASD we need to take it upon ourselves to educate ourselves
because unfortunately we don’t receive it from anywhere else.

It was clear that self-education and informal networks were the primary mech-
anism of information. It should be noted that a few officers did mention online
training requirements. Officers rejected this form of training as it is often done in
conjunction with their expected regular police work. This could result in a two-
window approach whereby officers would complete police work in one window
screen and “participate” in a training session in the other window. This type of
Internet based training was deemed ineffective. One officer commented “95 % of
us cheat.”

There were alternatives to mandatory online training and self-education by
“googling it.” Some officers commented that a brochure or handouts would be
helpful, as it could be something they could put in their duffle bags. However, one
officer was quick to point out the limited value of brochures:

Everything we’re given gets thrown in the bag. We got enough stuff on our belt when we
walk down the street. I’ll be honest with you, I’m not going to pull out the brochure when I
am talking with someone. But if we get that training in the classroom, with the live scenar-
ios, where we are actually in a controlled situation...with professional people that do the
acting and so we deal with mental health scenarios and armed robbery scenarios all that
kind of stuff and that’s how cops learn....if you give us something where its hands-on and
you force us to think about it that’ll come back in our training. Our motto is you are only
as good as your training. How you act in your training is how you will act on the street.

This officer believes that a practice-based, “hands on” approach will have the
most impact. One might further extrapolate that if a police agency takes the time
to create a scenario-based model the participating trainees will see that the issue is
understood to have some importance in the area.

Some officers expressed an interest in training that would be conducted off-site
(for example at the police college). However, the time and resources available to
agencies makes it quite challenging to send officers “away” for training aside from
annual certifications. For local training, some officers expressed concern about the
role of experts coming into the police station (without a background in policing)
alongside the challenge of permeating all sections of the police force through short
briefings held in the police station. Moreover, officers cautioned about bringing in
outside “experts” to discuss FASD as front-line officers can quickly discredit them
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because these experts do not understand frontline police work. Some shared sto-
ries of advocates coming to the police station and having unrealistic expectations
of what police can do at the frontline and/or naive understandings of what front-
line work entails. Officers were quick to remind the research team that they are
neither doctors nor social workers and, as such, they need information and strate-
gies appropriate for police not highly medicalized descriptions. A key example of
this would be to pay less attention to the language and medical elements of the
cognitive disability and place the emphasis on the potential behaviours it can pro-
duce. With behaviors in mind, officers can imagine scenarios, or draw on previous
experiences, and rethink the encounter if they understand a particular behavior is
related to a disability rather than evidence of being openly defiant or aggressive.

Recommended Strategies

It is important to identify when front-line police officers make pointed arguments
about how to effectively deliver material and ways to ensure that material perme-
ates the front-line. One officer we interviewed enthusiastically endorsed partnered
training in which a representative from the community or community-based organ-
ization would present material with another police officer. Here the collaboration
between that officer and the community member might assist with getting front-
line officers to engage with the session. Others suggested the possibility of having
someone with FASD speak to the police as part of a simple Question and Answer
session. This raises many concerns for advocates as a so-called high-functioning
individual with FASD could give police a misconception about FASD and how
it is experienced on a spectrum. Although police had many great ideas there is a
need to balance them out with realistic approaches that will help further under-
standing about FASD without accidentally doing a disservice to those living with
FASD who do encounter the justice system. In the section that follows, I will draw
on officer’s ideas for training practices that could allow for effective knowledge
mobilization that balances out the potential negative impacts of the proposed idea.

Short Briefings

In the interviews conducted, officers not only expressed frustration with clients
with FASD but also articulated the need to offer these clients different forms of
service. While most officers were aware that clients with FASD can have a cog-
nitive challenge, they also could see the need for more patience with these cli-
ents. However, in the absence of formal training many expressed frustration and
argued for the need for more information about FASD and strategies to better work
with these clients. The targeted suggestions offered by interviewed officers could
be translated into training practices that could directly impact frontline practice.
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Officers had inexpensive suggestions about how to transfer knowledge about
FASD to all involved in the police agency, and how to best secure buy-in.

From the discussions with police it seems that a short shift briefing could
be one of the first steps in taking up the issue of FASD with front-line officers.
Additionally, to address the challenges of officers feeling like they are expected
to become social workers or accept excuses for behavior, it might be best if offic-
ers are involved in delivering the briefing. Each officer comes to policing with a
wide-range of skills and experiences, and many police officers are entering this
line of work as a second or even third career path. These previous career paths can
include complementary field experiences including health, social work and edu-
cation. It also means officers can have university or professional degrees. Some
officers have served in multiple communities and can also draw on that rich back-
ground of diverse community needs. With this in mind, it seems that each police
office could survey the skill-set of the officers in a unit and identify key individu-
als that have training or experience working with individuals with FASD. These
officers could then be put in contact with a local FASD expert from a commu-
nity organization or even local parents who would be willing to come and speak
to police. The police officer and the community member could then work together
to create a short briefing. The officer could help formulate material in a way that
would resonate with officers and the community member could complement and
expand the officers’ understandings of FASD. This partnership would allow police
in the station to identify that officer as a resource but also would have the opportu-
nity to ask a local expert questions during the briefing.

Short pre-shift briefings are already an established practice in many police
organizations. The recommendation here is to partner in-house expertise with an
agency to deliver the briefing. It might take a bit of time and work to have the police
liaise with the organization and adapt the material so that it feels more appropriate
for the frontline; it will also take a bit of time to cycle through all the shifts.

Scenario-Based Training

As discussed earlier, scenario-based training is a proven practice and one that
police officers find rewarding. Scenario-based trainings allow officers to act out
a response to a particular situation and includes corrective feedback from trainers
and colleagues. Scenarios can involve officers acting out the roles with a script
that drives them to resolve a situation (from an active shooter to a mental health
client encounter). In some scenarios, officers learn verbal strategies and in other
scenarios they learn weapons-based responses. Of note, officers that receive these
trainings undergo a shared group experience and often must troubleshoot a situ-
ation as an individual and/or a group. Scenario-based trainings on FASD could
employ professional actors to portray a client in crisis and officers could learn dif-
ferent strategies to assist that individual. Similar to briefings, these could be col-
laborative efforts that draw on the expertise in communities.
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Officers expressed frustration with lengthy trainings and endless power point
slides. In a short 15-min briefing, much material could be covered including the
key elements of FASD and how these translate into specific behaviors officers
might encounter. Officers nearly unanimously argued that patience was a key fac-
tor when dealing with FASD clients, as such it is important to discuss strategies
to help maintain patience and strategies for effective communication with FASD
clients in a group setting where specific tactics could be explored. In short col-
laborative briefings or scenario trainings officers could be given small nuggets of
information about FASD and then have time to discuss that particular characteris-
tic of FASD relative to frontline experiences which would allow for accurate infor-
mation about FASD to be parlayed to officers while also giving them time to think
about FASD within the real-world setting they experience.

Returning to the literature on crisis training, officers did express reservations
about being turned into social workers, but most also understood that much of
their work involves dealing with individuals in crisis. Therefore, it is likely not
surprising that officers are requesting training to deal with these clients in cri-
sis; training that might leave them better equipped to manage the situations they
find themselves in on a regular basis. These crisis situations are often with the
same clients who lack appropriate community supports and therefore are having
increased contact with police. A short briefing or innovative scenario-based prac-
tice could speak to the needs expressed by officers for more training.

Based on research findings, and in light of increased attention for the need to
address the needs of marginalized individuals in the justice system, this chapter
recommends that police agencies undertake collaborative efforts to create appro-
priate training programs about FASD. Officers are requesting training, and there is
a need for training. The closing section will make the ethical case for police agen-
cies to undertake mandatory training.

The Ethical Case for Training

Research presented here indicates that officers have empathy for clients with
FASD but also harbor frustrations that can fuel stigma and stereotypes. In the
absence of formal training, officers are not best equipped to work with clients that
have FASD. Officers expressed the need for more training on FASD and also had
ideas about to effectively execute that training. Since officers argued that FASD
was a regular part of their frontline experience, they see a need for more training
to work effectively with clients. In what follows, I will amplify that need by high-
lighting other considerations when thinking about FASD and the justice system.
Many individuals with FASD are likely to not fully understand the legal pro-
cess, and therefore can be susceptible to victimization at various times in the jus-
tice system. Fast and Conry (2004), drawing from the work of Perske, argue that
individuals with FASD share similar challenges as those experienced by individu-
als with a mental disability including “a desire to please people in authority, an
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inability to understand abstract concepts, confabulating [mixing facts and fiction],
taking blame quickly to ‘get out of the situation and go home’, and being victim-
ized by the plea bargaining of an accomplice” (Fast and Conry 2004, p. 163). Fast
and Conry call on all aspects of the justice system to be more accountable to this
group of vulnerable subjects. I would add that police are the first point of contact
into the justice system and training must start there. Without training to recognize
these characteristics, officers may inadvertently attribute guilt to an individual
because they cannot recognize the characteristics of the disorder—this misunder-
standing might limit their critical capacity to also recognize victimization.
Contemporary training practices for police include language of “client-centered”
approaches, problem-solving strategies for officers and inclusion of content that dis-
cusses root causes of criminal activity. Police are expected to make connections in
their community, in part, to understand their community’s needs. This attention to
making police officers more embedded in their community is an effort to deliver a
more effective version of the justice system. This chapter argues that people with
different abilities, such as FASD, require special consideration so that the jus-
tice system is both effective but also just. For that effective and just system to be
executed, there is an obligation on the part of the state and its agents to undertake
appropriate training to best meet the needs of all citizens—anything less is unethical.

Conclusion

Individuals with FASD can have unique needs. When some of these individuals
encounter the justice system, their needs and abilities must be recognized and met.
Individuals with FASD experience the condition on a spectrum and as such there
is not a one-size-fits-all solution when discussing FASD and frontline policing.
However, one thing is for certain: for those individuals that experience a cogni-
tive disability as part of their FASD there must be an awareness of the challenges
they are facing when they encounter the justice system. An individual with a brain
injury will understand the justice system differently and that difference must be
accounted for—anything less is unacceptable because the stakes are too high in
the justice system.

Research indicates that when police receive training on issues that stigmatize
a population, that there is a change in police perception and this can impact the
lives of those who are marginalized (Beletsky et al. 2005; Rhodes et al. 2006). The
goal of this chapter is to highlight the need for more effective training and knowl-
edge mobilization practices within police agencies and the justice system more
broadly. The feedback of officers was used to outline the need and desire they
have to acquire more understanding of FASD. Innovative collaborations between
researchers and police agencies are being undertaken to create new training pro-
grams on FASD. Although this work is spotty, it serves as a starting point for inno-
vative approaches to FASD training that can grow to include other marginalized
populations.
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Appendix A: Interview Guide

What is your understanding of Fetal Alcohol Spectrum Disorder?

How prevalent is FASD in your area?

How did you acquire this knowledge or understanding?

Is FASD considered to be an important consideration in policing in your area?

What if any local agencies are called upon to assist with FASD client?

How is FASD information or knowledge transferred to local officers?

Is FASD training conducted in your police office? If yes, please explain the

training.

Is there a particular local network of FASD expertise in the area?

9. Are there any resources offered by province or federal government to assist

police with local FASD networks or practices?

10. What, in your opinion, is the role of police in FASD client care and
management?

11. Is there someone in your community that you believe you can turn to for
information if needed?

12. If there were one suggestion you could make to have an impact on those who
work with FASD clients what would it be?

13. In addition: What resources do you think would be helpful to assist officers
who do come into contact with individuals with FASD?

14. Can you say how long you have been on the force?

15. During your time on the police force can you think of a time when you had to

deal with a client with FASD? If yes, please explain how you knew and if this

effected how you engaged with them?
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Part IV
Social and Policy Issues



Social Care and Fetal Alcohol Spectrum
Disorders in the UK

Alison McCormick

How effective is the UK Social Care system in meeting the needs of families with
children who have been prenatally exposed to alcohol? In this chapter I will briefly
review the legal framework and how local authorities are reported to have met
their responsibilities in delivering their Social Care role for these families.

Substance misuse is a key feature in social work with children and families
across the UK. FASA, a family support charity in Belfast, have found that 70 %
of their “Looked After Children” are living away from home as a direct result
of parental substance abuse. Of the different forms of substance misuse, alcohol
misuse is arguably the least understood area, especially in terms of its long term
effects on families.

Hidden Harm (Advisory Council on the Misuse of Drugs (ACMD) 2003), pub-
lished by the Home Office, was the first major UK attempt to look at the impact
of drug and alcohol misuse on children. It has been estimated that while between
250,000 and 350,000 children in England and Wales lived in families where one
or both parents had a serious drug problem (ACMD 2003), around 900,000 chil-
dren are thought to be affected by alcohol misuse (Brisby et al. in Forrester et al.
2006). The Munro Review of Child Protection (Munro 2010, p. 12) emphasizes the
importance of Social Care professionals maintaining a focus on such children:

The biennial reviews of SCRs [serious case reviews] report recurrent problems in practice,
e.g. children being invisible to professionals because the focus is on the parents, inad-
equate assessment of the dangers of parental problems of substance misuse, domestic vio-
lence, and mental illness, and fixed judgments not being challenged and revised.

There appears to be a discrepancy in the level of Social Care response for chil-
dren affected by family drug misuse compared with those living in families who
misuse alcohol; those cases involving alcohol typically come to the attention of
social services later and follow a different pathway through Social Care (Adamson
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and Templeton 2012). The facts that (1) misused drugs are often illegal and alcohol
is legal, and (2) the recommendations for screening and assessment in Models of
Care for Alcohol Misusers (Department of Health and National Treatment Agency
for Substance Misuse 2006) do not extend to their children (Cleaver et al. 2011),
perhaps account for this. However, Forrester and Harwin (2004, p. 126) found that:

Children are far more likely to have already experienced harm at the point of allocation if
their parents misused alcohol and, worryingly, the harm was often more serious in nature.
By contrast, most children affected by parental drug misuse were identified at an early
stage and strong and co-ordinated protective action was taken before harm had set in.

Research in the USA found that cases involving alcohol misuse were given
more chances of rehabilitation, although they were less likely to succeed than
any other type of case (Murphy et al. 1991). A retrospective review of the social
work cases in the study exposed a worrying trend of leaving vulnerable children at
home in an over optimistic belief that the mother would overcome her difficulties.
Placing the child out of home was more typical in situations of drug misuse.

Children With Fetal Alcohol Syndrome Disorders (FASD)

The United States Department of Health and Human Services report to Congress
(Substance Abuse and Mental Health Services Administration (SAMHSA) 2002,
p. 46) states that: ‘Of all the substances of abuse, including heroin, cocaine and
marijuana, alcohol produces by far the most serious neurobehavioral effects in
the fetus’. Based on a widely accepted prevalence for Fetal Alcohol Spectrum
Disorders (FASD) of one in 100 live births (Sampson et al. 1997), it is estimated
that over 7000 babies with FASD are born in the UK every year to families where
the mother drinks during pregnancy. However, this figure is believed to be con-
servative (May 2009).

Many of these children need permanent substitute families. Alarmingly, find-
ings from the Foetally Affected Children’s Team (FACT) study of children placed
by Parents for Children (a specialist FASD adoption, fostering and family support
agency now merged with TACT: www.tactcare.org.uk) (see Williams, Chap. 8, this
publication) highlighted huge areas of unmet need and a lack of understanding of
these children’s functional deficits (Brocklesby et al. 2009). The project found that
many children placed by Social Care had never had their needs comprehensively
assessed in the context of their probable, hidden, prenatal alcohol damage. Local
authorities appeared reluctant to fund assessments for these children, perhaps fear-
ing, with some justification, that the identification of long-term support needs for
the children could prove to be costly and complex. Families had not been given
essential background information and so were struggling to access resources from
education, health and social services systems. Prospective carers had been told
they had to ‘live with uncertainty’ without any explanation of what this ‘uncer-
tainty’ might mean or what services were in place to help. As the complexity of
the child’s problems emerged, they were often left struggling to cope alone.


http://www.tactcare.org.uk
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As Cousins and Wells (2005, p. 381) state: ‘It is unfair to expect families to take
on the challenges and responsibilities of caring for a child affected by FAS [fetal
alcohol syndrome] without a clear idea of what this may involve.’

The lack of knowledge of FASD among Social Care professionals was the most
consistent feedback from parents involved in Dumont’s (2011) research into strate-
gies developed by parents to support their adopted children with FASD. Parents
felt unsupported by Social Care’s lack of understanding of the complexities of
FASD, reporting that they had had to waste energy and time continuously fight-
ing for their children’s diagnosis, for professionals’ awareness and support, and
for adequate resources to meet their children’s needs. Most parents stated that they
had to explain to professionals what FASD was, and that they were not always
believed. Some were told by a range of professionals that there was nothing wrong
with their children, and that they were fantasizing. Others explained that their
children’s so-called ‘bad behaviour’ had been perceived as due to poor parenting
rather than as organic brain damage. While involvement with professionals who
had an understanding of FASD led to better support for their children, most par-
ticipants expressed anger and disappointment at the lack of provision and support
for their children, as well as at the lack of awareness of how FASD impacted on
their children and their families.

Similar findings emerged from Turney et al’s (2011) study, ‘Social work
assessment of children in need: what do we know?’, and McCormick (2009)
reported that, among 42 parents responding to her Adoption Today article, ‘91 per
cent of adoptive parents felt professionals lacked awareness of their child’s FASD
disability and services required.” This is a situation that needs urgently addressing.

The Duties of the UK Social Care System
and Children With FASD

Research among families of children with FASD has uncovered apparent fail-
ure by Social Care to follow legislation, regulations and policy, including The
Children Act 1989, The Adoption Act 2004 and The Adoption Support Services
Regulations, and has found discrepancies between placing and receiving local
authorities (Brocklesby et al. 2009).

Local authorities, via Social Care, have a duty to safeguard and promote the
welfare of children under the Children Act 1989 and to recognize the needs of
carers under the Carers (Recognition and Services) Act 1995. According to The
Children Act 1989 (Section 17 (10)), a child is taken to be ‘in need’ if they require
services to achieve or maintain a reasonable standard of health or development
and would suffer significant impairment without them. Once a child is identified
as ‘in need’, they have an initial meeting with a social worker, following which
the child and family are assessed and offered services (e.g. from Social Services,
Health, Education or voluntary organisations) to help them resolve any problems
or difficulties they are experiencing.
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Section 10 of The Children Act 2004 states that services should:

Enable families and carers to effectively support their children

Intervene before a crisis necessitates statutory intervention

Urgently resolve weak accountability and poor relationships between agencies
Value, train and support all those working with children and young people so
they can carry out their work competently and confidently.

For those children who need to be placed with adoptive families, Regulation 3 of
The Adoption Support Regulations 2005 outlines a comprehensive range of support
services to be offered to meet the needs of adoption. Regulation 4 states that a local
authority must carry out an assessment of their needs for adoption support services.
Despite this, 90 % of 42 families who responded to McCormick’s (2009) Adoption
Today article reported that their children with FASD had not been properly assessed or
had been placed for adoption without a diagnosis or an appropriate support package.

The tragic death of Victoria Climbié (age 8 years) at the hands of her relatives
in London in the year 2000, as well as the subsequent Laming inquiry (Laming
2003), highlighted the failure of the services involved to communicate with each
other and to protect her. Her horrific abuse within a private fostering family
arrangement went unnoticed and unchecked; her death was however, subsequently
responsible for enormous changes to safeguard children. Developed in response to
the inquiry findings, the Every Child Matters strategy (Department for Education
and Skills 2004) was intended to fuel a radical reform of public services in
England, and to address the inadequacies revealed in how different services dealt
with children at risk or in need. In England, the strategy was quickly enshrined in
the Children Act 2004, and was described as ‘one of the most significant changes
in local children’s services in living memory’ (Lownsbrough and O’Leary 2005,
p- 11). It prompted the development of integrated, accessible, personalized, child-
centred services. The Government’s aim was for every child from birth to age
19 years, whatever their background or their circumstances, to have the support
they needed to make progress against five key outcomes: to be healthy, stay safe,
enjoy and achieve, make a positive contribution and achieve economic well-being.

Although Every Child Matters offered a sweeping vision about children and
young people’s entitlements, full accountability for the delivery of the services
that enable children, young people and their parents/carers to achieve these enti-
tlements is delegated to local public services (Munro 2010). Difficulties arise due
to the different laws and policies across counties in the UK, and prevent uniform
practice and entitlement to services.

The Need for Professional Training

Unbelievably, there is currently no requirement for social workers studying for a
social work degree to learn about substance misuse (Forrester and Harwin 2004),
although the awareness of this need is growing. Galvani and Hughes (2010),
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in an exploration of social work students’ knowledge and attitudes about substance
use, found that 96 % of students thought that training on substance use was very
or extremely relevant to their practice, but that 69 % had not received any. They
concluded that alcohol and drug education needs to be included in social work
training. (For training resources developed, see: Galvani and Forrester 2008, 2010;
Forrester et al. 2006; McCarthy and Galvani 2010.) The Office of the Children’s
Commissioner of England (Adamson and Templeton 2012) also noted the lack of,
and necessity for, pre- and post-qualification training.

However, while there is plentiful information in the Social Care literature on
illegal drugs and how they may compromise parenting, there is comparatively lit-
tle about alcohol misuse in pregnancy, the prevention, assessment and awareness
of fetal alcohol spectrum disorders (FASD), and the complex impact that FASD
may have on children and their carers. There is also little information regarding
good social work practice specific to FASD, whether this be policy interpreta-
tion, management strategies or ways to enhance practice, assessment or support of
families.

The FACT project (Brocklesby et al. 2009) noted a lack of understanding of
FASD and all its complexities, implications and stages among professionals, and
the families involved disclosed that social workers, midwives, health visitors and
teachers did not have enough insight or training regarding the long-term conse-
quences of alcohol misuse. Forrester and Harwin (2004) in their study of children
exposed to parental substance misuse found that social workers were often isolated
and ill prepared, and that 71 % of these families had no professional trained in
substance misuse working with them. This resulted in the use of inadequate con-
ceptual frameworks and a lack of understanding of how to help families.

The FACT study found that many social workers working with families of chil-
dren with FASD:

e Undertook only superficial case histories

e Accepted information given by birth parents about maternal prenatal alcohol
consumption at face value even when contradicted by other evidence on file
(e.g. alcohol induced antisocial behaviour and witness statements)

e Wrongly attributed children’s complex problems to other difficulties (e.g.
attachment disorders, post-traumatic stress disorders or poor parental coping)

e Had not identified developmental discrepancies (e.g. between a child’s expres-
sive and receptive language) and their likely impact.

Assessment and Diagnosis

The significance of obtaining accurate information to maximize the child’s out-
comes in life for both diagnosis and prognosis is poorly understood (Brocklesby
et al. 2009). Families of children with FASD are often passed from professional
to professional, accumulating diagnoses, none of which fully addresses the young
person’s complexity.
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Good assessment has a critical role to play in early intervention strategies, con-
tributing to the effective and timely targeting of interventions. As Turney et al.
(2011, p. 4) write:

The importance of timely assessment is reflected in the current concern with very early
or ‘earlier’ intervention... The rationale for this approach — that it is better to intervene
before difficulties become established and potentially more severe — is hard to challenge.

A good Social Care assessment can improve home stability for children by pre-
venting delay and helping to ensure the provision of appropriate and adequate sup-
port (Wade et al. 2010). However, there are many ways that a child with FASD can
‘slip through the net” of commonly used assessment tools, and their support needs
are often not picked up. For the Common Assessment Framework to have effective
service provision outcomes for children with FASD, those assessing will require an
in-depth understanding of the FASD-associated ‘hidden’ developmental disabili-
ties (Armistead and McCormick 2011); also many FASD issues and complexities
cannot be identified through generic ‘tick box’ formats (Cleaver et al. 2004, 2007;
Mitchell and Sloper 2008; Munro 2010). FASD professionals, parents and research-
ers agree that most local authorities are not in a position to accurately assess and
identify the needs of a child with FASD (Armistead and McCormick 2011; Dumont
2011; McCormick 2009; Turney et al. 2011). Turney et al. (2011, p. 14) caution:

Barriers to quality in assessment...can operate at a number of levels...including whether
or not the practitioner is competent, has the appropriate knowledge and confidence to
carry out the required task and has the scope to do so within their individual caseload.

There are also concerns about the usefulness of existing assessment formats
for recording the views of young people with FASD (Mitchell and Sloper 2008).
While these young people may appear to the uninitiated to be articulate, intelli-
gent and able to converse appropriately, this often masks developmental and cog-
nitive delays and a very uneven neurological profile (Brocklesby et al. 2009).
Their language and comprehension difficulties impact on their social function-
ing and capacity for judgment (Brocklesby et al. 2009). An assessor unsensitized
to FASD may not be able to recognize or gather evidence pointing to the young
person’s lack of understanding, inability to differentiate between fact and fan-
tasy, or the fragmented logic they use to interpret the world. With an unusually
strong desire to please, many young people with FASD hide their poor memory
recall by confabulating—inventing very inaccurate stories according to what they
think the assessor wants to hear. They have no understanding of the consequences
of what they may be saying. For example, they may unwittingly trigger Child
Protection alarm bells. Inexperienced professionals may find it difficult to com-
prehend FASD issues, and may even hold parents responsible for the child’s dif-
ficulties (Armistead and McCormick 2011; Brocklesby et al. 2009; Dumont 2011;
McCormick 2009; Turney et al. 2011).

The FASaware UK (Armistead and McCormick 2011) survey of 38 parents (a
71 % response rate from 52 approached) revealed their perceptions and experi-
ences of the Social Care system:
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e Lack of appropriate understanding of FASD and the associated, complex, invis-
ible impact on families

e Unwillingness to seek information from parents, FASD charities or medical
personnel

e Refusals to assess children

e Stressful and time-consuming assessment processes

e Serious inaccuracies in records and assessments leading to unhelpful
recommendations

e Unwillingness to correct inaccuracies.

Inaccurate recording and assessments have serious implications. All the studies
reported in this chapter found significant errors in children’s files and no means of
amending them. The Every Child Matters drive towards joined-up services has led
to the indiscriminate sharing of confidential and sensitive information via joined
up databases. If this information is inaccurate, it can damage innocent people
seeking help for their disabled child.

In the course of the FACT study (Brocklesby et al. 2009), researchers designed
an assessment which took account of the issues and needs associated with FASD.
As part of this assessment, a specialist social worker with knowledge of the family
and child undertook a comprehensive assessment backed up by validated psycho-
metric screening tests appropriate to the child’s age and development. Wherever
possible, the child was assessed in a familiar and local environment either at home
or at school. The services of an occupational therapist, a psychiatrist, a paedia-
trician, a speech and language therapist, an education consultant and an advocate
were also engaged where appropriate. A summary report was then sent to the
main carers, and also to the local authority or the court. The multidisciplinary
assessment was linked to an annual review and FACT’s ongoing support system
involving specialists suitable for the child’s needs. The FACT multidisciplinary
assessment provided ample evidence of the need for specialist services for chil-
dren and young people with FASD, particularly special school placements, respite
care and more information and support for carers.

Families’ Experiences of Service Provision

Increasingly, children fetally affected by alcohol are permanently placed out of
their family or find themselves living with extended family members, including
aging grandparents. This can be an issue. Children and young adults with FASD
have a spectrum of complex hidden needs and disabilities, and can be very chal-
lenging and exhausting to care for, sometimes resulting in parent/carer exhaustion
and burnout. Brocklesby et al. (2009) found very high levels of carer stress and
distress due to huge barriers in identifying and supporting fetally affected children,
and to the extreme levels of supervision and care-giving skills they demand—
emotionally, physically and mentally—24 hours a day, 7 days a week, 52 weeks
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a year. In some situations, the demands of children with FASD may make them
vulnerable to further abuse and secondary disabilities.

The British Medical Association report on FASD (2007, p. 32) unequivocally
identifies the service implications:

Treatment for FASD requires the implementation of tailored management programmes
and specialized support in the provision of healthcare, education and social services.

However, from Armistead and McCormick’s (2011) survey of 38 UK
parents/carers with parental responsibility (i.e. adoptive, birth and extended fami-
lies only; no feedback was requested from carers of accommodated children for
57 young people with a diagnosed FASD, it was clear that many parents found
themselves battling for services. These parents reported: fraught and hostile rela-
tionships with agencies; failure by Social Care to provide support and respond to
parents’ requests for help; and unwillingness by Social Care to seek information
from parents, FASD charities or medical personnel. The survey highlighted the
following issues:

e Evidence of enormous disparity between Government agencies’ understanding
of FASD as a ‘disability’ in relation to Government definitions. Only three of
57 children met Social Care’s disabled children’s services threshold criteria, yet
51 out of 57 children had been awarded high rate Disability Living Allowance
(DLA). Twenty received some form of support via Social Care, mainly via
Direct Payments

e None of the children had received respite care provided directly by Social Care
post-adoption, even though some had previously received it when fostered

e Only one family (two children out of 57), who did not live on the UK mainland,
reported receiving Social Care support services suitable for their needs.

When Social Care support was provided, parents/carers reported that it was often
inadequate; for example, insufficient Direct Payments for families to organize
their own appropriate help. One family was offered 90 minutes respite funding a
month—equating to approximately £15—to be shared between their three chil-
dren with FASD (Armistead and McCormick 2011). The family declined the pay-
ment saying that this would not cover even 1 hour’s care for one child and, rather
than supporting the family, would hinder them due to the time taken to manage the
Direct Payments. In the FACT study (Brocklesby et al. 2009), two families each
with three children with FASD reported that the only resolution offered by Social
Care to the repeated challenging behaviour of one of their children, was to place
them back into care without trying out any practical support or innovative think-
ing. While this may have alleviated the families” immediate stress, in the long term
it would have compounded the relationship and attachment issues for their already
complex adopted children.

Adopters were often expected to navigate their own way through disability
and medical services to get their own and their child’s needs met (McCormick
2009). Families reported that their child with FASD fell between two categories:
respite care was judged by Social Services to be inappropriate and was usually
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inaccessible via adoption support budgets; yet, because the children lacked a
‘visible disability’, they were rarely classified as disabled therefore adoptive
families were unable to access the short-break care funded through Aiming High
(Department for Children, Schools and Families 2007).

Both Armistead and McCormick (2011) and Brocklesby et al. (2009) reported
cases where requests by parents/carers for respite care had been misinterpreted
by local authorities and child and adolescent mental health services (CAMHS)
resulting in parents/carers being blamed and isolated. In some cases, profession-
als had questioned parents’/carers’ commitment or ability to parent their children,
and a few had culminated in Child Protection investigations. Four families from
four different areas, each caring for three children with FASD, described how they
had been accused by social workers (who were unqualified in medicine or mental
health) of fabricating their situation and of having unresolved mental health issues
themselves (Armistead and McCormick 2011). The allegations made by Social
Care professionals against one mother following ‘unreasonable requests for help’
resulted in extended court proceedings, a major psychiatric assessment, financial
hardship and nearly cost her home and marriage. This needless, traumatic process
ended with her being judged as fit to adopt the three children with FASD who had
been placed with her family.

An informal survey of responses from 42 adoptive families following the
author’s Adoption Today article (McCormick 2009; see also Table 1) revealed that:

e 80 % of families responding had not been able to access respite care despite
their requests, even when this had been in place previously for their child’s fos-
ter carers.

e More than half the adoptive parents/carers had either had children removed or
feared their removal.

e More than a third had had child protection allegations made against them, alleg-
edly due to Social Care’s misunderstanding of the nature of FASD (i.e. chil-
dren’s concrete thinking, tendency to fantasize or to confabulate memories to
please listeners, and their lack of understanding of consequences).

e Half of the carers confided they had had a relationship breakdown or partial
breakdown within their own family which they attributed to the stresses of the
placement and lack of support and understanding from agencies.

Finally, the studies found a lack of understanding within Social Care about the
development of FASD across the lifespan. This has led to failures by Social Care
professionals to put in place, prior to children’s adoption, appropriate long term
intervention and support plans which would prevent the later serious secondary
disabilities associated with FASD (Brocklesby et al. 2009). While very young chil-
dren may present with near typical development at the point of adoption, as these
children grow older their difficulties become increasingly acute and challeng-
ing. McCormick (2009) found that most adoptive carers responding to her arti-
cle had not been offered any post-adoption support because their child had been
classified as having ‘no problems’ early on. There has to be acknowledgement
by Social Care that families of children with FASD may need to access services
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Table 1 Perceptions and experiences of the 38 parents of 57 children with FASD of the social
care support they received (Armistead and McCormick 2011)
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post-adoption. Currently, once an adoption order is granted, funding or access to
an appropriate assessment is near impossible (Brocklesby et al. 2009). Families of
children with FASD should not be abandoned with the sole, permanent responsi-
bility for managing their children’s acute problems for which most have been woe-
fully ill-prepared (Table 1).

Summary and Conclusion

Most people with FASD feel like a ‘square peg in a round hole’, no service or
facility fits their requirements, and they are grossly misunderstood. People with
FASD, due to their inherent invisible brain dysfunction and disability, place
demands on each of their environments—family, school and the wider commu-
nity. If their needs are not understood and met, their behaviours can become out of
control, bizarre, desperate, unpredictable, impulsive and dysfunctional. Many find
themselves in corrective institutions and/or with poor mental health (Streissguth
etal. 1997).

The compelling evidence outlined in this chapter suggests that the UK’s Social
Care model is not robust enough to prevent an avalanche of innocent children
being born every year with FASD or to provide adequately educated profession-
als and appropriate support services for fetally affected individuals and their
families. The families of all studied children reported Social Care’s resistance to
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recognizing FASD as a disability according to the Government’s definition and
the Children in Need criteria, and to providing appropriate services and support as
laid down by Every Child Matters. This is contrary to both national guidance and
accepted good practice. Many families have had to go to significant lengths and
through great crisis to care for their complex disabled child with minimal support.

It is vital that Social Care practitioners, management and strategic decision
makers address the systemic denial of FASD and take action on alcohol misuse
seriously, especially in pregnancy where there is a chance to alleviate the risks of
having a child, or further children, with FASD and the impact of possible second-
ary disabilities for the person, their agency and Society. Social Care needs to take
a positive lead on FASD—obtaining fully evidenced facts and recording accurate
data; sending out strong messages regarding alcohol misuse; maximizing training
on FASD; and developing effective and supportive policies (Munro 2010). They
need to improve outcomes for families by: raising awareness of how to prevent
and detect FASD; obtaining accurate multidisciplinary assessments; accessing
funding for effective personalized support packages; and understanding the enor-
mous lifelong impact this disability has on the person, their family, carers and
society.

Alcohol consumption is a major problem for Social Care. Many cases tend to
be ‘top end’ involving Care Proceedings or Child Protection. The costs are high,
complex and involve a large amount of interagency liaison (often by profession-
als with insufficient FASD training and awareness) with very vulnerable and often
disabled children (Forrester and Harwin 2004). In the Yukon Territory, Canada,
the Government found that children with FASD from the care system are approxi-
mately four times more costly to care for, both financially and in care time, and are
significantly more likely to require additional education, health and support than
other adoptive children who do not have FASD (Alton and Evenson 2006).

However, if the Government does nothing to support families of children
with FASD, the costs are likely to spiral in adulthood. In an American study,
Streissguth et al. (1997) found that children with FASD were likely to be vul-
nerable to life events and to develop secondary disabilities in adulthood: out of
a cohort of 415 individuals with FASD, 90 % had needed long-term support in
the transition to adulthood; 60 % were or had been confined in mental health and
criminal justice situations; and 50 % exhibited some form of sexually inappropri-
ate behaviour. Children with FASD are therefore a group whom it is worth under-
standing and making an investment in at an early stage to reduce costs to Society.

This is a large agenda, especially in a time of great cutbacks, but alcohol mis-
use in the UK is out of control. It is one of the most important challenges and
areas of future expenditure facing Social Care’s policy makers, budget hold-
ers and practitioners this century. Tackling the UK’s drinking culture will need
an engaged, sustained and appropriately complex response to change attitudes,
knowledge and behaviour (Stead et al. 2009). Young women who binge drink
play ‘Russian Roulette’ with their pregnancies, while children with preventable
and lifelong disabilities are born in enormous numbers every year. Multi-targeted
actions at policy and service level are needed to support people in making changes.
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In the UK there is still no legal requirement to notify and centrally record if a
child is diagnosed with FASD (Adamson and Templeton 2012). This lack of cen-
tral recording is failing our children by preventing them getting the support they
rightly require and feeding systemic denial in services. Until this and our alcohol
culture are addressed, children will continue to be born with a devastating and pre-
ventable disability. Ensuring a good childhood is hard enough (Layard and Dunn
2009), but for the increasing numbers of children born fetally affected in ‘Binge
Britain’, Social Care need to take action to optimize the long-term wellbeing of
an ever increasing number of innocent people and to provide services for a hidden
section of society crying out for practical help with one of the most frustrating and
complex conditions to manage.
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FASD in a Canadian Aboriginal Community
Context—An Exploration of Some Ethical
Issues Involving the Access to FASD Service
Delivery

Lori Vitale Cox

Prenatal exposure to alcohol, PEA, has been shown in both animal and human
research studies to have a deleterious effect on many aspects of development par-
ticularly neurodevelopment.! Brain injury from PEA can affect learning, memory,
attention, language and social behaviour.> Recent research also indicates that pre-
natal exposure to alcohol can result in changes to hormonal functioning and disrup-
tion of HPA system that affects cortical production and stress response regulation.’

Fetal Alcohol Spectrum Disorder (FASD) is the name given to describe the spec-
trum of effects due to pre-natal alcohol exposure. Primary diagnostic conditions
along the FASD spectrum include Fetal Alcohol Syndrome (FAS) Partial Fetal
Alcohol Syndrome (pFAS) and Alcohol Related Neurodevelopmental Disorder
(ARND).* Secondary conditions or disabilities related to pre-natal exposure to
alcohol were first recognized in the research literature by Streissguth.’ These are
exacerbated by the absence of diagnosis and subsequent accommodations for the
FASD disability at home and in the community. Socio-economic factors and envi-
ronmental adversity play a significant role in the clinical expression of both the pri-
mary and secondary conditions.®”-%% FASD is recognized as a permanent and
significant disability that can affect functioning throughout the lifespan.

IChudley et al. (2005).

ZRiley Edward et al. (2003).
3Hellemans et al. (2010).
4Chudley et al. (2005).
5Streissguth and Kanter (1997).
6Abel (1995).

7Abel and Hannigan (1994).
8May and Gossage (2011a, b).
Bingol et al. (1987)
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Older youth and adults, especially those who lack FASD diagnostic health ser-
vices and disability accommodation, often have problems with depression, suicide,
panic disorders, addictions, incarceration, and institutionalization.!® Children’s
problems include learning and behaviour dysfunction that (in the absence of rec-
ognition and support) often lead to school disruption: suspension, expulsion, early
school leaving and addictions and trouble with the law.!!

Despite these findings many babies born in Canada are still being exposed to
alcohol in utero. Research indicates that approximately 15 % of women in all of
the Canadian provinces reported that they consumed alcohol during their preg-
nancy.!? This rate may be higher since 62.4 % of women report that they drank in
the 3 months prior to pregnancy recognition.!3 Overall rates of alcohol consump-
tion among aboriginal women seem to be lower than in the general population but
binge drinking, associated with greater fetal risk, is reported to be more prevalent
among aboriginal women who do drink.'* Published research on prenatal alcohol
consumption in aboriginal communities in Canada is limited but a few community
studies have indicated that prenatal alcohol use may be problematic among some
populations.!3-16

Epidemiological data regarding the incidence of FASD in the Canadian popula-
tion is lacking. We have not yet established a mechanism for surveillance or
national capacity for screening and diagnosis. The incidence in Canada was previ-
ously approximated at 1 % of the population based on US data of 9.4 per 1000.!7
New US data from a large population study indicates considerably higher rates.
Researchers reported an updated incidence estimate of 3.6 %.'® Actual incidence
rates of FASD among Canadian aboriginal populations are unknown but using the
new general population estimates many thousands of aboriginal people are
affected and lack services (Table 1).

107bid.
Ubid.

12Health Canada. Canadian Perinatal Health Report, 2003. Ottawa: Minister of Public Works and
Government Services Canada, 2003. Table F1.3 Rates of maternal alcohol consumption by prov-
ince, p. 159.

13public Health Agency of Canada. What Mother’s Say: The Canadian Maternity Experiences
Survey. 322 Ottawa 2009.

14Statistics Canada. 2001 Aboriginal Peoples Survey See also Statistics Canada. Canadian
Community Health Survey—2000/01. Retrieved from:
http://www.statcan.ca/english/freepub/82-221-XIE/00502/tables/htm1/2156.htm In Nunavut it is
reported that 51 % of women drink alcohol compared to 74 % of women in the general Canadian
population. 30 % of those 12 years and over who do drink in Nunavut, binge drink 5 or more
drinks per occasion compared to only 20.1 % binging in this way in general Canadian population.
I5Muckle et al. (2003).

1potyrala and Brewster (2009).

"May and Gossage (2001).

'8May et al. (2014a).
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Table 1 Projected rates of FASD

Population Population Prevalence rate (%) Population FASD
Canadian® 35,540,400 3.6 1,279,454
Canadian births® 383,822 3.6 13,818
Aboriginal® 1,400,685 3.6 50,424
Aboriginal births? 33,616 3.6 1,210

zRetrieved from: Statistics Canada: http://www.statcan.gc.ca/daily-quotidien/140926/dq140926b-eng.htm
Ibid

“Aboriginal Population 2011: Data retrieved from Statistics Canada: http://www12.statcan.gc.
ca/nhs-enm/2011/dp-pd/aprof/details/page.cfm?Lang=E&Geol =PR&Code1=01&Data=Count
&SearchText=Canada&SearchType=Begins&SearchPR=01&A1=All&B1=All&Custom=&T
ABID=1

dAboriginal Birth rate Information: Retrieved from Statistics Canada : http:/www.hc-sc.gc.
ca/fniah-spnia/pubs/aborig-autoch/stats-profil-atlant/index-eng.php#a621 In 2011 the aboriginal
population was 1,400,685. According to Stats Canada the crude birth rate is 24 births/1000 popu-
lation. We can project that there are roughly 33,616 babies born a year

In much of Canada access to FASD health service delivery is limited but in
aboriginal communities, access to FASD health service delivery is especially prob-
lematic. There are no multi-disciplinary diagnostic FASD teams in all of Nunavut
and limited access in Yukon and NWT although team diagnosis is recommended
by Health Canada and the Canadian Guidelines for Diagnosis.'® A report in 2007
on Inuit Public Health published by the National Collaborating Centre for
Aboriginal Health at the University of Northern British Columbia noted*’:

FASD has been identified as a pressing health issue facing Inuit communities. Interviews
with representatives from each of the northern regions identified FASD as one of the
major issues they were concerned about in their region.

There also may be some health inequalities within indigenous populations.
Stakeholders in Inuit communities reported that Inuit communities receive a dis-
proportionately lower portion of FASD Federal funding than other aboriginal
groups in Canada for FASD. They noted the general lack of Inuit-specific plan-
ning, programming, and resources for FASD specific activities.”?! Across all

19Galmon and Clarren (2011). There are diagnostic teams in Whitehorse and Yellowknife but
most of Canada’s north continues to lack FASD service delivery.

2ONational Collaborating Centre for Aboriginal Health, “State of the Knowledge: Inuit Public
Health” University of Northern British Columbia, 2007; Prince George, BC.

21 Ajunnginiq Centre, Fetal Alcohol Spectrum Disorder: An Environmental Scan of Services
and Gaps in Inuit Communities. Ottawa: Ajunnginiq Centre, National Aboriginal Health
Organization. 2006.
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regions the following priorities were identified in regard to FASD health service
delivery?223

e Lack of diagnosis

e Lack of follow-up and coordination following diagnosis

e Lack of intervention and family support services after diagnosis to assist diag-
nosed individuals and their families

e Lack of alcohol counselling and harm reduction services for women

e Lack of training of health professionals and lack of health staff in the
communities

e Lack of staff training for community members to assist them in implementing
FASD-related programs and services

e Lack of services and staff for FASD-affected offenders in Corrections including
adult diagnosis

e Lack of culturally specific FASD strategy and approach to diagnosis, prevention
and intervention

Without diagnosis, appropriate interventions in educational and social systems are
limited or lacking. This would suggest an increase in associated FASD secondary
disabilities. Research on the incidence of secondary FASD disabilities in aborigi-
nal communities is unavailable—since this data depends upon primary recognition
and diagnosis and this continues to be a problem in all regions.

According to Statistics Canada (2011) there are 94,400 people living in the
Atlantic provinces of Canada (Newfoundland-Labrador, Nova Scotia, New
Brunswick, and Prince Edward Island) who are aboriginal.?* Using the recent
prevalence general population estimate of 3.6 %,> we can project that 3398 abo-
riginal people in Atlantic Canada need FASD health services at this time. In 2011,
there were only 10 diagnostic slots in Atlantic Canada.?® At the present time, with
the opening of the New Brunswick FASD Centre of Excellence, capacity
increased to approximately 30; but most of these diagnostic slots do not serve the
aboriginal population. Ninety-nine percent of the aboriginal population affected by
FASD in Atlantic Canada do not have access to FASD health services in terms of
diagnosis and disability accommodations treatment.

The lack of access to FASD health service delivery in aboriginal communities
may be negatively affecting the health and well-being of indigenous people liv-
ing in these communities. It also is contrary to Canada’s ethical and legal obliga-
tions as expressed by international covenants as well as by the Canadian Charter
of Rights and Freedoms.

22National Collaborating Centre for Aboriginal Health, “State of the Knowledge: Inuit Public
Health” University of Northern British Columbia, 2007; Prince George, BC.

2Results of Asset Mapping and Medicine Wheel Community Development Workshop—
Elsipogtog First Nation, NB (2004).

2Statistics Canada: Retrieved from: www.statcan.gc.ca/daily-quotidien/140926/dq140926b-eng.htm.
25May et al. (2014b).
26Clarren et al. (2011).
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In 1948, Canada was a signatory to the UN Declaration of Human Rights
affirming in Article 25 the rights of everyone to adequate medical care as well as
support in the event of a disability.”” In 1966, Canada was a signatory to the UN
International Covenant on Economic, Social and Cultural Rights, ICESCR, which
also recognized the right of everyone to medical care. In Article 12 of the covenant
there was special mention of services to ensure: prevention and treatment, the
healthy development of the child, and the creation of conditions that would assure
medical services.”® The ICESCR was ratified by the Canada in May of 1976 com-
mitting the government in law as well as in principle to the human rights princi-
ples of the covenant.?? In December 1991 Canada also ratified the Convention on
the Rights of the Child (CRC).3° Article 24 of the CRC specifically mentions the
responsibility of states to ‘ensure that no child is deprived of his or her right of
access to...health care services’ that further ‘states shall strive to ensure that no
child is deprived of his or her right of access to such health care services (and)
shall pursue full implementation of this right. The CRC also recognized its obliga-
tions to mothers to ‘not only take appropriate measures....to ensure the provision
of necessary medical assistance and health care to all children.....(but also) to
ensure appropriate pre-natal and post-natal health care for mothers.3!

Research has determined that FASD is a brain based disability but outcome can
be improved by early diagnosis, a stable and supportive home and appropriate
treatment and accommodations. In Article 23 of the CRC Canada also affirms its
obligations to provide all children with a disability the special accommodations
that are needed without charge if parents lack resources and that services ‘should
be designed to ensure that the disabled child has effective access to and receives
education, training, health care services, rehabilitation services, preparation for
employment and recreation opportunities.’ >

2Z7UN  Declaration of Human Rights (1948) Retrieved from: http:/www.un.org/en/
documents/udhr/. Everyone has the right to a standard of living adequate for the health and well-
being of himself and of his family, including food, clothing, housing, and medical care and nec-
essary social services, and the right to security in the event of unemployment, sickness, disability,
widowhood, old age or other lack of livelihood in circumstances beyond his control. (Article 25).

28UN International Covenant on Economic, Social and Cultural Rights (1966): Retrieved from:
www.who.int/hhr/Economic_social_cultural.pdf

Recognizing “the right of everyone to the enjoyment of the highest attainable standard of physi-
cal and mental health” (including) provision for the....... a. healthy development of the child; b.
prevention, treatment and control of epidemic, endemic, occupational and other disease (and) c.
creation of conditions which would assure to all medical service and medical attention in the
event of sickness (Article 12).

PCanada Heritage-Reports on UN human rights treaties and other documents: ICESCR.
Retrieved from: http://www.canadianheritage.gc.ca/eng/1357136859881/1357137099645.

30Canada Heritage-Reports on UN human rights treaties and other documents: Convention
on the Rights of the Child (CRC). Retrieved from: http://www.canadianheritage.gc.ca/
eng/1357136859881/1357137099645.

321bid.
3bid.
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Like many developmental disabilities FASD is permanent and requires life-long
support and accommodation. Section 15 of the Charter, signed into law 1982,
clearly indicates Canada’s legal responsibility to provide access and accommoda-
tion for people with physical or mental disabilities of all ages without discrimina-
tion.>3 The nature of this commitment is more specifically articulated in the UN
Convention of Rights of Persons with Disabilities—signed by Canada in 2007 and
fully ratified in 2010. This Convention affirms the rights of all people to access,
accommodation and support in event of disability. Specific mention in the conven-
tion is made of many areas of life including: Justice (Article 13), Education
(Article 24) Health (Article 25)3*: The convention clearly states provision should
be made of services that work to prevent secondary disabilities:

Provide those health services needed by persons with disabilities specifically because of
their disabilities, including early identification and intervention as appropriate, and ser-
vices designed to minimize and prevent further disabilities, including among children and
older persons;

The Convention also notes ‘the difficult conditions faced by persons with dis-
abilities who are subject to multiple or aggravated forms of discrimination on the
basis of race, colour...... language...... indigenous or social origin...... age or
other status’.

The disadvantage faced by an Aboriginal person with an FASD disability is
exacerbated by the already significant gap they have to traverse in health, educa-
tion, housing, and all other determinants of health. According to the 2014 UN
report of the Human Rights Council®>:

The health of First Nations, Inuit and Métis people in Canada is a matter of significant
concern....significant gaps still remain in health outcomes of aboriginal as compared to
non-aboriginal Canadians, including in terms of life expectancy, infant mortality, suicide,
injuries, and communicable and chronic diseases such as diabetes. The health situation
is exacerbated by overcrowded housing, high population growth rates, high poverty rates
and the geographic remoteness of many communities, especially Inuit communities in the
north.

3Canadian Charter of Rights and Freedom of the Constitution Act. Retrieved from: http:/laws.
justice.gc.ca/eng/Const/Const_index.html. Section 15. (1) Every individual is equal before and
under the law and has the right to the equal protection and equal benefit of the law without dis-
crimination and, in particular, without discrimination based on race, national or ethnic origin,
colour, religion, sex, age or mental or physical disability.

3Convention on the Rights of Persons with Disabilities. Eighth session, New York, (August
2006) Retrieved From: http://www.un.org/disabilities/convention/conventionfull.shtml.

35United Nations General Assembly-Human Rights Council 27th Session (July 2014) Report of
the Special Rapporteur on the right of indigenous people: The situation of indigenous people in
Canada; Retrieved from: http://www.ohchr.org/EN/Issues/IPeoples/SRIndigenousPeoples/Pages/
SRIPeoplesIndex.aspx.


http://laws.justice.gc.ca/eng/Const/Const_index.html
http://laws.justice.gc.ca/eng/Const/Const_index.html
http://www.un.org/disabilities/convention/conventionfull.shtml
http://www.ohchr.org/EN/Issues/IPeoples/SRIndigenousPeoples/Pages/SRIPeoplesIndex.aspx
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Socio-economic status, SES, is one of the biggest risk or protective factors to the clin-
ical manifestation of the FASD condition.?*37 In 1987 a group of researchers compared
the offspring of high SES and low SES women with controls. The study population all
had chronic drinking problems and similar prenatal alcohol consumption when pregnant
yet the incidence of FAS in offspring was 4.5 % for upper-middle class mothers vs.
70.9 % for low SES mothers.3® There were significant differences in rates of intellectual
deficiency but more importantly in areas that could not be attributed to post-natal envi-
ronment, such as a significant reduction in head circumference and growth, as well as
increased congenital malformations.

In 2010, Canada became one of the signatories of the United Nations
Declaration on the Rights of Indigenous Peoples. In doing so Canada affirmed
its indigenous peoples’ ‘equal right to the enjoyment of the highest attainable
standard of physical and mental health’. Canada also agreed that they would ‘take
the necessary steps with a view to achieving progressively the full realization of
this right” (Article 24). Special note was taken in the document of the need to pro-
tect the rights of people with disabilities. ‘Particular attention shall be paid to the
rights and special needs of indigenous elders, women, youth, children and persons
with disabilities in the implementation of this Declaration (Article 22)’ 40

Despite its ethical and legal responsibilities lack of access to FASD diagnostic
services means lack of identification and subsequent lack of eligibility for provi-
sion of disability accommodation in school and community. The 2014 UN report
of the Human Rights Council notes that despite conditions funding levels in abo-
riginal communities for education, health and social services continue to lag far
behind.*!

36 Abel and Hannigan (1994). See also Abel (2004).
37May and Gossage (201 1a, b).

3Bingol et al. (1987).

“There was highly significant difference in the incidence of FAS offspring between upper middle
and lower class alcoholic mothers, 4.5 % versus 70.9 % respectively. Mean weight, length, and
head circumference at birth in children of upper middle class alcoholic women was -ISD, those
of lower class alcoholic women fell into -2SD. All other parameters, congenital malformation
rate, failure to thrive, mental retardation were also significantly greater in children of lower class
alcoholic women (p less than or equal to 0.01)’.

United Nations General Assembly-Human Rights Council 27th Session (July 2014) Report of
the Special Rapporteur on the right of indigenous people: The situation of indigenous people in
Canada; Retrieved from: http://www.ohchr.org/EN/Issues/IPeoples/SRIndigenousPeoples/Pages/
SRIPeoplesIndex.aspx.

40Canada became a signatory to the Declaration in 2010; but in 2007 when the Declaration
passed by a vote of 143 countries in favour to 4 against Canada was one of only four countries in
the world that originally voted against it. The other countries are: Australia, New Zealand and the
United States—countries that have large historically disadvantaged indigenous populations.
4lUnited Nations General Assembly-Human Rights Council 27th Session (July 2014) Report of
the Special Rapporteur on the right of indigenous people: The situation of indigenous people in
Canada; Retrieved from: http://www.ohchr.org/EN/Issues/IPeoples/SRIndigenousPeoples/Pages/
SRIPeoplesIndex.aspx.
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The challenging behaviors of youth and young adults who may be affected by
prenatal exposure are often perceived to be intentional because they have not been
identified through the medical system as having a disability. FASD behaviors can
become more challenging as individuals grow into adulthood without support and
accommodation. Secondary disability research indicates that without early diagno-
sis and support 60 % of individuals with FASD begin to get into trouble with the
law.*? Research indicates that many individuals with FASD end up in the revolv-
ing door of the criminal justice system where they are punished for behaviors that
have less to do with criminality than with their disability.*3

The criminal justice system in Canada has no process in place to screen or
assess FASD. Forensic psychiatrists are not often trained nor always available to
diagnose FASD, so unless the diagnosis is brought into the court individuals with
FASD do not get appropriate consideration or accommodation within the criminal
justice system for their disability.**

To remedy the situation regarding the lack of FASD service delivery Health
Canada implemented FASD initiatives beginning in the early 2000’s.*> First
Nation Inuit Health or FNIH’s FASD Program and PHAC’s (Public Health Agency
of Canada) FASD National Strategic Projects Fund are the basic components of
Health Canada’s FASD Initiative introduced in the 1999 Budget.

PHAC’s FASD National Strategic Fund has been responsible for advancing a
number of important FASD projects and Canada has become well-known through-
out the world for its ground-breaking work in advancing FASD knowledge,
research and practice.*® They funded a wide range of projects including develop-
ment of: Clinical Practice Guidelines for Diagnosis of FASD,*” Alcohol Use and
Pregnancy Clinical Practice Guidelines for physicians*®; a National Screening
Toolkit for FASD,* Prevention statements, Adult diagnosis statements, develop-
ment of a national prevalence plan, economic analysis and research funding
through Canada’s FASD Research Network and NeuroDevnet.

42Streissguth and Kanter (1997).

43Conry and Fast (2000).

#This may change with the recent addition in the DSM-5 of the condition, ND-PEA,
Neurodevelopmental Disorder-Prenatal Exposure to Alcohol.

4SPHAC’s FASD Initiative is described on their website: http://www.phac-aspc.gc.ca/hp-ps/dca-
dea/prog-ini/fasd-etcaf/funding-fonds/index-eng.php FNIH FASD program is described on the
Health Canada website: http://www.hc-sc.gc.ca/fniah-spnia/finance/index-eng.php.

46Ibid. The objective of the FASD initiative is to develop: ‘practical tools for community-based
programs and health and allied professional (with the goal) to reduce the number of alcohol-
affected births and to improve the outcomes for those affected by FASD....(by providing)
knowledge and evidence, knowledge translation and exchange, leadership, co-ordination, and
collaboration, systems capacity development, and evaluation.’

4IChudley et al. (2005).

“8Carson et al. (2010).

YCAPHC (2012).


http://www.phac-aspc.gc.ca/hp-ps/dca-dea/prog-ini/fasd-etcaf/funding-fonds/index-eng.php
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Despite the success of PHAC’s National FASD initiative, actual service deliv-
ery at the community level in Canada has not improved significantly. In 2011,
Clarren and Lutke report that the clinical capacity in Canada to diagnosis was
2288 while the number of people projected to be affected by FASD was
1,279,454 5951 Canada’s specific legislation dealing with healthcare, the Canada
Health Act (1985)°2 shares the responsibility of running the Canadian medical sys-
tem between levels of government. The provinces/territories have been given the
primary responsibility for health service delivery while the federal government
through Health Canada provides direction, research and support.>> So despite
PHAC’s direction, there was no real change in provincial health policy and
practice.

Health services for aboriginal people are provided through more complex
arrangements between the provinces or territories, the federal government and
aboriginal communities. Often there is confusion as to the responsibility of each of
these in relation to the funding and the delivery of particular health services. The
federal department that has the specific mandate for aboriginal health is FNIH
(First Nation and Inuit Health). While an Aboriginal right to health care has never
been specifically acknowledged by the federal government or decided in the
courts, the courts have clearly recognized the fiduciary responsibility of the gov-
ernment towards aboriginal people. FNIH’s mandate is to>*:

e Ensure the availability of, or access to, health services for First Nations and
Inuit communities;

e Assist First Nations and Inuit communities address health barriers, disease
threats, and attain health levels comparable to other Canadians living in similar
locations; and

e Build strong partnerships with First Nations and Inuit to improve the health
system.

Most of the health services for aboriginal people, however, are delivered by the
provinces or territories where the people reside whether off or on-reserve. FNIH’s

50Clarren et al. (2011).

SUniversal access to medical care is not a specifically mentioned as a Charter right. Canadian
Charter of Rights and Freedom of the Constitution Act Retrieved from: http://laws.justice.gc.
ca/eng/Const/Const_index.html Sect. 7 of the Charter has been used in successful legal chal-
lenges to guarantee access to health services.

32The Canada Health Act (1985) Retrieved from: http://www.laws-lois.justice.gc.ca/eng/acts/c-6/
page-1.html.

33Health Canada: Retrieved from: http://www.hc-sc.gc.ca/hcs-sss/index-eng.php

“Health Canada's mandate is to help Canadians maintain and improve their health..... Health
Canada's responsibilities for health care include setting and administering national principles for
the health care system through the Canada Health Act .....Working in partnership with provinces
and territories, Health Canada also supports the health care system through initiatives in areas
such as health human resources planning, adoption of new technologies and primary health care
delivery.

S4FNIH Retrieved from: http://www.hc-sc.gc.ca/ahc-asc/branch-dirgen/fnihb-dgspni/index-eng.php.
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‘un-insured benefits program’ is supposed to fill in the gaps by covering health ser-
vices that are not provincially insured i.e. dental services, eyeglasses or medicine.
This program could provide the framework to fund FASD diagnostic services but
at this point in time there is only project support (not core funding) for FNIH’s
FASD program. The actual focus of the program has been on prevention through
mentoring services and support for women, although the stated objectives of their
program are broader:

(1) Reduce the number of babies born with FASD; and (2) support children (age 0—-6) who
are diagnosed with FASD and their families to improve their quality of life.>

When FNIH’s FASD program was first launched in the early 2000s there were
three eligible priority areas: Asset Mapping, Diagnosis (Formation of Multi-
disciplinary team), and Mentoring (PCAP, Parent Child Assistance Program).

Amidst this context, one community based FASD multi-disciplinary diagnostic
team, the Eastern Door, was established in Atlantic Canada through the FNIH’s
call for proposals in the early 2000s. The Eastern Door Team, is an aboriginal
community based diagnostic team, that’s been operating since 2005-6; it was used
as a model for the New Brunswick FASD Centre of Excellence that opened in
2012.%° The Eastern Door is actually the result of successful tri-partite collabora-
tion between the federal government, the provincial government and the commu-
nity. It would not have been possible without the funding provided by FNIH’s
FASD Program for training and team coordination, but the in-kind provincial ser-
vices of physician and OT and the special needs accommodation services offered
post-diagnosis by the FN on-reserve school were also essential.’’ The Eastern
Door is unique in its development of culturally based tools for screening, diagno-
sis and intervention and the participation of traditional healers in the diagnostic
process. After the Eastern Door was operating for a few years a satisfaction survey
was sent to the families who had accessed services; the satisfaction rate was over
90 %.%® One of the birth mothers who was able to access FASD services in the
community speaks of her experience with diagnosis and then after as accommoda-

tions were put in place and the child began to learn™’:

3Health Canada Archived content: Retrieved from: http://www.hc-sc.gc.ca/fniah-spnia/finance/
agree-accord/prog/index-eng.php.

S°NB FASD Advisory Committee Final Report 2010. The NB Centre of Excellence was first
operated by Moncton Family Service and is now being managed by VON Canada. When they are
fully operational they are able to do about 20 diagnosis a year and the Eastern Door team can do
about 10 diagnosis.

57The community school provides the psychologist, speech pathologist, and social worker for the
team. The school also provides accommodation services in the school after diagnosis. The school
program is funded by AANDC, Aboriginal and Northern Development Canada (Indian Affairs)
through its special needs funding. This funding was not available until the children were diag-
nosed with FASD.

SSEHWC Evaluation 2008.

FNnterview with Bev Sanipass-2010—Eastern Door Video.
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When she was a baby I didn’t understand why she would you know when she would get
angry she would bang her head on the floor.....like constantly.....she didn’t know how
to say how she was feeling...so just for...for not to get hurt I would put my hand on her
head, where she was pounding her head, and so she wouldn’t get hurt......

At first I dreaded going and didn’t know....didn’t want to know....but I put all those
feelings aside and I said this is for her...... She asked me a lot of questions and I just
answered them in my honest way as best as I could...what I know...but she helped me
figure out a lot of stuff in my head...about it...just talking to her it was a relief....for
me...that it had a name....the doctor told me that this is what it is and then what they were
going to do and every word he was saying after that...it was lifting my spirits and then
things started going more easier after that and both of us...and she started to learn and
when she first started reading a book I cried...I never thought she would read a book......
and I was so happy...when she graduated high school—all that, because of that, the diag-
nosis, it made my life easier—

Despite its success, the Eastern Door funding from FNIH has been reduced to a
point that it now does not even cover the salary of the team coordinator. The origi-
nal plan was to begin to offer adult diagnosis and to expand in order to allow
nearby FN communities to access diagnostic services as they have requested.®
Instead, one of the health center administrators recently had to restrict Eastern
Door services because of inadequate funding from FNIH. FNIH removed diagno-
sis as one of the funded components in their FASD program since they consider
medical diagnostic services to be the responsibility of the province.

Because of the limited funding in the provinces for the development of multi-
disciplinary diagnostic teams an individual’s access to FASD diagnosis in aborigi-
nal and non-aboriginal communities has depended upon the practice of individual
physicians. These health professionals are funded through provincially insured
health plans and they face a number of challenges in providing diagnosis. Twenty
years ago the Public Health Agency of Canada commissioned a survey of pediatri-
cians and family doctors to explore their level of knowledge and attitudes to FASD
in light of the lack of access to FASD diagnostic services. One of the most impor-
tant issues for them was lack of training. Over half reported that they lacked the
training to diagnose FASD. A few had never even heard of the condition.®! Some
of the physicians reported that they had considered FAS as a diagnosis but also
admitted they never made reference to the condition in their case notes because
they were uncomfortable with the issue.%? Physician lack of FASD training and
knowledge continues to be a problem. Physicians also report they are uncomforta-
ble asking about alcohol use in pregnancy and they do not have the resources
needed to deal with the issue. %3

%ONB FASD Advisory Committee report. 2009. A consultation meeting was held with FN health
center administrators and community health professionals. There was consensus that they wanted
the Eastern Door Center made into an aboriginal center of excellence to serve their communities.

61Nanson et al. (1995) (2 % of physicians had never even heard of FAS. Of the 98 % remaining
who had some knowledge of the condition less than 50 % felt able to diagnose it).

2Ibid.
63Carson et al. (2010).
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In 2007, the Lancet published an article written by British pediatricians entitled
‘Fetal Alcohol Syndrome: law and ethics’ that suggested that diagnosing FASD
poses a conflict for physicians.®* They write that they are caught between ‘the
right of the individual to know the likely cause of their disability against empha-
sising the mother’s potential sense of guilt, thereby probably damaging the rela-
tionship of mother and child’.%5 Despite this conflict the authors conclude that
ethically it is only by ‘reliably making the diagnosis can more effective interven-
tions be offered to affected individuals’. But there are practical barriers to FASD
diagnosis that affect physicians offering FASD diagnostic services.

FASD diagnosis is time-consuming. It requires interviews with the birth
mother, information from other specialists and coordination of care. Physicians
report that there are no provincial FASD billing codes that would enable them to
charge for the services that are required.®

The provincial government however, could choose to supply FASD billing
codes for individual physicians as well as resources for the coordination and
development of FASD diagnostic teams. Health officials justify the continuing
lack of FASD service delivery in terms of a risk-benefit or cost-effective analysis
(i.e. the cost of FASD diagnosis is high; there is no cure for FASD, and FASD
interventions are expensive to provide.®”) This economic approach to health ser-
vice delivery would appear to have no ethical basis in light of the principles that
health professionals and policy makers agree should guide health care policy and
practice. Beauchamp and Childress first articulated these in the 1970s and they are
now widely accepted by most health professionals and their regulatory bodies®®:

1. Beneficence—Policy and practice that has the best interest of the other in mind

2. Maleficence—Policy and practice that above all ‘does no harm’

3. Justice— Policy and practice that is fair and that promotes equality among
individuals

4. Autonomy— Policy and practice that allows for the right of each individual to
have freedom of choice

In our society cost-effectiveness/cost-benefit analysis in healthcare has become
identified with the ethical principle of beneficence. This is based on an interpreta-
tion of John Stuart Mill’s philosophy of utilitarianism. Mill proposed that deci-
sions, by individuals or the state, should be made on the basis of what will do the

%Mukherjee et al. (2007).
631bid.

%0Gander FASD conference. 2000 Physician Session facilitated by Dr.Ted Rosalas. Goose Bay
physicians’ session at the hospital (2001).

%Notes from Big Cove Wellness Committee Inc. In attempt to get diagnostic services in FN
community as well as in the province members of the Wellness Committee met with representa-
tives from the department of health and hospital medical services in a series of meetings from
2004-2009.

68Beauchamp and Childress (2008).
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Table 2. Risks and benefits associated with FASD diagnosis/service delivery

Risks

Benefits

Lack of appropriate interventions
after diagnosis

* Interventions provided anyway—diagnosis means
more appropriate ones

* Diagnosis leads to shift in focus of interventions

* Diagnosis leads to better resource allocation

* Diagnosis needed in research to help improve
outcome

Stigma and labeling

* Diagnosis leads to understanding of disability

* Shift from individual being a problem to having a
problem

* More effective interventions

* More autonomy as individuals with FASD are sup-
ported and empowered

Diagnosis and interventions are
expensive in a time of scarce
resources

* Research indicates diagnosis and intervention works
to prevent or ameliorate secondary disabilities

* Secondary disabilities lead to great economic costs

 Appropriate interventions mean less recidivism in
CJS

* Providing mothers with FASD services and support
for their disability means improving the lives of their
children

FASD diagnosis is not cost-effective.
Health resources could be used on
health conditions that would serve
more people and have more impact

* Diagnosis and support means improved relations
to self, to family, world—Mi’gmaw ethical concept
‘Nogemag’

* Increased well-being for individual, family and

community—Greek ethical concept ‘Eudaimonia’

greatest good for the greatest number of people.®” In Utilitarian terms,
‘Beneficence’ would then be equated with an action that brought the greatest bene-
fit to the greatest number of people. In making policy decisions the theory is that
there is a need to balance the economic benefits of a certain course of action with
the risks it entails to achieve results.

Given this framework, the decision to provide access to FASD diagnosis and
intervention would be based on analyzing and weighing the probable risks and
benefits that would be incurred. Health care decisions are often guided by tools
such as QALY (Quality Adjusted Life Year), that are used in cost effective analysis
to calculate the value for money of a medical service—in terms of the quality and
the quantity of life lived after the service/intervention. Below is a chart outlining
the risks and benefits associated with FASD diagnosis (Table 2).70

S9Mill (1993).

70Cost effective analysis and Cost benefit analysis are distinct. Cost benefit analysis has to do
with monetary savings and cost effective approach with what appears to be a more qualitative
approach. This distinction is not important for the purposes of this analysis.
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The economic implications of FASD have been studied extensively in recent
years, and the research indicates that using a cost-benefit analysis it would actually
be more effective to deliver FASD health services despite the initial expense.”!
Despite this research, the political will that drives policy is lacking at the provin-
cial level. As Michael Foucault pointed out, ethical principles are socially con-
structed.””> Who decides what benefits are of value and what risks are worth
taking? Who decides what “quality” means to an individual or group who may
have entirely cultural different values. Who decides the groups that should benefit
by the decisions that are made? For instance, we would never consider refusing
health services to children with inoperable brain cancer, although by cost effec-
tiveness analysis the QALY score would be low. Extensive health services for
Autism Spectrum Disorder have been provided in most regions after much lobby-
ing by upper middle-class parents, yet services for FASD (a similar developmental
condition that is perceived to affect only the aboriginal population or the marginal-
ized) are non-existent. Public health policy and professional practice are affected
by prevailing politics and perceptions and interests.

Policy makers would have a different set of priorities if the issue of FASD ser-
vice delivery was instead considered using the framework of Aristotelian ethics
where ‘Eudaimonia’, happiness, harmony and well-being, is the ‘end’ or purpose
of human life and of virtuous and ethical action.”®> This concept is similar in a
sense to the M’igmaw aboriginal concept of Nogemag—well-being in relationship
to self-others-creator. From a Mi’gmaw perspective health and right action should
be considered in context of the balancing and harmony of the whole.”*

One of the most important issues that need to be addressed when considering the
provision of FASD services in an aboriginal community context has to do with a
certain resistance within the aboriginal community to the way FASD is framed in the
present medical model. Often this is posed as an issue about lack of culturally sensi-
tive norms or assessment tools, but the issue is deeper than this. Noel Milliea, one of
the traditional healers who are part of the Eastern Door Diagnostic team, suggested
a different way of looking at FASD by framing it in relation to a circle (rather than
a grid) and considering it as a system disorder as well as an individual one. In tradi-
tional terms the disorder we now call FASD might be considered as ‘a disordering’.
There is a breakdown in relationship between mother and child that has to do with
the breakdown of social relationships to self, family, community and larger society.

When the condition of FASD is framed in this way there is no stigma involved
to the affected individuals, the mothers, families and communities. This is not the

71Stade et al. (2007).

72Foucault (1984). See On the Genealogy of Ethics: An Overview of Work in Progress, pp. 340—
372. Also Politics and Ethics, pp. 373-380.

73 Aristotle (1941). The word Eudaimonia (etdauprov-iar) literal English translation in Liddell and
Scott’s Greek lexicon is ‘prosperity, good fortune, opulence, happiness’ but the word as a concept
used by Aristotle holds much more meaning than the simple English translation.

"4Discussions with elder Noel Milliea The English translation of the word Nogemag is ‘all my
relations’ but the concept holds much more meaning than the simple English translation.
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case when FASD is considered through the lens of the present medical model. In
the medical paradigm FASD as it is constructed tends to be perceived as the ‘fault’
of the mother. One particular article discussing FASD and ethics published in a
physicians’ journal reported”: ‘by exposing the fetus to a teratogen the mother is
causally, and arguably morally, responsible for the outcome.’

This way of thinking stigmatizes the mother and so leads to resistance in terms
of accessing FASD diagnostic services for her child or disclosing pre-natal alcohol
use (even if she drank before she knew she was pregnant or was told by her physi-
cian that moderate drinking would not harm her child). In Canada, the aboriginal
population as a whole now carries the ‘stigma’ of FASD because in Canada FASD
is widely believed to be primarily an aboriginal problem.’® The ethical implica-
tions of this kind of mis-information are serious as it has hindered progress and
empowerment by generating resistance and discomfort within the aboriginal com-
munity itself. The Ontario Federation of Indian Friendship Centres reports that the
stigma associated with FASD and aboriginal people is working to silence aborigi-
nal voices about FASD.”’

This erroneous characterization has not only negatively affected the mainstream under-
standing of Aboriginal health and community, but has also inhibited the progress of FASD
research and strategy development.......

The reality is that adequate FASD service delivery is a serious health problem
in both aboriginal and non-aboriginal communities in Canada; however, aborigi-
nal communities (and individuals living in them) are particularly disadvantaged
because of the ‘disproportionate hardship that they experience in relation to the
social determinants of health’ and the lack of access to the services they need:

Colonization and assimilation practices have resulted in high rates of mental illness,
addiction, homelessness, poverty, unemployment, incarceration, poor physical health, and
community and familial dysfunction....Many individuals do not have access to the holistic
services that would help them to cope with the social isolation and experiences of vio-
lence and abuse that can arise from these issues. Together, these consequences of a shared
history of trauma embody the underlying, or ultimate, causes of FASD in Aboriginal com-
munities, and must be addressed with culturally appropriate methods that foster cultural
reintegration, personal and collective healing, and positive change. FASD is a product of
socioeconomic status rather than race or culture and as long as a national or provincial
strategy does not exist....... Aboriginal people affected by FASD will go without the
culturally appropriate, wholistic, and self-determined supports and resources that they
need to ensure positive health outcomes and an optimal quality of life.”3

TSMukherjee et al. (2007).

76When we were lobbying in NB to get provincial FASD diagnostic services I was asked to give
an FASD 101 presentation to a group of provincial ministers including Health, Education, Social
Welfare and Aboriginal Affairs. During discussion period that followed one of them commented
that they thought FASD was only a problem of aboriginal people—he wasn’t aware that it was a
health issue for others.

780ntario Federation of Indian Friendship Centres Toronto, Ontario (2013) Fetal Alcohol
Spectrum Disorder: a Position Paper. Retrieved from: http://www.ofifc.org.

7TOntario Federation of Indian Friendship Centres Toronto, Ontario (2013) Fetal Alcohol
Spectrum Disorder: a Position Paper. Retrieved from: http://www.ofifc.org.
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Therefore, Canada’s ethical obligation to provide resources for system based
FASD diagnostic and intervention services in aboriginal communities is clear, as is
its legal obligation to accommodate for the FASD disability. However, there are
further considerations. Naomi Adelson pointed out that system inequities in
Canada in regard to aboriginal health are the root cause of health disparities.”® In
this light FASD service delivery to aboriginal people-whether diagnosis, preven-
tion or intervention-implies a system focus and also identifies a system responsi-
bility. This is true for both indigenous and nonindigenous populations in Canada.
Prevention and healing of FASD has much to do with Canada’s ethical and legal
responsibility to actively work together at all levels of government to create
healthy systems. This would, in turn, help provide access to culturally informed
FASD diagnosis services and to the social, economic, physical and spiritual
accommodations that are needed by affected individuals and families to deal with
the disability.
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FASD and the Concept of “Intellectual
Disability Equivalence”

Stephen Greenspan, Natalie Novick Brown and William Edwards

Introduction

The term “Intellectual Disability (ID) equivalence” refers to accommodations that
are made by legal and other governmental entities when they provide services,
supports or protective arrangements to people who—because of brain impair-
ment—function as if they have ID but fail to qualify for the ID label which is
needed for access to many programs because their IQ scores are a few points too
high. Fetal Alcohol Spectrum Disorder (FASD) is a logical candidate for such
an accommodation as (a) it (like ID) involves brain impairment, (b) people with
FASD have adaptive deficits and support needs that are identical to those with ID,
and (c) while many people with FASD do qualify as having ID, the majority do
not, because full-scale IQ scores are typically too high.

ID-equivalence accommodations are an attempt to free the human services field
from the straight-jacket that has been imposed by over-reliance on full-scale 1Q
ceiling scores, which functioned as a gate-keeper and barrier for developmental
services eligibility. In this chapter, using specific examples, we review some of the
forms that these ID-equivalence accommodations have taken, point out problems
with those forms, and suggest improvements for implementing this concept. First,
we provide a brief historical overview of the role of intelligence in intellectual dis-
ability and the growing belief that an 1Q score provides an inadequate basis for
determining whether someone may or may not have that disorder.
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Limitations of IQ and 1Q Cut-Offs

Intellectual Disability, under various names and most of them now offensive, has
been around for centuries, as seen in references to it in Egyptian, Greek, Roman
and other ancient documents (Scheerenberger 1983). Until the advent of intelli-
gence testing in the early twentieth century, individuals with ID were identified by
how they functioned in the everyday world or what has come to be termed “adap-
tive behavior”. Specifically, people with ID were differentiated from the general
population by the perception that they lacked ability to survive on their own. With
the invention of the IQ statistic, diagnostic emphasis shifted from everyday func-
tioning as seen by others in one’s environment to “intelligence” as measured on a
one or two hour test of mainly academic problems, administered by a psychologist
who typically did not know the child or adult being tested.

The original Binet-Simon scale, on which most subsequent tests were modeled,
took progressively more advanced items from the educational curricula. Thus,
as was argued by Anastasi (1983), there was essentially no difference between a
measure of aptitude (IQ) and a measure of academic achievement, as seen in the
extremely high correlations among the two types of instruments and extremely
good predictive validity between 1Q and academic performance. When there was
divergence between aptitude and achievement scores, as in former but now largely
abandoned operational definitions of “learning disabilities,” these often reflected
differences in test reliability as well as the fact that achievement profiles were typ-
ically differentiated in most people, including those with brain impairments. The
question thus becomes: “how appropriate is it to place central reliance on a meas-
ure essentially of academic potential as a gateway to receiving developmental ser-
vices, subsidies and entitlements?” The answer, it seems to us and many others, is
“not much.”

The IQ metric became overwhelmingly popular in North America in the second
quarter of the twentieth century, as it proved useful to eugenicists such as Lewis
Terman (author of the Stanford-Binet, a translation and extension of the origi-
nal French Binet-Simon) in promoting their racist political agenda (Blumenfeld
2011). That agenda included shutting down immigration to the United States
from Southern and Eastern Europe, placing individuals with below-average 1Q in
gender-segregated institutions before subjecting them to involuntary sterilization,
and otherwise preventing those termed “morons” (many of whom today would
likely not be considered to have ID) and “imbeciles” (people who today would
be considered to have mild ID) from transmitting their “diseased germ plasma.”
The implementation of that agenda depended on being able to persuade legislators
and the public through quasi-scientific or outright fraudulent studies such as Henry
Goddard’s (1912) book on the “Kallikak™” family, that low-IQ people posed a
threat to society and to the continued superiority of the “white race.” Much evi-
dence that Goddard faked his Kallikak data can be found in Smith (1985).

The basic idea being promoted at the time was that IQ represented a precise
snapshot of the brain that was concrete, immutable, inherited, and incorporative
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of all that we view as “intelligence.” Now of course we understand that there are
discrete cognitive capacities such as “social intelligence” that are not well cap-
tured by an IQ score. We also recognize that some cognitive measures such as
“executive functioning” are better indices of intelligence than IQ, and that cogni-
tive profiles across batteries of IQ and other tests are more useful than a single
index score (McGrew and Flanagan 1998). It is also accepted that there are envi-
ronmental as well as other biological (e.g., brain injury) contributors to poor intel-
lectual functioning (Ceci and Williams 1997), and that instruments which purport
to measure 1Q are not equally reliable or valid and are affected by well-known
psychometric variables, such as experience with prior tests, obsolescence of test
norms, problems with test construction and statistics, and normal variation in per-
formance that is random or due to examiner incompetence or bias (Greenspan and
Olley 2015).

The idea of using IQ ceilings to demarcate a dividing line between impair-
ment and “normality” came to the fore a little over half a century ago when the
American Association on Mental Deficiency (later, the American Association
on Mental Retardation and today, the American Association on Intellectual and
Developmental Disability) published a diagnostic manual. In this manual, they
established a three-prong definition of mental deficiency (later, “mental retarda-
tion” and today “intellectual disability”’) as a condition in which the first prong,
intellectual impairment, was reflected in an IQ score that fell at least one standard
deviation (SD) below the population mean (a standard score equal to or less than
85, or the 17th percentile of the population distribution). The conventional belief,
not particularly based on research, was that the incidence of ID was 3 % of the
population. Therefore, a standard that took in the bottom 17 % of the population
was obviously too high as it created many “false positives” of individuals labeled
ID who should not have been. This problem was exacerbated by a failure for over
a decade to use the second diagnostic prong of adaptive behavior, the intended
purpose of which was to bring the actual incidence down to 3 %. To correct for
this problem, the criterion for prong two was changed three decades ago from
one standard deviation (IQ = 85, 17th percentile) below the mean to two stand-
ard deviations (IQ = 70, 2nd percentile) below the mean (Greenspan and Switzky
2006). However, the minus 2 SD standard was just as arbitrary as the minus 1 SD
standard had been two decades earlier. No apparent rationale was provided for
using the minus 2 SD cut-score other than the superficial elegance of using the sta-
tistical convention of standard deviation units. Just as the earlier use of the minus
1 SD criterion was too easy a hurdle to clear, this new reliance on a minus 2 SD
criterion was too difficult a hurdle, with the result being an excessive number of
“false negatives” of people who deserved ID eligibility but were wrongly denied
it. Most of the definitional reforms essayed over the past several decades were
motivated by an attempt to rectify the problem of false negatives caused by setting
the qualifying IQ score too low.

To date, four solutions have been proposed to overcome the problem of false
negatives. The first attempted fix in the 1980s (Grossman 1983) involved encour-
aging diagnostic evaluators and agencies to take into account the confidence
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interval of the IQ test (5 points at the 95th percent of confidence) when making
ID diagnostic determinations. When this admonition was largely ignored, the sec-
ond attempted fix, enacted in the 1990s (Luckasson et al. (1992), was to take the
suggested five-point confidence interval and make it the new ceiling standard,
later modified (Lucksson et al. 2002) as the IQ range “70-75.” More recently, this
second fix has involved using 75 as the cutoff point (Schalock et al. 2002), which
is also what DSM-5 adopted. Part of this fix was to insert the word ‘“‘approxi-
mately” before the number 70 or, more typically, the term “approximately minus
two standard deviations below the mean,” with “approximately” meaning that one
should take into account the unreliability or standard error of the IQ statistic. When
changing the ceiling was typically ignored, a third fix was to encourage clinicians
to change the number itself by correcting for norm obsolescence, a phenomenon
known as the “Flynn effect” (Gresham and Reschly 2011). The Flynn correction
process involves subtracting 0.3 IQ points per year of elapsed time between the
date of norming and date of test administration to correct for the fact that norms
are toughened by 3 years per decade of norm obsolescence to adjust for changes
in population performance in the interim. This practice has become commonplace
when determining eligibility exemptions in the US under the Atkins v Virginia
standard but has not typically been used for school, residential or other less cata-
strophic purposes. The fourth fix is the one with the most promise for eventually
solving the false negative problem and the most relevant for the ID-equivalence
issue. It involves approaching the first diagnostic prong of “intellectual functioning”
as a broad construct that is tapped by various cognitive measures of which IQ is but
one data point. This is the position underlying the ID section in DSM-5 (American
Psychiatric Association 2013), which actually states that neuropsychological tests,
particularly of “executive functioning,” are typically more useful diagnostically
than an IQ score. This provision reflects a step away from the “disability” (arbitrary,
numbers-based) view of ID to one that views the condition as a brain-based “dis-
order” determined clinically rather than psychometrically. In such a conceptualiza-
tion, the key is to look at the individual as a whole person and not just through the
narrow lens of a single numeric score. This position will be explored more fully in
the concluding section of this paper, but first we will look at how various govern-
ment entities have put in place ID-Equivalence provisions intended to get around
our slavish and inappropriate reliance on arbitrarily-instituted full-scale IQ ceilings.

Forms of ID-Equivalency Accommodation

Various attempts have been made over the years to address the inequitable obsta-
cles to ID service eligibility posed by the continuing rigid reliance on full-scale
1Q cutoffs. People with FASD are among those most victimized by the current
practice and therefore stand the most to gain from efforts to develop more flexible
frameworks. In the following pages, we describe some of these ID-Equivalency
approaches, and point out both their strengths and limitations.
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Building Policy Around an Individual-Driven Lawsuit

Neal Fahlman is a young man in British Columbia, Canada, of First-Nations
ethnicity who was adopted at age five weeks. As a child he had three diagnoses:
FASD, ID and what today would be termed ASD (Autism Spectrum Disorder),
in addition to ADHD (a common co-morbid problem for people with FASD).
As a child and pre-adolescent, Neal qualified for developmental disability (DD)
services as his full-scale 1Q was below the minus two standard deviation thresh-
old used in BC by Community Living British Columbia (CLBC, a Crown
Corporation) to determine eligibility for residential DD services. He also met the
other two criteria for a diagnosis of ID: onset in the developmental (pre-age-18)
period and significant deficits in adaptive functioning. Starting at age 15, Neal was
funded by CLBC for living in foster homes and eventually in his own small home
due to behavior outbursts, with one-on-one daily supports but with continued
involvement by his adoptive parents. The program was costly ($77,000 per year)
but less expensive than institutional alternatives (such as prison), given Neal’s very
poor judgment and impulse control problems (e.g., lashing out at others).

When Neal reached age 19, his eligibility for CLBC services needed to be re-
established. However, his newly-obtained 1Q score of 79 was now a few points
above the approximately minus two standard deviations level, which was cited as
the basis for denial of services even though his adaptive behavior scores were still
in the moderate (minus three standard deviations) range. In many other states or
provinces, once someone is in the system and begins receiving services, eligibil-
ity remains intact, regardless of any change in IQ. Neal’s family sued CLBC and
a panel of judges ruled that the use of a specific IQ cut-off to determine continued
eligibility, which had never been discussed in the agency’s authorizing legislative
history, was arbitrary and unfair. The agency was ordered to continue serving him
and to devise a more equitable, and less IQ-driven, formula for making eligibility
determinations for other applicants.

After considering a framework with broader applicability, the BC Ministry of
Community Living Services (the government agency over CLBC) came up with
a formula that appears to have been very narrowly tailored to people exactly like
Neal Fahlman. Essentially, they established two pathways to residential services:
(a) the traditional one, for people who qualified for a diagnosis of ID, which
required an IQ below 70 along with adaptive deficits and onset in childhood; or
(b) an alternative pathway, only available to people who—Ilike Neal—had ASD or
FASD. In addition to having onset in the developmental period, successful appli-
cants needed to have deficits in adaptive and intellectual functioning, but IQ scores
could be above the traditional 70-75 ceiling. However, to ensure that applicants
were sufficiently deserving of services, prong two (adaptive functioning) required
a score that fell at least three standard deviations below the population mean on a
standardized rating measure. This happened to be the precise profile characterizing
Neal Fahlman.
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There are three problems with the ID-Equivalence solution in British Columbia
that was devised in response to the Neal Fahlman lawsuit. The first problem was
that the BC “fix” continued to be based on artificial and arbitrary numeric criteria,
i.e., the numbers were adjusted to make the judges in the Fahlman case happy. The
underlying issue raised by the court—namely the need to look at the whole indi-
vidual—was not really addressed at all.

A second problem with the BC solution was that adaptive deficiency was
defined as minus three standard deviation units, which was far too stringent a
requirement as it included only a fraction of the first percentile of the population.
This was also grossly inconsistent with the usual prong two criterion, which at
minus two standard deviation units (at or below the second percentile) was more
in line with the population for whom ID-equivalence relief was being sought. Our
guess, which has been confirmed by conversations with experts and applicants in
BC, is that adaptive behavior informants such as parents and even evaluators such
as psychologists are then motivated or perhaps forced under the BC solution to
exaggerate the severity of an applicant’s deficits. There is obviously something
wrong with such a state of affairs, as it is inequitable to reward those savvy or dis-
honest enough to exaggerate, while punishing those too unsophisticated or honest
to do so.

The third problem with the BC solution is that the ID-equivalency pathway was
made available only to people with one of the two disorders—ASD and FASD-
which applied specifically to Mr. Fahlman. What about people with the dozens if
not hundreds of other brain-based developmental syndromes who have the same
problem of significant adaptive needs but whose IQs straddled the minus two
standard deviation demarcation line? For example, do individuals with Prader-
Willi syndrome or Dandy-Walker malformation, where there is an ID-equivalent
need for services but where 1Qs sometimes fall above 70, have to file their own
lawsuits when they are denied services? A more equitable solution would have
been to use general language, such as “persons with brain-based neurodevelop-
mental disorders” rather than “persons with autism or FASD.” Consideration of
equity applies here as well, as it is unfair to give relief to very politically influen-
tial advocacy groups (such as parents of autistic children) and deny it to equally
deserving clients (such as individuals with, say, Dandy-Walker syndrome, where
1Qs also fall on both sides of the 70-75 barrier) whose disorders are less known
and thus lack comparable visibility or influence.

Building ID-Equivalency Around Prader-Willi Syndrome

Just as FASD is granted ID-Equivalency in British Columbia (as long as the minus
three standard deviation criterion on prong two is met or faked), other specific syn-
dromes have been specified in various jurisdictions for ID-Equivalency. A differ-
ence is that for these disorders, eligibility is sometimes met automatically if the
syndrome diagnosis is established without any, let alone a more severe, adaptive
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behavior deficit finding. Perhaps the most prevalent of these exemption examples
includes Prader-Willi syndrome (PWS), a rare (1:10,000 to 1:25,000 live births)
developmental disorder caused by a deletion or partial expression of several genes
on chromosome 15. Among the symptoms of PWS are cognitive deficits typically,
but not always, involving IQ below minus two standard deviations, significant
adaptive deficits, and a compulsive need to eat constantly often resulting in morbid
obesity.

A statute in Connecticut gives automatic ID-Equivalency status exclusively to
applicants for ID services who have PWS, regardless of IQ. According to a 2006
website description of the Connecticut Department of Mental Retardation (since
renamed the Department of Developmental Services): “An application for eligibil-
ity determination may be made by... any person who is a resident of Connecticut
at the time application is made, or by someone on the person’s behalf, and who
is, appears to be, or believes him/herself to be a person with mental retardation,
as defined in Connecticut General Statutes 1-1 g or Prader-Willi Syndrome...”
Later, the eligibility criteria are spelled out thusly: “...The process by which the
Department examines information relative to an applicant for Department to deter-
mine if the applicant meets the statutory criteria for mental retardation or Prader-
Willi Syndrome,” and PWS is described as ‘““a neurobehavioral genetic disorder
that has been diagnosed by a physician utilizing medically appropriate criteria.”
Such a diagnosis, which until the 1990s was based mainly on clinical criteria (e.g.,
hypotonia, hypogonadism, inability to achieve food satiation), is now derived from
extremely reliable DNA-based genetic testing methods.

The relevant aspect of the Connecticut exemption is that applicants with PWS
do not have to meet any other criteria for eligibility such as level of adaptive behav-
ior impairment. Apparently it is just assumed that an individual with PWS, a spec-
trum disorder with varying levels of severity, has significant enough service needs
to merit DD services whether or not his/her IQ score falls below 70-75. Several
other states also list PWS in their eligibility criteria but embed it within a slightly
broader list of neurodevelopmental disorders and also specify that an individual still
has to meet prong two, the adaptive functioning deficits. An example is Wisconsin,
which specifies that developmental services are for people who have “...a dis-
ability attributable to brain injury, cerebral palsy, epilepsy, autism, Prader-Willi
syndrome, intellectual disability, or another neurological condition closely related
to an intellectual disability or requiring treatment similar to that required for indi-
viduals with an intellectual disability, which has continued or can be expected to
continue indefinitely and constitutes a substantial handicap to the afflicted individ-
ual....” Similarly, Massachusetts affords ID-Equivalence status to people with “...
cerebral palsy, epilepsy, autism, Prader-Willi or other condition other than mental
illness or an emotional disturbance; closely related to mental retardation because
the condition results in impairment of general intellectual functional or adaptive
behavior similar to those with mental retardation; manifests before 22 years of age;
[is] likely to continue indefinitely; [and] results in substantial limitations in three or
more of major life activities: self-care, understanding and use of language, learning,
mobility, self-direction, [and] capacity for independent living.”
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PWS is not the only chromosome abnormality syndrome given special
ID-Equivalency status, but it is the most widely-noted. In Manitoba, special men-
tion is given to Patau syndrome (a trisomy on chromosome 13) and Edward syn-
drome (a trisomy on chromosome 18). An advantage of the Manitoba legislation
is that it is worded as “chromosome disorders like [emphasis added] Patau syn-
drome and Edward syndrome,” so that the conditions are illustrative of a broader
class of disorders. In contrast, Connecticut mentions only PWS. Patau syndrome
has about the same incidence as PWS, while among the chromosomal disorders,
Edward syndrome is more prevalent (1:6,000 live births), second only to Down
syndrome (1:1,000 live births). Although one of the most common biological
causes of ID, Down syndrome (DS) is not mentioned in ID-Equivalence statutes—
except in Arkansas—perhaps because there is rarely any straddling of the 70-75
divide and therefore virtually all people with DS have no problem qualifying for
ID services. Yet, we have found specific mention of Patau or Edward syndromes
as ID-Equivalency triggers only in Manitoba, while PWS is mentioned in many
places. The likely explanation for this discrepancy is that PWS parent support and
advocacy groups are found virtually everywhere, while the “International Trisomy
18/13 Alliance” is much less visible. However, it does have an active presence
in Western Canada, which may explain why it is mentioned in the Manitoba
legislation.

According to a PWS researcher with first-hand knowledge (Dykens 1996), the
legislation that established automatic ID-Equivalence for applicants with PWS in
Connecticut occurred as a result of successful legislative lobbying of the state leg-
islature by PWS parents and advocates. Not long after this legislation was enacted,
a request was made for similar special treatment (i.e., ID-Equivalence) by parents
of children with autism which is also a spectrum disorder straddling both sides of
the 70-75 1Q divide but with virtually all diagnosed individuals exhibiting severe
adaptive deficits and service needs. However, this request was turned down for
three related reasons: (a) autism is diagnosed clinically without absolute certainty
of a biological (DNA) test as in PWS; (b) the diagnosis of autism is made too
freely (which reportedly is why DSM-5 eliminated Asperger disorder) and con-
sequently includes many individuals unlikely to ever need disability services; and
(c) even if an autism diagnosis was reliable and valid, the numbers of affected
individuals would be enormous (perhaps as high as 1 %) in comparison to PWS;
thus granting automatic ID-Equivalency to all autistic individuals would likely
have severe fiscal consequences for any state or provincial human services budget.
Unfortunately, ID definitions and diagnoses are in part driven by political and eco-
nomic considerations, much as we might wish that were not the case.

By implication, therefore, the political initiative of PWS advocates on behalf of
automatic ID-Equivalency status was more likely to be successful because diagnosis
of PWS was highly reliable, virtually all affected individuals needed and deserved
DD services, and—Iast but not least—the prevalence rate for PWS was low enough
that such a scheme was financially viable. Still, one could make the same inequity
argument against singling out PWS in Connecticut as we made against singling
out FASD (and Neal Fahlman’s other diagnosis, autism) in British Columbia.
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Moreover, the case against PWS could be made even more strongly, as the
lawsuit-driven solution in BC still required significant evidence of adaptive defi-
cits. In fact, this was so excessive as to almost ensure fraud, while such (or any)
evidence of adaptive deficits was not a requirement in Connecticut for PWS
eligibility. Looking at this history and convoluted bases for “fixes” to the eligibility
criteria, it seems questionable to us that a single genetic disorder is singled out for
special ID-Equivalency treatment when there are so many other syndromes (Patau
and Edward, to name but two) that are equally deserving. It is clear then that the
broader problem goes beyond the naming of a specific ID-qualifying disorder and
involves the somewhat outdated emphasis on underlying specific medical categori-
zation itself.

Developmental Disabilities Solution

A major way in which government entities increase the population eligible for
ID services beyond those with IQ scores at or below 70-75 is to use the broader
term “Developmental Disabilities” (Administration for Community Living 2013;
Disability Law Center, undated; National Council on Disability 2012; Zaharia and
Moseley 2008). This term owes its origins to pioneering Kennedy-era legislation in
the United States which authorized various government-funded disability-related
human rights, research, training and facility-building initiatives (Gettings 2011).
The term is now widely used in many state and provincial eligibility statutes. The
original legislation—the “Mental Retardation Facilities and Community Mental
Health Centers Construction Act of 1963”—defined the population addressed by
these programs as people with “mental retardation.” Seven years later, the law—
renamed the “Developmental Disabilities Services and Facilities Construction
Amendments of 1970”— was revised, with the term “Developmental Disabilities”
(DD) substituted for “mental retardation.” However, DD was still defined categori-
cally as in this expanded list: “mental retardation, epilepsy, cerebral palsy, and
other neurological conditions originating before the age of 18.” In 1975, the legis-
lation was revised again, and DD was again defined categorically to include mental
retardation plus these conditions “closely related to mental retardation™: cerebral
palsy, epilepsy, autism and dyslexia, again with a pre-18 age of onset, which were
expected to continue indefinitely and that constitute a substantial handicap.” The
term “other neurological conditions” was dropped for some reason. In our opinion
that was a mistake as such a loophole along with qualifying language such as “pro-
ducing service needs similar to those needed by people with ID”, has since been
added in many places to keep 1Q-Equivalency from being unfairly limited to peo-
ple in only a few, and somewhat arbitrarily chosen, diagnostic categories.

A major revision in 1978, termed the “Developmentally Disabled Assistance
and Bill of Rights Act,” raised the age-of-onset from 18 to 22 and switched from a
categorical to functional definition of DD as a “severe, chronic disability...attrib-
utable to a physical or mental impairment...likely to continue indefinitely” that



250 S. Greenspan et al.

resulted in “substantial functional limitations in three or more areas of major life
activity.” A final revision in 2000 [note: the unusual reversal of typical order of
Roman numerals is reported here as it actually was in the statute] defined DD as
“a severe, chronic disability of an individual that (i) is attributable to a mental or
physical impairment or combination of mental and physical impairments; (ii) is
manifested before the individual attains age 22; (iii) is likely to continue indefi-
nitely; (iv) results in substantial functional limitations in 3 or more of the follow-
ing seven areas of major life activity: (I) Self-care, (II) Receptive and expressive
language, (III) Learning, (IV) Mobility, (V) Self-direction, (VI) Capacity for inde-
pendent living, (VII) Economic self-sufficiency; and (v) reflects the individual’s
need for a combination and sequence of special, interdisciplinary, or generic ser-
vices, individualized supports, or other forms of assistance that are of lifelong or
extended duration and are individually planned and coordinated.” The 2000 law
also clarified the application of the DD definition for children from birth through
age nine, by stating that a child could still be considered to have DD without meet-
ing all of the above criteria if “the individual, without services and supports, has a
high probability of meeting these criteria later in life.”

The intent of this functional and arbitrary formulation appears to have been
an attempt to capture the adaptive limitation profiles of individuals who func-
tioned as if they had ID in spite of having IQs that fell above the 70-75 1Q ceil-
ing. However, at least two of the skills, language and mobility, were not specific
to ID. Likewise, one also could argue that self-direction was not specific to
ID-equivalency. It is not clear where this list came from as there is no science to
support it. Certainly, a limitation in this list is that none of the items address defi-
cits in social functioning, which many people (and virtually all family members)
consider to be at the top of any list of reasons why people with ID need protec-
tions and supports.

Another curious aspect of this formulation is that it was never intended to be a
diagnostic framework; rather, it was intended to clarify the scope and focus of var-
ious federally-funded programs (Developmental Disabilities Councils, Offices of
Protection and Advocacy, University Affiliated training centers) and related facili-
ties. Yet, it morphed over time into something approaching a diagnostic framework
in spite of the questionable and slap-dash nature of the list of seven life functions.
Today, there are many jurisdictions in both Canada and the United States that use
the Developmental Disabilities construct, and several that use the 3-out-of-7 life
skills areas specified in the 2000 legislation described above. One place that men-
tions FASD as an IQ-equivalent condition example is Minnesota, whose statute
252.27 (2012) notes several “related conditions,” defined as: “a condition that is
found to be closely related to a developmental disability, including but not limited
to, cerebral palsy, epilepsy, autism, fetal alcohol spectrum disorder, and Prader-
Willi syndrome.” Like most statutes, the one in Minnesota excludes mental illness,
but states that autism (at one time thought to be a form of childhood schizophrenia
but now listed as a neurodevelopmental disorder) is not considered a mental illness
and thus is not excluded.
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An obvious advantage of using terms like “such as” or “not limited to” is that
ID-Equivalence is then not limited to the few disorders listed but can be much
more expansive. Minnesota is one of a very small list of jurisdictions where FAS is
specifically included in an expanded disorder list. However, Minnesota’s eligibility
document then goes on to state that even if one has a qualifying medical underly-
ing disorder, the condition must still cause “substantial functional limitations,” as
established by deficits in three out of the seven adaptive life activities.

The “Similar Services’’ Solution

As noted in the previous section, a number of jurisdictions have a mixed categori-
cal/functional approach to ID-Exemption, but these generally lack an explicit
statement that ID is the core construct upon which they are basing the expanded
category list as well as the functional life skills impairment list. Such a statement
would be a useful addition, as it would indicate the real purpose of an expanded
list, which is to enable agencies to do the right thing, namely grant DD services
and protections to people who clearly deserve them but are denied them solely
because their full-scale 1Q is above the arbitrary 70-75 full-scale IQ ceiling. Such
a statement also would enable eligibility determiners to avoid being limited to the
disorders in an expanded list, as adding four or five such categories (e.g., autism,
FASD, Prader-Willi, etc.) still fails to include dozens of other disorders involving
full-scale 1Q scores that straddle the 70-75 barrier known to cause or be strongly
associated with ID and serious adaptive deficits.

A good example of an ID service eligibility framework that went from an
expanded categorical definition with a functional overlay to adding a similar-ser-
vices component is California’s vast regional center system. The regional centers
are state-funded agencies that act as the gateway through which applicants for ID
services in the state must pass (Disability Rights California 2012). The authoriz-
ing legislation, the Lanterman Developmental Disabilities Act (AB 846), which is
widely known as the Lanterman Act, was initially proposed in 1973 and passed
in 1977. The Act significantly expanded upon the Lanterman Mental Retardation
Services Act (AB 225), initially proposed in 1969. Although originally created
to serve people with mental retardation, the regional centers were later mandated
to serve persons with four conditions: mental retardation (today termed ID), cer-
ebral palsy, epilepsy and autism. This list obviously was directly modeled after
Kennedy-era federal Developmental Disability legislation. To be eligible for ser-
vices under the Lanterman Act, a person had to have a “substantial disability.”
Thus, people with epilepsy, who are at risk for cognitive impairment but often
have superior intelligence, would not be eligible automatically for ID services.

In 1976, the Lanterman Act was amended to establish the right to treatment
and habilitation services for persons with developmental disabilities. In 2003, the
definition of “substantial disability” was amended to require the existence of sig-
nificant functional limitations in “three or more...areas of major life activity....”
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Previously, having a “substantial disability” only required the existence of a sig-
nificant functional limitation in one area of major life activity. In these “major life
activities” were self-care, receptive and expressive language, learning, mobility,
self-direction, capacity for independent living and economic self-sufficiency. It is
noteworthy that this is the same list (and 3-out-of-7 formula) previously developed
in federal Kennedy-era legislation. As mentioned, that legislation was originally
intended mainly to authorize programs (such as state DD councils), and the life
skills list and formula were not necessarily intended to be a guide to diagnosis or
service eligibility. However, practical application of the legislation has morphed
into that in spite of the fact that the list and the numeric formula do not appear to
have any convincing empirical or theoretical rationale.

Further delimiting the scope of the regional centers, the Lanterman Act spe-
cifically excluded ‘“conditions that are considered solely a learning disorder,
solely a psychiatric disorder or solely a physical disorder” (Cal. Code Regs., Tit.
17, Sec. 54000[c][3]). This obviously could be a source of confusion, as people
with ID often have psychiatric and motor problems. A major innovation in the
Lanterman Act, which keeps it from being unworkable with its very outmoded and
overly limited list of four disorders, is what has been referred to colloquially as
California’s “fifth category” (Disability Rights California 2012). The fifth category
is made up of “conditions similar to mental retardation, or conditions that require
treatment similar to the treatment required for individuals with mental retarda-
tion.” The “similar conditions” and “similar treatment” formulations make it pos-
sible in theory for people with a wide range of brain-based conditions that produce
adaptive needs similar to those found in people with ID to receive the services to
which they are entitled. The legislation does not specifically refer to a too-high IQ
as the reason for this Fifth Category loophole, but obviously that is its justification,
as is the case with any ID-equivalency provision.

In practice, attaining service eligibility for a too-high IQ applicant under the
Fifth Category has proven to be anything but easy, as the application process often
involves initial disapproval followed by one or more appeals and even a lawsuit
before, in some cases, a successful resolution. Undoubtedly, the reason for this dif-
ficulty reflects insufficient funding to serve a large and growing pool of applicants,
but it also may reflect the insidious survival of an IQ-ceiling-driven mindset, in
spite of legislation which seems to explicitly allow IQ ceilings to be ignored when
appropriate. Two court cases have served to clarify the intent of the Fifth Category
provision and force the regional centers to more fully live up to their obligation to
serve people who fall within the purview of the Fifth Category: Mason v. Office
of Administration Hearings (89 Cal.App.4th 1128, 2001), referred to as “Mason,”
and Samantha C. v. DDS (185 Cal.App.4th 1462, 2010), referred to as “Samantha
c”

The issue in Mason was whether having a “condition similar to mental retar-
dation” meant one had to have an IQ in the same 70-75 IQ range as found in
regular old-fashioned MR/ID. Of course, such an interpretation was a perversion
of the ID-Equivalency purpose of the Fifth Category, but it was made possible
because the Act failed to specifically mention 1Q-ceiling waiver as a major reason



FASD and the Concept of “Intellectual Disability Equivalence” 253

for the provision. This position is reflected in the following exchange involving
Dr. Bob Chang, a psychologist employed by the plaintiff in the lawsuit, and the
Inland (San Bernardino area) Regional Center (IRC). When Dr. Chang was asked
in a hearing if a person could fall in the Fifth Category with an IQ score in the
low-average range, he answered “No. Low-average intelligence is not a condition
similar to mental retardation. It is statistically significantly different. Low-average
general intelligence is very different than somebody who is mentally retarded.” So
much for the idea of ID-Equivalency as a way out of the straightjacket imposed by
rigid adherence to 1Q ceilings!

The 2010 Mason case involved an appeal of a turn-down by IRC of ID services
for a child who had a seizure disorder at birth and actually was institutionalized
for a while in the now-shuttered Lanterman Developmental Center (earlier known
as Pacific State Hospital). The IRC refused Mason for ID services because of an
1Q score that was a little too high in spite of substantial adaptive deficits. In addi-
tion to arguing that the Fifth Category did not apply to applicants like Mason with
above-75 1Qs, the IRC also argued that the Fifth Category was unconstitutionally
vague. The court rejected the IRC’s position, stating that the wording of the Fifth
Category was sufficiently clear, and that it made no sense to use as a criterion for
the Fifth Category the same exact criterion that was used to define ID. However,
while a victory for Mason in providing a broader interpretation of the Fifth
Category, the decision of the appellate court was a loss for him in that it did not
insist that he qualified for ID services, even under an expanded approach to eligi-
bility. The reason given by the court was that Mason had a diagnosis of Learning
Disability (LD) and consequently could be educated in a regular classroom. Plus,
there was no evidence that a child with LD, defined in part by having an IQ score
above the ID range, needed services similar to those provided to children with ID.
Thus, in spite of the intention that the Fifth Category would provide an alternative
to IQ-based eligibility determination, the Mason decision illustrated just how per-
vasive and persistent such views continued to be and how little weight was given
to adaptive behavior scores in eligibility determination decisions.

The 2011 Samantha C case represented a leap forward in interpretation of the
Fifth Category, particularly in clarifying the meaning of the “similar treatment”
clause. The better outcome for the plaintiff in this case likely reflected advances in
ID services philosophy and understanding of cognitive disabilities in the interven-
ing 9 years, but undoubtedly it also reflected differences in the impairment severity
profiles of the two plaintiffs. The basic facts of the case were that Samantha was
deprived of oxygen for 30 min during the birth process and experienced signifi-
cant cognitive and adaptive problems as a result. The plaintiff in this case, Harbor
(Long Beach area) Regional Center (HRC), argued that Samantha was not entitled
to state ID services because she had been labeled LD and ADHD. The court sided
with an expert who said that Samantha’s problems were better attributed to sig-
nificant anoxia (oxygen deprivation) at birth and that her need for services similar
to those required by people who were labeled ID because of low-enough IQ made
her clearly eligible under the Fifth Category. HRC was ordered by the court to pro-
vide Samantha with appropriate ID services.
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As the focus of this book is on legal issues involving people with FASD, it is
important to include a brief account of a recent case—with some similarities to
Mason and particularly Samantha C—involving a service applicant with FASD.
The case is not cited in any court ruling because it was successfully resolved
through the application appeal process before court intervention had to be sought.
Nonetheless, the case is somewhat known in the literature as a profile of the peti-
tioner—whom we refer to as “Lisa”—was contained in an article on adaptive
functioning and FASD, which two of the authors published in a special FASD
issue of the Journal of Psychiatry and Law (Edwards and Greenspan 2011). The
account that follows is basically an update to the earlier one.

Lisa, the daughter of a woman who abused alcohol and lived in Los Angeles,
was diagnosed with FASD as a young adult. She had two siblings who were diag-
nosed with FASD during childhood. Lisa suffered very severe abuse from her
father, who went to prison as a result. She and her brother, who became a regional
center client, were discovered by police living unclothed in dog cages when
she was age four. Lisa was placed in a series of foster and institutional settings,
where she received a great many psychiatric diagnoses. Lisa had a temper, and
as a young adult, she got into a dispute with a caregiver that led to her setting
a small fire outside a group home from which she had been expelled. While in
jail for 2 years following the arson incident, she attempted suicide (one of several
attempts) and almost succeeded. When her sentence was completed, she was com-
mitted to a secure psychiatric facility, where the state sought to have her perma-
nently incarcerated.

Due to the efforts of her new attorney, Lisa eventually received a diagnosis of
FASD from a team of knowledgeable experts. Using this diagnosis, and based
on the experts’ opinions that with proper care Lisa would no longer be a threat
to herself or others, the attorney was able to persuade a judge to release her from
confinement if a suitable residential and case management plan could be devel-
oped. An application was made to a regional center for ID services under the Fifth
Category, but the application was turned down on the basis that Lisa’s full-scale
1Q (in the 90s) was too high and that her problems were mainly psychiatric and
therefore not covered under the Lanterman Act. A disability rights group took Lisa
on as a client. They used the fact that she was living temporarily in a different
and better funded jurisdiction to make a new application to a different regional
center, one which they believed was more likely to be sympathetic. This time, the
application was successful on the basis that Lisa had a neurodevelopmental dis-
order (FASD) that produced cognitive deficits. These included major problems in
executive functioning that impaired her judgment and made it necessary for her to
live and work in supervised settings and receive case management services similar
to clients with ID, many of whom also had psychiatric difficulties. As of today,
Lisa is happy and thriving in an environment that is much more supportive, skilled
and loving than would have been the case had she continued to be served through
California’s mental health and correctional systems. Lisa’s case is relevant and
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potentially important on two related grounds: (a) she qualified for ID services with
an IQ score that was essentially normal, and (b) the outcome establishes, at least in
California, a prima facie case that people with FASD should be served by the ID
service system if they have sufficient service needs that can be shown to be con-
genitally brain-based.

Adaptive Behavior Substitution for 1Q

Adaptive Behavior, also known as Adaptive Functioning, plays an important role
in determining ID eligibility even if IQ meets the minus two standard deviation
criterion. When using this more conventional route, having low adaptive behav-
ior by itself is not sufficient for ID eligibility if the IQ criterion is not met. In the
Developmental Disabilities solution with singled-out diagnostic categories such
as autism or cerebral palsy, service eligibility still requires significant deficits in
adaptive behavior, even if it the criterion is not as stringent as that used in British
Columbia. In the Similar Solutions approach described in the preceding section,
adaptive behavior plays an important role, as seen in the case of Lisa. That young
woman, who had a clear-cut diagnosis of Partial Fetal Alcohol Syndrome (PFAS),
was granted ID-Equivalence status through California’s so-called “fifth category”
only because she has very significant support needs which were reflected in sub-
stantially impaired levels of adaptive behavior. An even more explicit emphasis on
adaptive behavior as a basis for ID equivalence can be found in Colorado’s recent
reformulated eligibility standard (Block 2013).

Colorado revised its eligibility criteria in April 2014 for the usual reason: too
many children and adults with brain-based developmental disorders (such as
autism) and very significant support needs were being denied service eligibility
because of IQ scores over 70. The solution devised is that a developmental dis-
ability “means a disability that is manifested before the person reaches 22 years
of age, which constitutes a substantial disability to the affected individual, and
is attributable to mental retardation or related conditions which include cerebral
palsy, epilepsy, autism or other neurological conditions when such conditions
result in impairment of general intellectual functioning or adaptive behavior simi-
lar to that of a person with mental retardation. (C.R.S. 27-10.5-102 11 (a), as
amended).” The innovative thing about this provision is that for ID-Equivalency
qualifying purposes, adaptive behavior now has a status equal to that of IQ, and
too high IQ score is no longer an impediment to receiving ID services. Mentioning
“neurological conditions” is also an important feature, in that it reinforces the crit-
ical (but rarely stated) notion that ID reflects a failure of brain development.

The Colorado emphasis on similar “impairment” differs from the California
emphasis on similar support needs in that the former is more grounded in psy-
chometrics, while the latter is more grounded in qualitative and subjective percep-
tions of need. Specifically, the Colorado statute specifies that a deficit in General
Intellectual Functioning is to be determined by an 1Q score below 70 (for the first
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route of MR/ID), while a deficit in Adaptive Behavior is to be determined by def-
icits on a standardized instrument of adaptive functioning, such as the Adaptive
Behavior Assessment System, second edition (ABAS-2). According to Block
(2013), who analyzed the revised Colorado standards while still in the proposal
stage, the adaptive behavior standard was to be met by significant deficits in two
of the eleven adaptive skills in the old (2000) DSM-4TR definition and the very
old (1992) AAIDD definition of ID. This antiquated view of adaptive behavior/
adaptive functioning is obviously problematic, in part because the taxonomy on
which it is based lacks content validity (Zigler et al. 1984). The content validity of
adaptive behavior is a topic outside the scope of this chapter, but suffice it to say
that the absence of an adequate model or measure of adaptive behavior has obvi-
ous relevance for devising alternative (ID-Equivalence) eligibility pathways. This
is because impaired functioning in the various community contexts (i.e. school,
social relationships, independent living, etc.) is used as a prime reason for giving
less weight to IQ, and adaptive behavior is, in theory, a way of getting at commu-
nity functioning. A brief discussion of the DD behavioral phenotype—indicating
why many people with FASD and related brain-based disorders deserve services
or other accommodations—is therefore in order and will be provided later.

FASD and ID-Equivalence in Civil and Criminal Contexts

As noted, FASD is one of the brain-based syndromes mentioned for
ID-Equivalency consideration in DD service systems in some jurisdictions. An
example is Alaska (Title 47, chapter 20, Alaska Stat. § 47.20.290, 2012), where
the term “Developmentally Delayed or Disabled” is used to describe children eli-
gible for early intervention services. Developmentally delayed is defined as ...
functioning at least 15 % below a chronological or corrected age or 1.5 standard
deviations below age appropriate norms in one or more of the following areas:
cognitive development, gross motor development, sensory development, speech
or language development, or psychosocial development, including self-help skills
and behavior, as measured and verified by appropriate diagnostic instruments and
procedures or through systematic observation of functional abilities in a daily rou-
tine by two professionals and a parent, developmental history, and appropriate
assessment procedures.”

The term Developmentally Disabled is defined as “...having an identifiable
physical, mental, sensory, or psychosocial condition that has a probability of
resulting in developmental delay even though a developmental delay may not be
exhibited at the time the condition is identified...” This list of such conditions is
then supplied (note: we have changed the format slightly to fit it into a paragraph
style): ““...(a) chromosomal abnormalities associated with delays in development,
such as Down’s syndrome, Turner’s syndrome, Cornelia de Lange syndrome, or
fragile X syndrome; (b) other syndromes and conditions associated with delays
in development, such as fetal alcohol syndrome, cocaine and other drug-related

13
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syndromes, metabolic disorders, cleft lip, or cleft palate; (c) neurological disor-
ders associated with delays in development, such as cerebral palsy, microcephaly,
hydrocephaly, spina bifida, or periventricular leukomalacia; (d) sensory impair-
ment, such as hearing loss or deafness, visual loss or blindness, or a combination
of hearing and visual loss, that interferes with the child’s ability to respond effec-
tively to environmental stimulus; (e) congenital infections, such as rubella, cyto-
megalovirus, toxoplasmosis, or acquired immune deficiency syndrome; (f) chronic
illness or conditions that may limit learning or development, such as cystic fibro-
sis, bronchopulmonary dysplasia, tracheostomies, amputations, arthritis, or mus-
cular dystrophy; (g) psychosocial disorders, such as reactive attachment disorder,
infant autism, or childhood schizophrenia; or (h) atypical growth patterns consist-
ent with a prognosis of developmental delay based upon parental and professional
judgment, such as failure to thrive.”

This statutory provision is aimed specifically at early intervention service eligi-
bility which, admittedly, is different and usually more inclusive than eligibility for
adult residential or case management services might be. However, the approach
offers some innovative aspects which could possibly serve as a model for adult
services eligibility. Here are the innovations in this document as we see them: (a) a
more flexible approach to standard score ceilings, in that the cut-scores mentioned
(minus 1.5 standard deviations equates to a standard score of 81.5, which is at the
11th percentile of the population; also mentioned is the 15th percentile, which is
a standard score of 85.5) is considerably higher than the more usual 70-75 cut
score, and likely to cover a substantial percentage of the population of children
with FASD or other neurodevelopmental disorders, thereby considerably reducing
the problem of false negatives; (b) the use of a broader list of deficit areas without
limiting deficits to cognition only, and also defining cognition more broadly than
just IQ; (c) the listing of many different types and categories of disorders strongly
associated with ID, but including the expansive term “such as” rather than sim-
ply limiting the possibilities to a few named conditions; specifically mentioning
FAS (and presumably other FASD conditions) under a category termed “other
syndromes and conditions associated with delays in development”; and (e) men-
tioning the possibility that bases may include the possibility of observations by
qualified assessors rather than limiting the bases to just measures or statistics.

Although our emphasis in this paper is on service eligibility formulas, it is
worth mentioning that the issue of ID equivalency also comes up in the criminal
arena, with FASD being a prime focus of such discussion. In the case of Brandy
Aileen Holmes v State of Louisiana, a young woman with FAS in her early 20s
was condemned to death in 2006 along with a male co-defendant after shooting
an elderly man (who died) and his wife during a home-invasion robbery in 2003.
In 2009, a petition to the Supreme Court of Louisiana asked for reconsideration
of her conviction on the basis that Ms. Holmes” FAS diagnosis should have been
taken into account in combination with her uncorrected 1Q of 77 as a mitigat-
ing factor when determining her sentence. In particular, the defendant’s apparent
lack of empathy or remorse (symptoms of her FAS) were held against her as an
aggravating factor. In an amicus brief from the National Organization for Fetal
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Alcohol Syndrome (2009), it was argued that FASD causes adaptive deficits very
similar to those found in people with ID and thus should have resulted in a find-
ing of reduced moral culpability and execution exemption, as in the US Supreme
Court’s 2002 Atkins v Virginia decision, which exempted people with ID from fac-
ing execution. The Supreme Court of Louisiana rejected the certiori petition, but a
dissenting opinion from the court’s chief justice made a convincing case that Ms.
Holmes likely qualified for a diagnosis of ID, given her FAS, low 1Q, overt signs
of brain damage, and poor adaptive behavior.

The State of Alaska, already a leader in recognizing FASD as a basis for ID
Equivalence in determining human services eligibility, is also a leader in asserting
the role of the disorder as a mitigating factor when determining criminal culpabil-
ity and punishment. One assumes the advanced awareness of FASD in that state
stems at least in part from the existence of a very large native Eskimo and Aleut
Indian population, which is the US racial sub-group with the highest incidence of
diagnosed FASD (Tenkku et al. 2009). In June 2012, both houses of the Alaska
legislature unanimously passed SB 151: “An Act relating to mitigation at sentenc-
ing in a criminal case for a defendant found by the court to have been affected
by a fetal alcohol spectrum disorder.” According to the Alaska FASD Partnership
Newsletter (2012), the bill was put forward by a large workgroup, including court
personnel, concerned by “the large number of people affected by... FASD in the
state’s criminal justice system.”

The essence of SB 151 is to allow judges flexibility in sentencing people with
FASD if it is established that a defendant has the disorder and that it “substan-
tially impaired the defendant’s judgment, behavior, capacity to recognize reality,
or ability to cope with the ordinary demands of life, and that the fetal alcohol spec-
trum disorder, though insufficient to constitute a complete defense, significantly
affected the defendant’s conduct.” Three limiting aspects of the Act are that: (a) a
judge is not required to use FASD as a mitigating factor, (b) the defendant would
have to prove “by clear and convincing evidence” that he or she has FASD and it
was a factor in the alleged criminal offense, and (c) the Act applies only to crimes
“not against the person,” and thus does not apply to sex acts, assault or homicide.
Two other factors not in the Act but which limit its application are: (a) it takes
resources to establish FASD convincingly, and these resources typically are not
available for defendants accused of minor crimes, and (b) unless someone has
previously been found to have an FASD, relatively few attorneys will recognize it
as a possible diagnosis, especially for the large percentage of people in the spec-
trum who lack obvious physical signs (e.g., Alcohol Related Neurodevelopmental
Disorder or ARND). In spite of the Act’s limitations (which according to an
Alaska lawyer informant, has resulted in its very infrequent application thus far),
it represents a major step forward toward what its supporters term “smart justice,”
namely a more individualized and humane approach to punishment which recog-
nizes that people with FASD (and organic disorders generally) should not auto-
matically receive a lengthy, or any, mandated jail sentence for an act which reflects
a brain-based condition for which they are not responsible.
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Although the language in SB 151 does not explicitly make an argument for
ID-Equivalence, it can be inferred from the comments of its supporters that such
was the intent. SB 151 was intended to divert offenders with FASD from trial or
jail, while another statute—Alaska 12:55.155 (“Factors in aggravation and miti-
gation”)-was aimed at more serious offenses and the imposition of reduced sen-
tences when certain conditions, including ID, were present. Under section (34)
(d) (18), it was specified that a sentence less than the minimum might be imposed
if a defendant committed an offense “while suffering from a mental disease or
defect...that was insufficient to constitute a complete defense but that significantly
affected the defendant’s conduct.” Mental disease or defect specifically included
ID, as indicated in Alaska statute 12,47.130, and very similar language as found in
SB 151 in describing “a disorder... that substantially impairs judgment, behavior,
capacity to recognize reality, or ability to cope with the ordinary demands of life.”

Conclusion: Seeking the ID Behavioral Phenotype

The move to devise ID-Equivalency pathways for service eligibility reflects a
belief that direct real-world functioning (e.g., observed need for supports) should
be given more weight than indirect performance on a measure (e.g., IQ score) that
imperfectly predicts real-world functioning. In this concluding section, we suggest
the parameters of what such a behavioral phenotype might involve and provide
some suggestions for a DD services eligibility scheme that would better benefit
people with FASD and other brain-based disorders. To some extent this involves
a revisiting of some issues addressed in the Introduction, but with a consideration
of lessons learned from a review of the diverse formulae that have been devised to
get around the excessive reliance on IQ cut-offs.

A Broader Approach to Cognitive Impairment

A mistake made in some eligibility solutions is to assume that to eliminate exces-
sive reliance on IQ and IQ ceilings requires one to get rid of an emphasis on cog-
nition as a central feature of ID and ID-Equivalence. In fact, deficits in thinking,
reasoning, learning and “intelligence” (broadly defined) are central to understand-
ing ID, FASD and the pathway to ID Equivalence. What needs to be done, how-
ever, is to find a key to the cognitive essence of DD that is not grounded solely
in IQ or an IQ ceiling. In fact, as discussed in the Introduction, full-scale IQ is
an outmoded concept that is still taken seriously by very few leading cognitive
psychology scholars, even if, because of simplicity and ease of decision-making,
it is still central to judicial and administrative approaches to disability determi-
nation. Intelligence is just too broad-based a construct to be adequately summa-
rized by a single score from a single test. Furthermore, critical aspects (such as
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social intelligence) are not covered at all by existing tests. As well, the idea that
one can identify a specific ceiling score on a single test (or more than one test, for
that matter) which can reliably discriminate between those who qualify or do not
qualify for service eligibility is questionable to say the least. So, at a minimum,
one should rely on a cross-battery approach, where information is integrated in
a profile rather than in single-number manner, combining sub-scale scores from
multiple measures of intelligence. Such an approach puts greater demands on an
evaluator but certainly will provide a richer and fuller picture of the individual
being evaluated.

A growing consensus is emerging in the field of ID, and also in the FASD
field, that the quality of cognitive impairment that most contributes to everyday
functioning difficulties in people with brain-based disorders, involves skills cap-
tured by models and measures of “executive functioning.” This term refers to a
set of skills that are controlled primarily by the prefrontal cortex, with numerous
neuronal connections to other brain regions, and involves “a set of interrelated
supervisory attention and control processes in the brain that are involved in the
selection, planning, initiation, execution, monitoring, and troubleshooting of goal-
directed behavior in non-routine situations” (Brown and Connor 2014). According
to Shallice (1982), the primary role of the executive system is to respond effec-
tively to novel situations that are poorly served by automatic and habitual
responses. Such situations include those where planning and decision-making are
required, those that are not well rehearsed, and those that contain sequences of
actions that have not been performed previously. Executive functioning is particu-
larly important in situations that require error detection and correction, such as
dangerous or technically difficult situations (Brown and Connor 2014), and also
plays an important role in resisting the temptation—often stemming from pressure
or inducements from manipulative others—to engage in foolish, dangerous or ille-
gal behaviors.

Executive functioning differs from what is typically thought of as intelli-
gence, because it involves taking what one knows (intelligence) and translat-
ing it into action (adaptive behavior). Thus, the concept of executive functioning
does a better job than intelligence in explaining why it is that people with ID and
ID-Equivalence (i.e., most people with FASD) get into serious trouble in ambig-
uous or novel situations. People with FASD are by definition deficient in many
areas of executive functioning, and the same is true of all individuals with ID.
It is because people with FASD and other brain-based disorders inevitably have
more serious limitations in executive functioning than might be inferred from their
sometimes “borderline” IQ scores that knowledgeable scholars and professionals
argue for a more inclusive approach to DD eligibility. Such an inclusive approach
would provide a path to services for people with brain-based cognitive disorders
who do not quite make the artificial and arbitrary IQ ceilings mentioned in too
many eligibility statements.
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Quality of Behavioral Incompetence

The behavioral essence of ID then, which flows directly from the above cogni-
tive limitations especially in executive functioning, is a tendency to show very bad
judgment in situations that are novel, ambiguous or anxiety-producing. As first
stated by Spitz (1988), it is now understood that ID is less a disorder of learn-
ing (i.e. acquisition of rote schemas) and more a disorder of thinking (i.e. flexible
adjustment of schemas to adapt to changing situations where habitual schemas no
longer work). Such flexibility in solving novel problems, so central to “thinking,”
is in fact exactly what is tapped by measures of executive functioning. Because
poor judgment in approaching novel problems will place a person at risk for some
undesired outcome—ranging from task or role failure to a catastrophic physical
or social event—it has been argued (Greenspan et al. 2011) that ID is a “common
sense deficit disorder” in which common sense is defined as awareness of physical
or social risk. In fact, it is to reduce, eliminate or provide a buffer against risk and
its consequences that DD services are provided, whether to protect people from
physical consequences (e.g., starvation, burning down the house, medical emer-
gencies, getting run over) or social consequences (e.g., financial or sexual exploi-
tation, imprisonment, loss of employment, severe harassment or abuse) stemming
from a failure to appreciate danger and how to avoid it.

As mentioned by Tassé (2009) and by us earlier in this paper, adaptive behavior
has been poorly defined, and measures that attempted to assess it often: (a) involve
skills that are too low level (e.g., toileting, feeding) to apply to people with mild
ID; (b) involve skills (e.g., self-direction, friendliness) that are not specific to ID
or even to disability per se; (c)) fail to involve or give sufficient emphasis to skills
such as social judgment that are particularly central to the ID behavioral pheno-
type, and (d) were developed more with service programming in mind and not for
the purpose of diagnostic determination. Two problems with existing measures of
adaptive behavior are: (a) there is almost no mention of risk-awareness or risk-vul-
nerability, and (b) the items or subscale scores do not translate directly into need
for services, supports or funding levels Greenspan (2009).

In line with the fixation in the ID field on academic deficits and outcomes,
social functioning is given very short shrift as it is only one out of 10 sub-scales
on the ABAS-2. Further, it is conceptualized more in terms of “niceness” (which,
however important for popularity and success, is not specific to ID) than in terms
of “social judgment” (which also is important for success but is very specific to
ID and ID-equivalence). Needless to say, poor social judgment is one of the main
defining features of FASD. However, an aspect of poor social judgment that is
particularly important diagnostically, and which is especially connected to poor
executive functioning, is judgment about the likely bad outcomes flowing from
particular courses of action. Measures of intelligence, and cognitive measures
in general, ask subjects to come up the best solution to a problem, while the real
challenge in terms of adaptive survival, is being able to avoid choosing the worst
(i.e., most risky) solution to a problem. The construct of executive functioning,
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because it taps the ability to systematically foresee the future consequences of a
course of action, has great explanatory and predictive value in identifying people
likely to need supports to protect them from risk. Such a determination should
not be based solely on scores on tests, whether cognitive or adaptive, but should
involve qualitative information about episodes involving bad consequences reflect-
ing social and practical judgment deficits. In the case of most people with FASD,
such information is easy to obtain, as their lives have generally been a long lit-
any of poor decisions and disastrous outcomes. The key to obtaining DD services
through the ID-equivalence route is to help to convince a gate-keeping agency
(such as the regional center that granted fifth category status for “Lisa” in spite
of a relatively high IQ) that the person’s history of behavioral mistakes reflects a
cognitively-based unawareness of risk rather than a character-based lack of accept-
ance of social norms.

That is not always an easy thing to establish, however, as people with FASD
often present with a complicated mixture of ability and inability, with maladap-
tive behaviors that give the misleading impression of being psychiatric rather than
cognitive or neurodevelopmental in origin. Among other frequent misconceptions
of FASD are that: (a) it is a temporary state that can be overcome, and (b) that per-
sons with FASD (who because of modularity of brain lesions appear smarter than
they are) are malingering their cognitive limitations.

Rediscovering the Neurological Basis of ID/DD

A curiosity of the definitional and diagnostic manuals on ID and DD is that the
words “brain” or “neurological” are generally nowhere to be found, except to a
limited extent in chapters devoted to possible biological causes. Thus, if one
peruses the various AAMR/AAIDD classification manuals, the definitional cri-
teria are completely functional i.e. emphasizing deficits in various skill domains.
One will not see mention of the word “brain” anywhere. This is somewhat puz-
zling, as the skill deficits found in people with ID are clearly a sign of subnormal
brain functioning. This absence of emphasis has been rectified to some extent in
the ID section in DSM-5, which: (a) contains some mention of the role of the brain
in ID, (b) locates ID within a new super-category termed “Neurodevelopmental
Disorders” (previously it was located in a section dealing with disorders of child-
hood and adolescence), and (c) has added a parenthetical second name to the dis-
order, by replacing DSM-IV-TR’s term “Mental Retardation” with the two-part
name “Intellectual Disability (Intellectual Developmental Disorder).”

The addition of the parenthetical second name reflects a wish to eventually join
ICD-11, which has signaled its intent to change the category name to “Intellectual
Developmental Disorder” (Salvador-Carulla et al. 2011).This is much more than
merely a semantic change, as it reflects a paradigm shift from a “disability”
approach which emphasizes arbitrary psychometric (especially 1Q) cut-offs, to a
more clinical and qualitative “disorder” approach which emphasizes the medical,
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etiological and neurodevelopmental nature of the condition. This approach is
reflected in a general disavowal of rigid IQ cutoffs and a suggestion that execu-
tive functioning is generally a more important indicator of ID than IQ. It is also
reflected in a disavowal of a particular age-of-onset (such as 18), and replacement
with a more general mention of slowed development including a failure to ever
attain adult levels of functioning.

The failure in state DD statutes to mention the brain abnormality basis of ID
is particularly notable in light of the fact that all of the developmental syndromes
mentioned to illustrate the need for ID-equivalence—whether Prader-Willi, cer-
ebral palsy, traumatic brain injury, or FASD—are diseases that affect brain pro-
cesses and structures. A small number of statutes, however, after mentioning a
few syndromes, do insert words along the lines of “[and] other neurological con-
ditions” (State of Washington), or “...other neurologically disabling conditions
closely related to mental retardation and requiring similar...” (Montana). In fact,
such language is a holdover from the 1970 Federal DD legislation, which first
introduced the term “Developmental Disabilities” (DD), and by operationally
defining it as “mental retardation, epilepsy, cerebral palsy, and other neurological
conditions originating before the age of 18,” strongly implied a brain basis for ID.
However, the 1975 revision of the Act added autism and dyslexia. This was curi-
ous, as dyslexia typically does not affect everyday adaptive functioning. Yet, the
revision dropped “and other neurological conditions.” Probably, the dropping of
“other neurological conditions” was motivated by bureaucratic and economic con-
cern about opening the floodgates to hordes of applicants, and possibly also by
overly concrete equating of the term with “traumatic brain injury.” However, this
change (which has been modeled in virtually all state DD statutes) was unfortu-
nate not only because it made it more difficult to take an expansive view of DD,
but also because it removed an important (if obvious) statement, namely that ID is
a disorder of brain development.

A Formula for DD Eligibility that Would Include Many
with FASD

The ID section in DSM-5 represents a shift from a “disability” (numbers-based)
to a “disorder” (clinical/medical) approach to the definition and diagnosis of ID
(Greenspan and Woods 2014a, b). Central to the disorder approach is the notion
that IQ and other test scores, while useful as a window into a person’s level and
profile of cognitive functioning, cannot be used rigidly as a make-or-break basis
for ruling ID in or out. That is because ID is viewed as a reflection of underly-
ing brain pathology, and such pathology usually manifests in a complex and var-
iegated manner that cannot be captured by a single test score, especially one with
limited content validity.
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Here is our attempt at a definition of Intellectual Disability/Developmental
Disability: “ID/DD is a developmental condition that involves incomplete develop-
ment of brain functioning and which is reflected in significant deficiencies rela-
tive to peers in the acquisition of intellectual, cognitive and executive skills needed
to succeed in various age-relevant community roles and to cope with everyday as
well as unique challenges and dangers in physical, academic and social realms.”

We believe that this definition is in the spirit of existing expanded DD eligi-
bility formulae, but is superior in that it provides considerable flexibility by
eschewing score ceilings. It also takes a broader approach to cognitive impairment
than IQ, for example, by emphasizing executive functioning. It also links adap-
tive behavior (without using that poorly-defined term) to cognitive impairments,
emphasizes the brain basis of the disorder (without limiting itself to a few causes
such as Prader-Willi or even FASD), and indicates that what makes ID a disability
are the dangers resulting from failure to recognize or avoid risk, including social
risk. A much larger percentage of people with FASD would, we believe, be able to
justly achieve DD eligibility using this formula. That assertion should be testable
by applying the formulation to individuals discussed in this chapter or others who
might be known to readers.
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Part V
Personal Perspectives and Stories



Minimizing Secondary Disabilities

Inger Thormann

Primary and Secondary Disabilities Stemming from FASD

While most people understand what a brain injury involves when it occurs after
birth, prenatal brain injury is a different matter. There is no before-and-after
behavior to compare, and many find it difficult to understand the severe impair-
ments that may occur as a result of FASD. At birth, the symptoms may be vague
and diffuse. They may even go unnoticed or be confused with the temporary after-
effects of a difficult delivery or the mother’s medication prior to the delivery.
When the child begins to display more obvious atypical behaviors, the explanation
is often not sought in prenatal factors but in postnatal trauma.

Alcohol exposure during pregnancy may disturb normal cell division and the
migration of brain cells. This may cause structural anomalies in brain develop-
ment. Another possible consequence of fetal alcohol exposure is a disturbance of
the brain’s electrophysiological and neurochemical balance. As a consequence,
messages are not conveyed as efficiently and as accurately as they should be and
normally are. In some children with fetal alcohol effects, impaired connectivity in
the brain causes brain receptors to receive erroneous messages.

It is, however, difficult to measure the structural and functional brain processes
in large numbers of individuals with FASD. Instead, researchers and practitioners
have relied on psychological testing to measure primary disabilities. This includes
1Q tests, performance tests, adaptive behavior tests and behavioral observations as
well as interviews with caretakers.
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Studies of Primary and Secondary Disabilities

The Fetal Alcohol and Drug Unit at the University of Washington in Seattle has
published three longitudinal studies of children with Fetal Alcohol Syndrome.
Although these studies focus on primary disabilities, they also provided a glimpse
of what was later termed secondary disabilities.

The first study—a ten-year follow-up study (Streissguth et al. 1985)—involved
a group of eight children, who were among the first eleven children ever to
be diagnosed with what was then termed fetal alcohol syndrome (FAS). Of the
remaining three, two had passed away before the study, and one was unavailable
for follow-up. The study found that the four persons who had an IQ below 70 were
in better and more appropriate educational programs and led more stable lives than
the four who had a higher 1Q.

The four individuals who had an IQ above 70 were not officially categorized as
having an intellectual disability, and they were not seen as having immediate prob-
lems or being at risk of developing future problems. However, they all had FAS.

One of the boys dropped out of school for an extended period; he resumed his
education when he relocated to another state. One girl dropped out in mid-term
and had a baby soon after. Another girl left after 9th grade and became a single
mother. Only one of the four stayed in school.

These observations inspired a second study (Streissguth et al. 1991) focusing
on adults and adolescents over 12 years of age, the age when children with FASD
typically encounter problems, both at home and in school. The subjects were 61
adolescents and adults aged 1240 years, all with FAS or fetal alcohol effects
(FAE). Despite a mean chronological age around 17 years, the mean developmen-
tal age (Vineland Adaptive Behavior Scale) was 7 years. Academically, the group
performed as expected: although some had reading and spelling skills at a 5th-
grade level or slightly higher, the average level was 2nd—4th grade. The group’s
arithmetic skills lagged even further behind.

The 61 adolescents and adults were tested on three domains:

1. Daily living skills, which includes personal hygiene, cooking, cleaning, keep-
ing doctor’s and dentist’s appointments, managing one’s personal budget, per-
sonal safety.

2. Socialization, which includes appropriate interactions with others, friendships,
visitors, contact with family, verbal communication skills.

3. Communication skills, which includes shopping, going to the post office, the
library and the bank, dealing with public transport, securing positive contacts/
neighborly relations.

The group performed best on daily living skills (mean at the nine-year level) and
most poorly on socialization skills (mean around the six-year level). A few had
age-appropriate daily living skills; none had age-appropriate socialization or com-
munication skills.
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As a group, the subset who did not have an intellectual disability, according
to their IQ score, still had problems with considering the consequences of their
actions, displaying appropriate initiative, responding appropriately to subtle social
cues and establishing and maintaining reciprocal friendships.

Study Findings and the Development
of Secondary Disabilities

Ann Streissguth has carried out numerous studies, and during the 1990s her find-
ings caused her to take a growing interest in secondary disabilities.

She identified the following key challenges typically faced by persons with
FASD:

. Poor judgment, which puts them at increased risk of victimization

. Attention difficulties, which causes them to lose focus often and be distracted

. Math problems, which makes it hard for them to handle money

. Memory problems, which makes it hard for them to learn from their

experiences

5. Difficulties with abstract thinking, which makes it hard for them to consider
consequences of their actions

6. Problems with orientation in time and space, which makes social interactions
challenging

7. Problems with control/impulsive behavior, which leads to a low frustration

threshold
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These seven points describe the link between some of the cognitive impairments in
persons with FASD and the resulting everyday challenges.

When these problem behaviors are exhibited by a person who clearly appears
to have an intellectual disability, they hardly surprise us. In fact, we might feel
sympathy and wish to offer some sort or care or support. However, these behaviors
are much harder to accept from a person who otherwise speaks and acts normally,
and who does not have appear to have an intellectual disability, either to a casual
observer or in a formal IQ assessment. Some of the spontaneous reactions might
be, “He’s no Einstein!”"—“Where does he get off?!”—“What horrible manners,” or
“Is this your idea of a joke?!”

Faced with a discrepancy between how people behave versus how we expect
them to behave, we are left to draw our own conclusions. This is an example of the
fundamental attribution error or correspondence bias, a term known from social
psychology. If the person had recently been in a motor accident, we would prob-
ably associate the unexpected behavior with brain injury. But in the absence of a
visible explanation, the average person is not likely to consider the presence of a
brain injury. Knowledge of the diagnosis or about the manifestations of prenatal
alcohol exposure, however, will probably enable the observer to arrive at a correct
hypothesis.
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It is this discrepancy between the behavior we expect of children, youths and
adults with fetal alcohol effects and the behavior we see from them that shapes
the climate for secondary disabilities. Other secondary disabilities may stem more
directly from the children’s experiences growing up and from their inability to
look out for themselves. Ann Streissguth argues that some of the secondary effects
could be mitigated if we had a better understanding of the primary effects.

In 1996, Ann Streissguth and her colleagues published a large-scale study of
secondary disabilities (Streissguth et al. 1996). The study included 415 persons
with FASD aged 6-51 years.

The study examined six secondary disabilities:

1. Mental health problems, defined as having received treatment for one or several
disorders, for example attention deficit disorder/hyperactivity (ADHD), depres-
sion or contemplating or attempting suicide, panic reactions, psychoses (hallu-
cinations), aggressive or obstinate behavior, sexual depravity etc.

2. Disrupted school experience, defined as being suspended or expelled or drop-
ping out.

3. Trouble with the law, defined as involvement with the police or being charged
or convicted of crime.

4. Confinement, defined as incarceration in the justice system or inpatient treat-
ment for mental health problems or substance abuse.

5. Inappropriate sexual behavior, defined as repeated problematic sexual behav-
iors, for example sexual advances, sexual touching, promiscuity, exposure,
compulsions, voyeurism, masturbation in public or incest, including convic-
tions for sexual offences.

6. Alcohol and drug problems, defined as abuse of alcohol or drugs and inpatient
treatment for substance abuse.

Mental health problems: More than 90 % of the children, adolescents and adults
who took part in the study had mental health problems, and more than 80 % had
received treatment. Among the children and adolescents, attention deficit disorder
was the dominant issue, while depression was the most prevalent issue among the
adults (more than 50 %).

Disrupted school experience: More than 60 % of the adolescents and adults had
a disrupted school experience. Surprisingly, the same was true for 14 % of the
children. Suspension was the most frequent occurrence across the age groups, but
among adults, dropping out was a close second (almost 40 %). Individuals with a
disrupted school experience were twice as likely to encounter learning and behav-
ioral problems as the rest of the group. The most common problems across the age
groups were failing to pay attention (70 %) and incomplete homework (55-60 %).
The most common behavioral problem was being disruptive in class (55-60 %)
and not getting along with peers (60 %).

Trouble with the law: 60 % of the young adults and as many as 14 % of the chil-
dren had had trouble with the law, with shoplifting as the most common offence.
Among adolescents and adults above 12 years of age, 60 % were referred to the
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juvenile justice system, and more than 40 % were given juvenile prison sentences;
46 % received a suspended sentence, and 39 % were sentenced to community ser-
vice. The study found a clear correlation between a disrupted school experience
and trouble with the law.

Confinement (incarceration or involuntary hospitalization or treatment): 50 % of
the adolescents and adults but fewer than 10 % of the children had experienced
some sort of confinement.

Inappropriate sexual behavior: 49 % of the adolescents and adults and 39 % of the
children displayed inappropriate sexual behavior, which makes this category the
second-most common secondary disability for children. The most common inap-
propriate sexual behaviors were sexual advances (18 %), sexual touching (16 %)
and promiscuity (16 %).

Alcohol and drug problems: 35 % of the adolescents and adults (and none of the
children) had problems in this area. Many in the surveyed group were completely
abstinent. The most common reason stated for abstinence was lack of access to
alcohol followed by personal conviction.

Ann Streissguth and her team were greatly surprised by the prevalence of second-
ary disabilities and the detrimental effect on the individual person’s quality of life.
Undoubtedly, better protection and support for this group of children, adolescents
and adults requires increased understanding among teachers, caretakers, social
workers and society at large.

As mentioned earlier, the permanent organic brain damage in individuals with
FASD is often invisible, and the impairment does not automatically lead to special
needs education or assistance. Unless the person in question has a severe intellec-
tual disability or a very distinct physical characteristics, any educational or social
support requires a presentation of some sort of evidence.

Risk Factors and Protective Factors in Relation
to Secondary Disabilities

In order to understand the findings of the study fully, we need to examine the risk
factors and the protective factors that affect the severity of the secondary disabil-
ities; risk factors being anything that exacerbates the secondary disabilities, and
protective factors being anything that mitigates the secondary disabilities.

In their analysis, Streissguth, Barr et al. identified five protective factors that
had a universal preventive effect on the development of secondary disabilities:

. a stable home with nurturing parents

. aminimum of change in home and life environment
. protection from violence

. eligibility for special needs services

. early diagnosis

[ OSSR
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A clear trend in the study was that those with the lowest level of primary impair-
ments—those participants who did not have the full FAS diagnosis and who did
not have an intellectual disability—faced the greatest difficulties and were most
likely to encounter problems. The study also addressed the key issues of how chil-
dren with FAE or FAS can develop resilience, and which factors can help reduce
their secondary disabilities.

The evidence suggests that resilience develops in an environment that is simul-
taneously protective and stimulating, and which remains consistent over time. That
sort of environment promotes the child’s emotional and cognitive development.

A child with FAE/FAS generally has trouble dealing with change. The brain
injury impairs the child’s ability to understand and handle changes or replace-
ments among key persons such as foster parents, caretakers and teachers.

Even if secondary disabilities cannot be avoided altogether, the risk can be min-
imized. Inadequate protective measures are the greatest risk factor.

Children and adolescents with less pronounced and obvious presentations of
FASD symptoms are especially at risk of missing out on protective measures.
Based on “normal” expectations, these children and youths are typically placed in
mainstream classrooms rather than in individualized special needs programs. This
means that the child/youth misses out on protective factors.

“Normal” expectations are also in play when the young person begins to go out,
starts dating or moves away from home. To reduce the risk of secondary disabili-
ties, the responsible caretakers need to use the knowledge that is available. Special
needs education should always be a consideration, and specific programs should
be explored. Similarly, when the young person moves away from home, both
Streissguth’s studies and my own study indicate that the demands and stress fac-
tors that the young person faces are greater than previously assumed. Therefore,
some form of assisted living should be considered.

These aspects were considered for all the participants in the case study
(Thormann 2006) reviewed below, including Martin.

Case: Martin

Martin comes to live at the Danish observation and treatment center Skodsborg
Observations- og Behandlingshjem (SOBH) at the age of 4%z years. Until then
he has been living with his alcoholic mother. He comes to the attention of Child
Protective Services after he has spent three days alone in the apartment, when a
neighbor eventually responds to his crying. At SOBH, Martin undergoes thorough
observation and assessment, which concludes that his symptoms stem mainly from
profound early neglect.

Martin is restless and hyperactive and has severe concentration problems.
Occasionally, he retreats inside himself. He rocks his upper body back and
forth, even in his sleep. Enveloped in his own sounds and movements, he some-
times retreats into his own world and is assessed as highly vulnerable. When he
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withdraws into his own world he is extremely sensitive to physical touching and
easily startled.

In many areas, Martin is assessed to have age-appropriate skills when he
receives adult support. He is extremely sensitive to sensory stimuli and unable to
block out irrelevant stimuli; as a result, he is easily overstimulated.

Martin stays at SOBH from the age of 4/2—6 years. He is found to have a very
high anxiety level. Many things frighten him, especially new things and sounds.
When he notices an unfamiliar sound he is unable to settle down until he has iden-
tified the source of the sound. Martin is wary of unfamiliar people. When he is
scared he wraps both hands around his head for protection.

Martin develops an emotional bond with his primary caretaker, and his soft and
loving side comes out more and more as he feels more secure. He needs support to
stay focused on tasks and requires affirmation and ongoing adult support to com-
plete them. Martin is a big boy with a strong appetite; he eats a lot and has a ten-
dency to “suck” his food down, almost relying on sucking reflexes. He has to be
reminded to use his teeth.

Martin receives remedial language training and is prompted to use verbal com-
munication, as he is often quick to resort to kicking and hitting in conflict situa-
tions. Martin is profoundly affected by turmoil and noise; he says that it makes
him nervous. He attends play therapy targeting his anxiety and his relationship
with his mother who repeatedly fails to show up for pre-arranged visits. His rock-
ing continues every night. The night watch soothes him. On one occasion his rock-
ing is so pronounced that his bed collapses.

At the age of 6 years and 3 months, Martin is placed in a foster family. Due to
his anxious and nervous character, the placement is preceded by a lengthy transi-
tion phase. The family already has one foster child and two children of their own.
Martin settles in and thrives as the youngest of four children. From the outset, he
is welcomed as a lovely and loving boy, and he develops rapidly. However, he
remains an anxious boy, and he still rocks in his sleep, sometimes so much that he
has to sleep on a mattress next to his foster parents’ bed. A soothing hand can calm
him down. Martin says that when he rocks he is often having violent dreams about
being abandoned, as he was in real life as a young child. He improves his ability to
express himself verbally when he is upset. But even the slightest change or disrup-
tion still triggers intense insecurity and anxiety in Martin. He is still a vulnerable
boy.

At the age of 7 years, Martin attends kindergarten. Here, he exhibits concentra-
tion problems and insecurity and is referred for assessment. The assessment finds
concentration problems, poor fine motor skills, poor body coordination and low
muscle tone. Martin has a poor sense of space and direction and a reduced sense of
his own body. He has a limited awareness of his own position in space and often
bumps into others, which leads to conflicts. He is found to be intellectually age-
appropriate with good general knowledge. At home, Martin thrives. He is closely
attached to his foster parents and feels secure in the family. His biological mother
is very happy with the placement and wants for him to stay with the foster family.
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His mother still drinks when she is depressed; it is difficult to make appointments
with her, and she often fails to show up for visits.

Martin receives remedial assistance in several areas. He is examined by a phys-
iotherapist specializing in sensorimotor issues, and he sees a psychologist. Martin
is not good at handling emotional pressure, and he has difficulty putting his feel-
ings into words. Due to his own vague inner structure he needs a structured envi-
ronment. He has a tendency toward perseveration: He has difficulty breaking a
pattern and initiating a new one and finds it hard to vary his strategy in a given
situation, even when his current strategy is not working. He sticks to the ineffec-
tive approach and generally needs adult support to change course.

Martin is in a mainstream class. The school describes him as follows:

“Bright student, physically restless. He needs space around him, reacts strongly if others
get too close. Hypersensitive to sensory stimuli and fragile. Needs adult support. Inner
restlessness, hyperactive, loud. Has difficulty learning from his experiences, often repeats
exactly the same sequence of events that he just apologized for. According to speech/hear-
ing therapist Martin has language difficulties as a result of poor oral motor skills and poor
coordination of cheeks, lips, tongue, pharynx and palate. In school, Martin benefits most
from one-on-one sessions with an adult. (This is possible as he has been granted 7-10
weekly remedial lessons). He is motivated but unable to work on his own.”

Martin attends an after-school program. He likes it there and is well liked by
both the other children and the staff. In good periods, he is quite good at putting
his actions into words. He is kind toward the other children and receptive to their
moods. He is also very polite, sometimes excessively so, as he parrots adult lan-
guage instead of using his own words. In bad periods, Martin has a low tolerance
threshold and he might kick and hit the others. His behavior can be quite unpre-
dictable. He requires adult support to avoid acting out and doing harm to himself
and others.

In third through seventh grade his development continues along the same tra-
jectory. His foster family is the secure base, where he thrives, and where there are
few problems. He enjoys taking part in practical activities and chores.

Mealtime is a recurring source of conflict; his foster sister especially gives him
a hard time. He eats nosily but fails to chew his food properly; instead he relies on
something akin to sucking reflexes. Martin wants to eat properly but is physically
incapable of doing so.

At the age of 11 years, Martin sees a relaxation therapist and for a while his
sleep seems to improve, and he appears to be resting better at night. However, he
soon reverts to his old pattern.

His extreme sensitivity to noise continues to inhibit him. For example, he is
very good at playing the recorder, but he cannot attend music school because of
the loud sounds from the other instruments. At the age of 11 years, Martin is eval-
uated for fetal alcohol effects. His mother’s binge drinking in combination with his
many neurological symptoms trigger the suspicion, which has in fact been present
ever since his first arrival at SOBH at the age of 42 years. In a week-long assess-
ment procedure, Martin undergoes educational/psychological observation during
the day and is also examined by a physician. He is found to be a likable boy who
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appears slightly immature and not quite age-appropriate. His face and appearance
reflect his Greenlandic origin. A smooth philtrum is the only facial feature to sug-
gest FAS. He is a big and handsome boy with no signs of growth deficiency.

He does however display many of the neurological symptoms typical of con-
genital alcohol syndrome. Martin is diagnosed with FAE—Fetal Alcohol Effects.
The doctor fears that he will encounter increasing problems in his mainstream
classroom as his classmates reach a limit for how much they are willing to toler-
ate, as both they and Martin get older.

Martin has developed a particularly close relationship with his foster father;
they share many activities, including gardening, fishing and washing the car. He
also has a couple of close friends.

At the age of 12 years, Martin is tested by a psychologist who concludes that
Martin is going to be completely dependent on special needs education for the
remainder of his school years.

At the age of 13 years, Martin is afraid of going to the bathroom on his own.
He imagines rats coming out of the bathroom floor and up from the toilet. When
his anxiety becomes overwhelming he sings a particular tune. Martin says that he
sometimes hears voices that tell him to do bad things. He fights these voices, but
when he has trouble gaining the upper hand with them he grows very anxious and
unfocused and begins to sing his special tune. The foster parents are relieved that
Martin shares this with them but are also concerned about his hallucinations.

Martin’s social skills develop well. He continues to be kind, friendly and well-
behaved; sometimes, however, his politeness seems superficial and studied. He
seems to thrive in class and enjoys socializing. Despite his learning difficulties,
his ability to pay attention and sustain focus in class improves. He continues to
receive special needs education in language arts and math.

When Martin is 14 years old, the adults around him are uncertain about his
future. Will he be able to continue in a mainstream setting? What sort of support
or program might be appropriate?

He has a variety of problems, but his strength is that he is a very loving and
kind boy with emotional resources. He is healthy and creative and still enjoys
playing the recorder. He has few but close friends, and he has developed socially;
in addition, he is handsome and charming. He has deep roots in his foster family
and would prefer to stay there forever.

Martin lags far behind his classmates. He is still well-liked by his classmates
and teachers, and therefore he stays in the same mainstream setting with ten
hours of remedial teaching a week. However, Martin appears to be able to benefit
most from a vocational path, and the options are investigated. Eventually, Martin
begins to attend a socio-educational program with its own school. The program
has a residential component, but Martin attends during the day and continues to
live at home. Here he receives two school lessons a day; the rest of the time is
occupied with workshop activities, including a mechanic’s workshop and farming.
According to the staff he thrives here and is well-liked. Martin’s own assessment
is more mixed:
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He likes it when the staff sets a clear agenda, which also offers protection, but
he is upset when the staff fails to grasp his particular needs.

At the age of 16 years, Martin visits Greenland together with his foster father.
The purpose of the trip is to introduce him to his original culture, and the trip is
very successful. It gives him a better understanding of his mother’s problems in
relation to the culture clash she experiences in Denmark.

When Martin is 16Y2 years old, the idea of continuation school is brought up,
and in the summer when he turns 17 he begins at a continuation school for “youths
with delayed development”. He is motivated to receive help to learn more, to
become more “normal”, because that is his ultimate goal. He accepts his disability
but feels both grief and anger at his reduced opportunities. He worries about the
future.

Before Martin goes away to continuation school he asks for help with his rock-
ing. He is embarrassed because his schoolmates can hear it when he rocks at night.
He sees a psychiatrist and receives medication, which helps.

The reports from the continuation school are mainly positive, especially for the
first six months. After New Year’s Martin’s difficulties increase. Martin has more
and more conflicts with other students, uses bad language and provokes them. He
repeatedly misreads social cues and situations, and combined with a hot temper
(lack of impulse control), this creates several dangerous situations. In connection
with the Easter break he is expelled from school.

Martin feels that he has been treated unfairly, and his foster parents share this
view.

After two months at home, Martin finds a job in a salad factory where he chops
and packages salads. He is praised for the quality of his work. The factory keeps
him on after he has turned 18 and pays him the full adult rate.

Two weeks after Martin’s 18th birthday his mother is found dead of alcohol-
related causes. This marks the beginning of a difficult time for Martin and his fos-
ter family.

Martin thinks back to his childhood, with all its disappointments. He makes
it through this difficult time, however, in part by focusing on positive memories
about his mother and her original culture.

After a little more than a year at the factory, Martin experiences stress on the
job. The machinery is noisy, the scene before his eyes is a blur, and he makes mis-
takes and is reprimanded. He works for hours without a break, because the salads
have to be in the supermarkets by 11 o’clock. Martin starts work at 5 in the morn-
ing. His foster parents back his decision to quit, and his foster father helps him
find another job, which he still has when the formal case study is concluded.

The new job offers circumstances that suit Martin well. He works alone but is
able to request support and guidance when he needs it. The pace is moderate, and
he has regular breaks. There is no noisy machinery, and Martin listens to music,
which helps him filter out the normal noises that occur in any workplace. The job
procedures are simple and concrete, and the result offers a concrete sense of sat-
isfaction. Thus, he is able to hold a regular full-time job. His job is to cut Oasis
floral foam into standardized blocks.
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In connection with the completion of the case study Martin, now aged 19 years,
undergoes a thorough neuropsychological evaluation. Here is a brief excerpt from
the neuropsychologist’s report:

“In the present neuropsychological evaluation Martin appears an age-appropriate, hand-
some, well-dressed and charming young man. He appears polite and trusting but with
relevant reservation toward strangers. He seems friendly and happy. He speaks in long,
well-formed sentences. He has good insight into his own difficulties. He reports that he
has trouble maintaining his concentration for sustained periods and that he has problems
remembering things. He also reports that he tires easily when he has to concentrate on
something. His working style is characterized by a willingness to cooperate with others.
He appears to be good at concentrating over time. There are also no indications that he is
easily distracted by irrelevant stimuli. Over time, however, there are slight signs that his
mental stamina is less than would be expected.

The psychological testing draws a picture of a young man whose general intellectual level
is within the normal range, albeit at the lower end of the scale. However, Martin does
have certain cognitive disorders. His attention span is short, which makes unable to handle
more than a few elements at a time. Furthermore, his mental pace is slow, which slows
down his information processing. These problem areas seem to be the cause of his learn-
ing and memory problems, as his learning and memory functions for visual and language
content per se appear intact. These problem areas are also deemed to be the source of his
math problems.

In addition, Martin’s thinking is generally characterized by a certain degree of persevera-
tion and lack of flexibility, which limits the degree of complexity and abstraction he is
able to handle. Martin’s reading skills are fairly good, but spelling continues to be a chal-
lenge. The specific cognitive disorders that were identified are seen to be based on brain
dysfunctions caused by FAE. Therefore, in a future job, Martin will require specially
adapted conditions. These conditions will need to accommodate his tendency toward men-
tal fatigue as well as his specific cognitive difficulties in the form of his lower mental
pace, attention problems (low attention span and problems with shared attention, i.e. dif-
ficulty varying his attention focus) and his rigid thinking, which limits his capacity for
handling more complex and abstract tasks.”

Reflections on Martin’s Life and Secondary Disabilities

Martin experienced severe neglect before an adequate intervention was put in
place. He is noticed, and many people are concerned, but it is not until his mother
physically disappears, and the 4-year-old boy is found alone in the apartment
after a third consecutive day, when he is taken into care. Previously, there were
concerns that Martin may have suffered the congenital effects of prenatal alcohol
exposure, but the obvious signs of neglect during the first four years of his life blur
the diagnostic image, and he is not diagnosed with FAE until he is 12 years old.

Martin spends almost 2 years at SOBH, and at the age of 6 years he is placed in
the foster family where he still lives at age 19. Thus, the early neglect is replaced
by convincing care and protection.

In many ways, Martin is a well-adapted boy and young man, but he has prob-
lems that are not visible to the outside world. This puts him at risk. Other people
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expect the same of him as they do of his peers. Good behavior and good looks
do not exactly lower others’ expectations of him—on the contrary. This leads to
numerous experiences of failure for Martin, despite the high degree of care and
protection he has received, especially from his foster parents. Throughout, a con-
sultant from the association of foster homes has offered advice and support, and
for several periods a psychological consultant has also been involved, providing
individual therapy to Martin and supervision to the foster parents. Thus, many
people have acted as Martin’s advocates, and much has been done to minimize any
secondary disabilities.

As mentioned earlier, Ann Streissguth argues that the basis for secondary dis-
abilities is the gap between what we expect from a person with FASD and what we
see this person actually doing.

At the age of 15 years, Martin repeatedly finds himself in situations where he is
reminded of his shortcomings, and he experiences a series of setbacks. This makes
him unhappy, and he sheds many tears about his situation. He realizes that he is
unable to meet others’ expectations of him, and that he is less capable than his
peers. He is especially concerned that his memory is so poor, and that he keeps
forgetting things. It is not only in the workshop he is reminded daily of his own
shortcomings; in his foster family too, he is needled by his foster sister, who is two
years his senior and who excels academically in high school.

A few examples may serve to illustrate how secondary disabilities can emerge:

One day, Martin is assisting a mechanic who is working on a car. Without looking up, the
mechanic asks Martin to fetch him a pair of pincers. Martin goes over to the wall-mounted
tool board with its large array of different tools, but once he gets there he has forgotten
what type of tool he is supposed to get. He therefore grabs three tongs at random and puts
them in the pocket of his boiler suit. When he returns, the mechanic holds out his hand,
and Martin reluctantly hands him one of the tools. In a less than gentle tone, the mechanic
lets him know it is the wrong kind. Martin pulls out another tool and then another, but
neither is the right kind. The mechanic gets angry and yells, “Is this your idea of a joke?!”
This happens in the presence of a couple of Martin’s peers. Martin leaves the workshop
and takes the bus home to his foster family where he locks himself in his room, crying.

A few weeks later, Martin is once again assisting a mechanic in the workshop. This
time the mechanic needs some oil and hands Martin an oil can to be filled up at the oil
pump. At the pump, Martin has to punch in a four-digit code, which has been told to him
verbally. At the pump Martin finds that he cannot remember the code. He tries various
combinations, initially trying to get it right but eventually he desperately tries random
combinations. He feels an inner rage and anger toward the mechanic who asked him to
do this. On his way back, he trips on a small set of steps; he has a bad fall and has to go to
emergency room with chest pains. It turns out that he has broken two ribs.

For several days following the latter incident, Martin remains sullen and with-
drawn. He does not want to go back to the workshop. His sick leave offers a natu-
ral break. Martin discusses the two incidents with his therapist. They analyze the
incidents. What did Martin actually do, and could he have acted differently? At
first, Martin is in low spirits, unhappy and despondent. But as the conversation
unfolds, he comes up with ideas for alternative approaches: If the mechanic had
had a set of cards with pictures of the various tools, Martin could have taken the
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card with him to the tool board and found the right one. And if the mechanic had
written the code for the oil pump down he would have been able to handle that
task too.

Both suggestions are good, but they require the mechanic to learn about
the challenges Martin is facing—and why. Subsequently, a series of lessons are
arranged for the program staff. Martin gives his consent for this to happen, albeit
reluctantly. After all, he really wants to hide his disabilities. What he wants is to be
normal.

Martin explains that he easily becomes stressed and nervous. As soon as he is
given a task he is overwhelmed with apprehension that he will not be able to han-
dle it; naturally, that makes it harder for him to carry out the task successfully.

When he works with his foster father, things are different. Over several week-
ends, Martin helped his foster father fix up an old Volvo. When he was shown how
to do a particular task he was subsequently able to do it on his own. The hands-on
demonstration works much better for him than the spoken word. When the two go
hand in hand he does especially well.

As mentioned previously, Martin has difficulty forming visual imagery. When
he hears the word pincers, as in the example from the workshop, he does not envi-
sion the pincers in his mind, so when he stands in front of the cluttered tool board
he cannot compare it to his mental image because it was never formed.

If we consider the 15-year-old Martin and his frustration over being treated
“wrong”, compared to his abilities, the demands are too high. He is very vulner-
able. After the negative incidents, he receives an extra dose of positive attention
in his foster family, he sees a therapist, and his employers learn about FASD, and
these protective factors help turn the situation around.

But new disappointments and failures await him.

Considerations about the balance between protective factors and demands are
always essential in relation to vulnerable individuals. In Martin’s case they are
crucial. Martin needs the protection his foster family offers, but he is determined
to be normal and wants independence from his over-protective foster parents.
When he is a little over 19 years old he moves to Copenhagen to live in an apart-
ment under “supervision” from a social worker. He distances himself from his
foster parents. The specific trigger for his decision to move out is Martin’s discov-
ery that he is sexually attracted to other men. He chats online with guys, and this
proves too much for his foster parents. Martin feels that he their control is exces-
sive, and he moves out.

Martin pursues his goal of normalcy. He is in a stable and loving relation-
ship and finds a full-time job in a supermarket, although he has been advised to
limit his work to 24 hours a week. He wants to be able to buy nice clothes, have a
trendy haircut and go out. He spends a lot of money and overdraws his credit card.
A repayment plan is drawn up that stretches over several years, which is more than
Martin can handle. He is put under administration by the bank, and around the
same time he loses his job. He is tired and stressed and makes too many mistakes.
As the final straw, his boyfriend breaks up with him. Martin gives up and takes his
own life, when he is only 22 years old.
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To briefly review the research discussed above, mainly by Ann Streissguth and
colleagues, we can observe that

e Martin manages his everyday life well when he is in the familiar environment of
his foster family

e Martin exhibits all the seven challenges identified by Streissguth and colleagues
(poor judgment and difficulties with attention, math, memory, abstract thinking,
orientation in time and space and impulse control)

e Of the six most common secondary disabilities Martin only has one: mental
health problems

e Martin enjoys all the five protective factors mentioned on page 6 (stable home,
stable life environment, protection from violence, special needs services and a
relatively early diagnosis)

When a vulnerable young person like Martin with an invisible disability wants to
be independent and experience freedom, there is no holding him back. He is no
longer a minor, and he has the right to self-determination. The demands were too
many and too high, and he lost the protection he had enjoyed when he broke with
his foster family.

Closing Remarks

A study by Huggins et al. (2008) found that the suicide rate among adults with
FASD aged 21-51 years is 23 %. This is five times the rate in the general U.S.
population, which is 4.6 %. The high vulnerability in this group reminds us of the
need to evaluate the balance between demands and protection constantly. One of
our future challenges will be to create environments where people with disabili-
ties can live independently in a context that offers a high degree of protection, for
example in the form of a live-in professional.

Let us never waver in our efforts to overcome the secondary disabilities in vul-
nerable persons, including those with FASD.
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The Challenges of Raising an FASD Child
in Canada

Looking for immunity in the stars complex opportunities.
Jean-Paul Martino (1935-1996).

Abstract Parenting a fetal alcohol damaged adult is even more challenging than
parenting the child. With little support services and no “road map”, the task is
time-consuming and nerve-wracking in ways that those who have not experienced
it find difficult to understand. Jail looms like an inevitability, and who will take
over when the aging parent can no longer provide a home and organizational sup-
port? This chapter was written by and provides an intimate perspective on one
Canadian mother’s struggles. The author has asked to remain anonymous.

A couple of weeks ago at about 10 p.m. there was a knock at the door that
changed everything. It was the second knock that night, when I had been expect-
ing a quiet evening.

The first knock was my son—my 20 year old “adult” who has the executive func-
tion of a 5 year old and still sucks his thumb. I had already gone to bed, exhausted
from an exceptionally busy day. It was Friday and he had rushed out to meet a friend
when I was about to start making dinner. He often does that. One phone call or text
message and he is off, even if dinner’s already on the table. No matter how many
times I plead with him to eat before leaving, and to at least call once a day when he’s
gone, I may not catch hide nor hair of him for a week or more. Then he will show up
hungry, wanting a shower and stoked about his latest misadventure.

This was a Friday night, the 4th of July. My boy had not been home on a Friday
night since January, so I was relieved when he came in at a decent hour and said
he wanted to rest and watch a movie. He even agreed to help clean the house on
Saturday. I hoped we might finally be turning some kind of corner, until that sec-
ond knock shattered my delusions.

The corner we turned was not the one I was hoping for. It was the police. They
took him to jail. According to crumpled papers I had not noticed lying right there
on a table by the front door, he had been charged with mischief a week earlier. He
was supposed to go for finger-printing on July 2nd and to court at 9 a.m. on July
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4th. He said nothing about this to me. When I asked him about it later, he said he
was afraid I would be angry. But that was not the only reason. He never brought
me papers I needed to see, not even for my consent to school outings he was look-
ing forward to. All the time he was growing up, I had to search his back-pack and
ask his class mates to find out what was going on. He does not understand the link
between papers and what might or might not happen.

Child-rearing specialists advocate tough love, but those who know more about
FASD say it is better to hang on. Yes, the brain damage is permanent, but no, like eve-
ryone else, these kids can learn. They need some connection to properly functioning
peers and adults yet the friends they find are often suffering from similar disabilities.

When I look back, I can see that the pattern of misadventures and disappear-
ances that led to his arrest and that makes my life so uncertain developed gradually.
He never could be counted on to come home reliably. He could not be sent on an
errand or allowed to go to the park to be back in half an hour as promised. Nothing
like that worked, ever. As the parent of another FASD child said, the closer to home
the worse the sense of time. Nor could he explain where he was going or why. He
could disappear out the door in the blink of an eye. I could not even plan dinner-
time after they stopped driving him to and from special schools by bus.

One day when he was about 14 my twilight search for him hit a dead end. I had
traced him to another neighbourhood and the kids who saw him last said he was
running away with a class-mate. It was getting dark when I phoned the police. 1
lay in bed, reviewing horror stories about missing children. About 2 a.m. I finally
got a call. Normal children do not understand my child’s disability any more than
adults do, and his lack of executive function gives them the courage to do what
they might not otherwise try. This time, the other boy was afraid of being pun-
ished for missing his curfew. They had bus passes and 87 cents between them. So,
following a garbled sense of geography, they decided to go to Winnipeg...to ride
the roller-coaster at the West Edmonton Mall (a completely different city 1300 km
away). Fortunately the classmate looked like a 10 year old and an alert bus driver
in a distant suburb called the police. So that first bout of anguish lasted only a few
painfully long hours. But that knot in my stomach that prevents sound sleep was to
return time and time again as his absences stretched from hours to weeks.

In spite of all the misadventures that have happened since then, my child still
does not understand why I cannot go on as usual when he does not call home. And
I am so entrenched in my hope for normalcy that I forever fail to predict his next
move. My words flow past him like water through a sieve. “Blah, blah, blah.” One
of the hardest things for me to come to terms with is that my looping connections
full of causes and consequences do not make any sense at all to my child who is
so good at living in the moment. If he has a phone, he might call me to say “I’'m
almost home”. He is at Broadway and Alma, ten minutes away. “Don’t start din-
ner”, said my counsellor who has observed FASD for many years. And I laughed
because the next call was 3 hours later from the other side of town. Of course the
phone had not worked when I tried to call him. “What happened?” I ask when he
finally comes home. “I saw a friend”, he says, or something like that.
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I have given up on asking names, addresses. He wants to be independent, so he
resents my questions. He does not understand that just because he knows some-
thing does not mean that I know it too. So if he is okay, shouldn’t that be obvious?
Nor does he understand other people’s priorities -whether for evil or for good.
What did that job counsellor think when she came for him in the waiting room?
He had just picked up the paper and he turned away from her to continue read-
ing his horoscope. According to his diagnosis, his mental processing is extremely
slow. Accurate enough when he has time to think things through, but transitions
are difficult and he finds it hard to shift gears or prioritize. He really did want
her to help him find a job. He wanted the help from all the other agencies whose
appointments he has missed as well.

Now that he is 20, I am finally starting to get used to some parts of his idiosyn-
cratic dynamic. Fetal alcohol damage varies from one person to the next, depend-
ing on what was developing at the time of exposure. Though he is not articulate,
my child is cheerful, personable, physically fit and good looking. How many times
have people told me, “He’s 19, he’ll grow out of it”? I suppose the quest for inde-
pendence is hard on all parents, but most can at least hope their kids will eventu-
ally learn to fly. My parents could give me a sum of money to last for a term at
university. Even if I was only getting B’s instead of A’s, I could get and keep a job
or a place to live and they could find me if they needed to.

No matter how much money my child gets, be it one dollar or a thousand, it has
never lasted more than about 6 hours. I set up a bank account for him when he was
little and tried to teach him how to save for something he wanted. But $200 got
drained on pizza and poutine within a day after his buddy showed him how to use
his bank card. The institutional insistence that he became an adult at 19 took away
the last remnants of my control. I tried in vain to get a couple of banks to give
him an account that limited withdrawals to $20 per day. They will only do this for
children, they said. He has no concept of what a credit rating is or why it could be
useful. He has opened accounts at three different banks and, with the help of trusty
bank machines and nameless “friends” who like to have “fun”, he is over-drawn
by a total of almost $2,000. He cashes his cheques at Money Mart and he’s think-
ing of opening an account at Scotia Bank for the “free” movie passes. A phone
company once gave him a “free” $200 phone on a 3-year $60/month plan when he
had no job and no assets. It cost me a few hundred dollars to get him out of that
one, but I have given up. He’s out and about and I cannot stop him. It’s a preda-
tory world out there and I cannot protect him. So I now leave it up to big business
to deal with the customers they deserve. At least when he loses his bank cards,
there’s no longer any worry that some stranger will ruin his credit. He’s done that
by himself.

The problem is not just with handling money. It’s the sense of impending
doom, the feeling of being in a car with no brakes. My child looks so normal
that it is hard to get my mind around the profile of his disability. He was eight-
een when he was assessed for FASD at the Asante centre and I fully expected a
negative result. He always seems to be on the cusp of some kind of success that
never quite materializes. I only sought testing because two friends who had FAS
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experience insisted. Alcohol Related Neuro-Developmental Disorder is what they
found. ARND. I had never heard the term. The testers were very specific about the
elements of his disability: very poor oral comprehension and short-term memory;
extremely slow mental processing, in the bottom 3 % on some functions. But in
areas related to visual/spatial relations he was well above average. They warned
me that with this cognitive profile he was at high risk for drug and alcohol addic-
tion. And for jail. At that point he was not into alcohol. He had seen too much
chaos in his early childhood. He has memories of hiding behind a car while his
dad’s drunken girlfriend threw beer bottles at them. The sight of a six-pack of
empties would send him into a panic. So marijuana was king. But then he discov-
ered parties. He dropped his inhibitions and his idea of fun is certainly not mine.

It is July and I can no longer count the number of times since Christmas that he
has drunk himself to oblivion. He has lost two cell phones, two pairs of glasses,
two sets of identification, two wallets, not to mention various back-packs, arti-
cles of clothing and bus passes. He got two $173 fines for being on public transit
without a ticket—a few days after I paid $124 for a two-zone bus pass...that he
promptly sold to a friend. He was bear-maced at a bus stop by a random stran-
ger and beaten up three or four times. Once or twice he was beaten up by police,
though he has also managed to get police to drive him home a couple of times;
once they even called me at 3 a.m., to tell me they had found him passed out at a
bus stop (which turned out to be two blocks from home).

How to deal with all of this? We have certainly not been doing very well with
the challenge of finding a place for people like him in our society with a high
youth unemployment rate and a ready supply of in-the-moment hedonists. I could
see jail coming long before it happened. I tried innumerable agencies. I even wrote
to the minister responsible and they got back to me. They referred me to a social
worker who found all the same agencies I found and got the same run-around. The
few agencies that had programs that worked have had their funding cut. So, I am
on my own with this. I have stopped replacing things. I cannot afford it. And to
his credit my son paid for some replacements when he had a job. “Be there when
he gets paid”, said my savvy FASD/addictions family counsellor....and it worked,
somewhat. If he re-paid me the consequences of all of his misadventures, there
would be nothing left, no reward for the effort of learning a new job. Never mind
what people say about getting your adult kids to pay their share of food and rent.
I have never found a way to make that work. He qualifies for welfare, but giving
him money just fuels the drunkenness and the wrong kinds of friends. It does not
ensure his food or shelter or relieve the drain on my finances.

He is at a stage where he wants and needs some independence from me. He
would probably do well in a home with the right kinds of supports. But he does
not qualify for assisted living because his “adaptive functioning” is too high. His
exceptionally low verbal and managerial skills balance against above average
manual and performance abilities to give him a “normal” IQ when no skill meas-
ures in the normal range. He works well and can be very useful at the right kind of
job if paired with a buddy to keep him on track. If only I had a stronger network of
family and friends who live close by. If only I knew someone running the kind of
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business that could benefit from his talents. But my closest relatives are scattered
across the country and my friends are academics reaching an age when they need
help themselves.

When he was little it was not so difficult. I could swap off baby sitting with
other parents. He is too old to have a “sitter” now. But he is not responsible
enough to stay home alone, not even for an evening. He gets lonely so he might
disappear and leave the door unlocked, or try a dangerous experiment or find a
new “friend” who shows him how to sell my grandmother’s silver spoons to get
money so they can have “fun”. If only I was not a single parent we could spell
each other off for evenings, but FASD children have broken many a marriage. I am
66 years old and I worry about what will happen to him when I am gone.

Until he was diagnosed, I did not know why he was the way he is. When I took
over raising him, he was eight and a half. I met him as a baby in foster care, dur-
ing the brief time when I was a novice lawyer taking legal aid cases. His mother
had died, intoxicated on a beach. His father was my client. As a 22 year-old, drift-
ing without a job or a home, and charged with a crime, his father could not get
custody. He was so proud of his baby, and we eventually got the baby sent back
to his reserve. I passed the criminal case on to a more experienced lawyer, who
passed the case to a junior who called me 2 days before trial to ask me what to do.
His father ended up convicted of a crime he did not commit, based on a confession
extracted by an ambitious cop whose deluge of verbiage overwhelmed my client’s
inarticulate denial. We did not know about fetal alcohol effects in the 1990s. My
child’s father has never been diagnosed, but in retrospect it is obvious and his con-
viction was a classic miscarriage of justice. (One can read all about the kinds of
things that went wrong on Jonathan Rudin’s website: Aboriginal Legal Services of
Toronto, FASD and the Justice system, http://fasdjustice.ca/).

I felt badly about the wrongful conviction. I tried to give his father some sup-
port when he got out of jail and when I went to visit relatives on the prairies, I
stopped by the reserve to see how his child was doing. He had a great foster family
and I sent photos back to Vancouver for his dad. The reserve gave me the address
of my former client’s brother in Ontario and I got caught up in a family reunifica-
tion, naively imagining that once people got to know each other they could just
pick up and resume normal family life. The reserve was naive about family reuni-
fications too and when my son’s father moved back to Saskatoon and asked for
his son, they gave him back. These removals from foster care (to be placed back
with family) happened so many times to my son’s foster mom that eventually she
refused to take on a child unless he was signed over until adulthood. We under-
stand more about attachment issues now.

At first things went well for this child and his dad. Welfare paid for their apart-
ment and my son has fond memories of the sheet folded back when his dad put
him to bed, of movies, the shampoo they used and fun things they did together.
Dad got a job painting with his brother and I got panicked phone calls. “My kid
stole the rent money and bought toys”. When I was back in Saskatoon for a sum-
mer job, things were beginning to spiral out of control. Dad and uncle were drink-
ing and doing drugs. The child was not getting to school on time, if at all. His
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friends” mothers complained that they had to feed him and keep him overnight
when his dad could not be found. By this time I was “Aunty”. “That boy needs a
good woman to look after him”, said his relatives and I did not get the hint. Maybe
his dad’s next girlfriend would be more stable.

The following March, the panicked phone call said the child had been appre-
hended. It took years before I got the full story. Dad said he was going out to get
gas and left the child with his latest girlfriend. He did not come back for days.
The girlfriend took her frustration out on the child, who was sexually molested
and kept shut in a room. He thought of jumping from the window but was afraid
of getting hurt. Eventually he snuck out wearing nothing but socks and a sheet
in the cold March wind and found a neighbour to help. He was given back to his
father, but it was only a matter of time before things got worse. I was living in a
big house alone in Montreal. I thought all I needed to do was to keep him fed and
clothed and get him to school on time. So, as a widow in my mid-fifties, I became
a mom for the first time, by private arrangement with the family.

I loved school when I was young, but my child’s hand was not dealt from the
same deck of cards. When his mother drowned, he was a year and a half old and
no family could be found to claim her body. His father’s mother was raped by “a
man with a bald head” while she was in residential school. The terror this induced
ripples through the generations. We now realize that his father was probably also
alcohol damaged before birth. Except for that brief time when he got care of his
child, his father has couched surfed, living off one girlfriend after the next, each
one failing in her hope to reform him. In his early forties now, he has become
somber and strict with his children—my child and a younger half-sister. He has
serious health problems and he is just out of his umpteenth addictions program.
Now that I understand the profile of his disabilities, I know that he needed and
still needs on-going support to lead a useful life. His trajectory looms in the back-
ground as I struggle to stop my child from being pulled into the same vortex.
There is not much help out there, at least, not much of a kind that would be useful.

Last year I managed to get our child graduated from high school through a
combination of brilliant alternate programs, some of which flopped when faced
with his profile of disabilities. I loved school when I was young, but my child’s
primary school career included three of the worst years I have ever seen in any
Canadian school. I will not get into the details, but I do think that he would have
fared better with the structured practice I got in the olden days with spelling books
and math texts that allowed us to learn and forget and relearn, teasing our brains
into following models that could last for the rest of our lives. “You don’t listen”
his teachers would complain, but their punishments and “consequences” never
managed to repair the pre-natal damage that he must learn to deal with.

The kinds of things that drew my child off track depended on every-day skills
the rest of us take for granted. In grade 11, he was not ready for moving indepen-
dently from class to class. When he could not find his way to the art room on his
own, he just walked out the door and started skipping school. My child is an extro-
vert. He craves company and seems to compensate for his disability by finding a
buddy to guide him. But it is hard finding friends as a teenager in a new city and
when we moved back to Vancouver the pot smokers were the easiest to infiltrate.
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What tricks he learned! The school gave out bus passes. He sold his on the internet
and did not see what was wrong with that. “It was mine”, he said. School punish-
ments improved nothing but his rate of absenteeism. Never mind if I drove him.
He would not stay.

Once after a prolonged disappearance when he was living “independently”
by mooching off nameless acquaintances, he showed up with a higher-function-
ing friend who negotiated to rent my basement for $400 per month. “Is it OK if
I just give you $200 to start?”” Well, I did want to know where my child was, but
as it happened, the $200 he “had” was a rent deposit that never materialized and
they did not find work. I ended up supporting them both for four months, but did
get them enrolled in adult education. This worked better than the classes full of
students with disabilities. The predominantly immigrant students were there by
choice. His new friends were less dysfunctional. They had ambitions. And though
the buddy who came to live in my house did not, he did at least get my child to
school without my driving him—until almost the end of term when he started
skipping too and I kicked him out.

Despite all of these and various other misadventures, my child ended up with
an honours diploma because I managed to get him into an automotive collision
repair course where he was top in his class in welding. Without knowing it, the
guys running that program probably have a lot of experience with people who
have disabilities of the kind my child must cope with, and they were a god-send.
My child got A’s in all the practice classes, but did not get the first level of the
trade because of the written test. He could apply the knowledge with speed, skill
and grace but he could not represent it in words.

Surely it does not make sense to discard such talent. But from what I can see,
it is very difficult for normal functioning youth to find a place in our society and
with all the highs and lows I always feel that we are on the verge of drowning.
Earlier this year, a god-sent Aboriginal counsellor found him a place and he was
working steadily for the first time: manual labour, stripping wooden forms from
concrete in high-rises. I would get up at 5 a.m and drive for an hour to get him
there. The FASD/addictions councillor I go to said he only had the job because of
me. Things never quite got routine. He never came home reliably, but I had hope.
Then, 6 weeks in, I dropped him off as usual at 6:20 a.m. full of plans for the
next pay-cheque in 2 days. He wanted to save up for an apartment with friends,
some place closer to work. But neither his boss nor I heard anything from him for
a number of days. I knew he was fine. There he was with a whiskey bottle on a
friend’s Face Book page, but it was a month of sparse contact. He managed to get
his last cheque from his boss, but it evaporated into the party with his friends of
the moment where he was staying until they were evicted.

These friends may also have fetal alcohol effects or comparable disabilities.
He was with them on the night when they got charged with mischief. They were
observed running down the street kicking cars. Two lost their side-mirrors. My
child was too drunk to remember anything that happened. But even if he had not
been drunk, he would not have understood the significance of the papers he was
handed on his release. It was the eviction of his friends that ended the party and
sent him home again. The 20 hours he spent in jail probably did him no harm.
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Alone, in an uncomfortable cell without his glasses, he could not even read the
graffiti on the walls. In 20 hours he had nothing to eat but two meals consisting
only of two granola bars and a juice box and, if I had not been there to get him, he
would have been out on the street in a dysfunctional part of town with no money
or bus fare to get home. “How did I end up here?”, I wondered as I waited for him.

These low functioning people are set up to fail, but there have been some
improvements. My child’s case was sent to a community court where the judge,
prosecutor and duty counsel were all women who did not imagine they could solve
social problems with the gruff pound of a gavel. They modeled the kind of behav-
iour we would like those charged to exhibit, explaining why someone could not
be released from jail or why sentencing of another could not be waived. My child
had no record and, armed with his diagnosis, the prosecutor was quick to suggest
diversion. We met with an Aboriginal counsellor who understood my child’s prior-
ities and knew how to talk to him. They set up a plan. He was to get three kinds of
counselling to help him find housing, a job and to learn how to deal with identity
issues. I thought we were on track.

My child has found himself a new buddy, a 19-year-old who has just “aged out”
of the foster care system so he is alone in the world after out-growing a series
of group homes. He may well be the child of a fetal alcohol mom, but he is the
first buddy my child has had who does not seem to drink or do drugs. I said they
could both stay at my place until they found somewhere together and at first things
looked good. With the buddy in tow, my child started to come home at a reason-
able hour. But three weeks down the road, everything seems to have fallen in my
lap again. None of the agencies have done much to follow through. My son and
his friend have updated their resumés and supposedly spend their days looking for
work and for apartments they do not have rent or damage deposits for. The job
search seems to consist of sending out applications from youth drop-in centres and
nobody calls. Last night they crawled in through a window well past midnight and
at 10 a.m. they are still asleep. They need a program that will help them get estab-
lished but I have not been able to get them into one. I can certainly understand
why employers prefer to hire responsible, high functioning immigrants.

I used to be judgmental about parents who moved and did not give their dys-
functional kids a forwarding address, but now I understand.

I need my sleep.

I feel like I am drowning and yet I am trying to relax, as we drift towards the
next statistically proven probability in a society whose failure to see the link
between behaviours and outcomes seems to mirror that of my alcohol damaged 20
year old child.



I Did not Take on This Job
of Parent in Order to Raise Criminals

Dianne O’Connor

I did not take on this job of parent in order to raise criminals. Looking at my adult
children now, you would not be able to tell me which one became a drug addict, or
a thief, or an abusive person, or someone who would never be able to care for their
own children. You would see handsome, beautiful adults with broad smiles and life
dancing in their eyes.

Little did I know when I became a foster and adoptive parent to children born
impaired by prenatal exposure to drugs and alcohol that my family would be under
tremendous stress: that we would be living paycheque to paycheque, surrounded
by case workers, protective workers, therapists, behaviorists, police officers, crisis
teams, and psychiatrists in order to get my children to where they are today.

When I started married life with my husband Mickey over 39 years ago, I
believed that we could do some good for the abused and unwanted children in
our community. We both thought just a little love; a hot meal and all would be
good. When, in 1981 we began fostering a five-year old boy, we believed that if
we could get the children before they reached 5 years of age, we could make a
difference. Now we know we need to get to the moms before they get pregnant to
tell them not to drink alcohol, smoke cigarettes, or use illegal drugs before concep-
tion since all six of my adoptive children have varying degrees of Fetal Alcohol
Spectrum Disorders or FASD. Within my family of nine children, six have FASD.
All have been involved with the law for various reasons. One daughter, who joined
the Marine Corps, was thrown in the brig for using and selling a control substance.
She is now homeless, an alcoholic, in and out of drug courts and addiction cent-
ers, and is currently awaiting sentencing for criminal mischief. She just finished
her probation for car theft. One son, at the age of 13, violently and defiantly
confronted a police officer when he was accused of stealing cell phones. Although
scared, at age 19, he continues to have swagger when it comes to talking to the
police. Another daughter was arrested when her involvement with her birth family

D. O’Connor (D<)
Scotia, New York, USA
e-mail: doconno2 @nycap.rr.com

© Springer International Publishing Switzerland 2016 293
M. Nelson and M. Trussler (eds.), Fetal Alcohol Spectrum Disorders in Adults:

Ethical and Legal Perspectives, International Library of Ethics, Law,

and the New Medicine 63, DOI 10.1007/978-3-319-20866-4_18



294 D. O’Connor

turned violent. Her disabilities prevent her from parenting her two children. The
children are living with us and we deal with family court regularly. Another son
started stealing from us at age seven and turned to stealing the medicine out of a
locked box in our cupboard to sell to friends. Today, he breaks into houses to steal
because he does not want to get a job or fears he will fail at a job. He is currently
lives out of a car with his girlfriend and other family members. And one daughter
was involved with Child Protective Services over her poor choices in parenting,
living situation and domestic abuse. We raised her son for nearly 2 years.

This road has been frustrating and exhausting. T have spent over $21,500 in
lawyer fees just in the last few years with issues of custody for our two grandchil-
dren. While our friends and family talk about retirement, we talk about 15-month
well care checkups and the latest fiasco with the police. There is no end in sight
for us. My husband, now 64 years old, believes he will have to work until he is
75 just to make ends meet for us and our growing family and to save enough for
retirement.

We are parenting children who did not respond to “normal” parenting
approaches. We needed to provide a level of intervention that required a one-on-
one intervention, 24 hours a day, seven days a week. One mom describes her son
as, “a good kid with a good heart, but it takes so much energy for our children to
make the right decisions and some days they just don’t have it. He wants to do the
right thing, but makes mistakes.” Our children tend to make the kind of mistakes
that can be life threatening or can get them in great trouble. Exhaustion, isolation,
and constantly running interference to prevent our children from risky or inap-
propriate behaviors became the world we lived in. School became a respite for us
from the consistent level of supervision- at least until the telephone or cellphone
call communicating that one of the children is suspended or expelled from school,
is being held at the police station or jail, or is on their way to the psychiatric hospi-
tal. We, the caregivers, then receive the brunt of their emotionally charged behav-
iors once they come home and are able to “let go”. I felt deeply that each call
reminded me of my failure and I would spend what little time I had asking myself
what I could have done differently or better.

To add to my feelings of guilt, outsiders typically consider me a bad parent
when my children are in trouble. A birth mother from Australia articulates the
shame and blame she feels whenever her son gets in trouble with the law. She
states, “I have never been able to deny it. I feel I am responsible for my son’s
disability and for his daily struggles. The fact is he is now in prison because he
developed secondary disabilities caused by FASD. Every time he looks in the mir-
ror, he sees a poor tortured soul.” The embarrassment and shame that comes along
with being a parent of a child who has involvement with the various legal systems
can be unbearable and financial draining.

When my children were in elementary school, someone suggested I read the
book “The Broken Cord” by Michael Dorris (1989) and my life changed. I was
reading about Dorris’s son, Adam, and thinking, this is my daughter or son. Why
didn’t someone tell me about alcohol-exposed pregnancies before now? Dorris
describes his adoptive son as being in a fog most of the time; as living slightly out
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of focus. This explanation was very insightful for me when dealing with my own
alcohol-affected children.

Now I recommend this book to anyone thinking of adopting a child with FASD.
Although the book is very negative, since Dorris’s son is struck by a car and killed
when walking home from work one day after many years of struggle, I think pro-
spective parents need to start with the worst-case scenario. Parents and other car-
egivers can then move on to what the research and years of experience has to offer
new parents. We have been there and done that. We have made all the mistakes in
parenting these children. One of the most enduring qualities of an individual with
FASD is that they probably will not remember the bad things, so every day we get
a “do over” to get it right.

The Center for Disease Control longitudinal study of secondary disabili-
ties associated with those prenatally exposed to alcohol conducted by Ann
Streissguth et al. (1996) should be required reading for parents and caregiv-
ers of individuals with FASD. In her book, Fetal Alcohol Syndrome, A Guide for
Families and Communities, Streissguth described the challenges faced by 415
persons with FASD who were studied by her and her colleagues at the University
of Washington. She reported that over 60 % had some involvement with the law,
and 40 % of those were incarcerated at some point in their lives. Other statistics
included about 50 % of those studied over the age of 12 showed inappropriate
sexual behaviors, over 60 % of those over the age of 12 had been expelled from
school, or dropped out and almost a third of the 415 individuals abused alcohol
and/or drugs. In all, 94 % of those studied showed some form of mental health
issues.

Families and caregivers have come to realize that their loved ones with FASD
are emotionally and cognitively about half of their chronological age. One mom
from Kentucky says about her son, “He lost most of his elementary school friends
and at age 19, he hangs out with children who are 15 years old. I worry about what
will happen to him when he is 30, 40, or 50 years old. I worry about who will
advocate for him when I am gone. I do not hold out hope the judicial system will
be much help to him”. Ann Streissguth (1997) writes that families who maintain
clear and consistent expectations and behavioral consequences are the most suc-
cessful when raising a child with FASD. Structure is the key. Not only does it take
a village, it takes an army. Doctor, therapy, psychiatrist, evaluations, home visits,
and blood work appointments took what little time I had during a typical day after
school let out. I have never been able to work outside the home for more than a
few hours a day, usually dashing to work after the last school bus left in the morn-
ing and returning home from work before the first bus arrived in the afternoon, -a
lifestyle I called “bus to bus”. Raising enough money to keep this family finan-
cially afloat fell to my husband.

As a society, we need to change our expectation for these children, as I have
had to do. I had to think of what mattered to my children before thinking of what I
thought they needed. It is a chore for some of my children to go out to dinner with
the family. Rules for being in public may be stricter than the rules at home. Rules
like sitting up straight, using a napkin, and cutting up your food takes concentration.
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My children would rather stay home than to have to think, using precious mental
energy, of what they need to do next so that they do not displease anyone. If I could
not manipulate the environment to fit, then my children would not be successful.
This takes a tremendous amount of energy. Many professionals think it is poor par-
enting and does not allow the child to learn from consequences. For those who say
these things, they have not raised a child with FASD. My parenting decisions have
nothing to do with my children’s motivation or willingness to do the right thing.
It has to do with difficulty they have processing the information from the world
around them and trying to come up with an appropriate plan of action. For my chil-
dren, the plan is the last thing they remember, no matter how the outcome turned
out. So they tend to do the same thing wrong over and over again.

Many of their “best intention” plans still results in meeting up with the law,
regardless of our best intentions to keep them safe from harm. Many times, hungry
for attention and eager to fit in with their peers, the prenatal affected person fol-
lows the peers who accept him, is led into poor choices and becomes a statistic.
Today, we can add cyber crimes to the long list of criminal activities that our chil-
dren and adults with FASD can potentially get involved with.

Family members and caregivers may appear physically exhausted and emotion-
ally distant when loved ones who have FASD are involved with criminal justice
systems. It often becomes a constant battle to protect and educate those around the
individual with FASD to ensure they are safe and able to meet their full potential.
The police and the court systems have little understanding of their issues and often
even less patience. One mother was told by police officers that her son needed a
beating so he would learn not to break the law again. A father in the US speaks to
how the judge was disrespectful to the family by allowing statements from the vic-
tim of his son’s criminal behavior to be read into the court records, yet his parents
were unable to speak on their son’s behalf about his impairments. Eventually, the
family of the child with FASD was sued in civil court for damages.

It is important that the courts and law enforcement agencies understand
how parents and caregivers of individuals with FASD feel like when the law is
involved. After years of learning about the disabilities associated with FASD, par-
ents and caregivers develop educational and remedial plans to protect their loved
one at home, in school, and in the community.

It is also important to hear from the individuals with FASD. What I have heard
from families is their children have no idea what is happening. Some behave as if
being arrested is like having a new notch in their belt, something they can use to
brag about in order to get friends. Others are so scared they will say anything to
the police just so they can go home. One 24-year-old man was arrested for flirt-
ing with an underage girl. When police questioned him about grooming the girl
for sexual activity, he said yes he was. He did not understanding the question and
believing he was innocent, willing to cooperate with the officer. Once he under-
stood the consequences of his actions resulted in a lengthy prison sentence, he
made a plan for suicide while in his jail cell. Police questioned another 13-year-
old boy with FASD for 4 V2 h, without his parents or an attorney, because the boy
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did not think to ask for them. When the parents tried to get into see him, they
were told they were interfering. The parents tried to present documentation to the
lawyer that could help their son, and the lawyer rejected the paperwork. The law-
yer told them he felt the boy “looked normal”. It was during the assessment pro-
cess that the boy was found to have major learning deficits; then adaptations were
made. Regardless, this child was traumatized.

Some families told me about positive results from court involvement. Judges
and lawyers behaved respectfully; and when a disability lawyer was hired, the out-
come was better for the individual with FASD. Lawyers from NAMI were specific
examples of appropriate legal representation for their children. One family noted
that it was the court who ordered a full psychological workup on their son and
with that testing, they found out their son had FASD. This finding led to a more
positive outcome.

Overwhelmingly, families stressed that the legal systems needs to learn about
FASD and what the core behaviors that are presented by individuals affected by
prenatal alcohol exposure are and how they affect that child’s decision-making
process. No family insisted that their children should not be accountable for their
actions; they urge that appropriate action should be taken.

Jail is not the solution for a person prenatally exposed to alcohol who is
involved with the criminal justice system. Although our loved ones with FASD
may be able to recite the law, they do not understand the law or what is right or
wrong. They have inadequate coping strategies, poor memories, and are easy vic-
tims to those who would take advantage of them. Lack of appropriate treatment
when these children are younger, leads to the secondary disabilities that the legal
system sees later on. A Kentucky mother states, “By the time our children hit the
court system, I can guarantee that parents have tried over and over again to imple-
ment meaningful interventions and are shuffled from one agency to another, none
of which communicate with each other, none which look at our children and our
families as a whole entity. They look at our children much like our children see
the world...in parts. Then our children hit the legal system, and the judge and law-
yers are limited by ‘the law’, which has in itself been completely bastardized from
what is right, to who can win a legal game. Our children get caught in the cross-
fire. They don’t understand the rules of the ‘game’ and get condemned for it.

So who is to blame for the continued involvement with the law among youth
and young adults with FASD? Many would say it is our parenting style. We are
either too strict or too lenient with our children. I have been told that only way
for my children to learn is to let them fail. I have been told that a few days in jail
would do them some good. The most hurtful of comments are the ones that tell me
to cut them loose since they were not really our children anyway. In the end, our
loved ones with FASD have permanent brain damage that will never be repaired.
Parents, caregivers, and other caring persons can only provide appropriate inter-
ventions and treatment to help them be the best they can be. They need protec-
tion and supervision, not harsh punishment. Finally, we as parents are looking for
accountability with compassion for our loved ones with FASD.
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In conclusion, I urge the legal systems to understand that my children can learn
rote skills, but only after much repetition and consistency. Higher levels of prob-
lem solving, such as learning from mistakes, takes longer and does not follow the
concept that wanting to please others leads them to learn to do the right thing.

My children know they are doing wrong by our expressions and our words, not
because they a sense of social consciousness in their brain. This does not mean
they are without a conscience. They have a conscience. They feel remorse very
deeply. But they have difficulty relating their behavior to it consequences. So no
amount of “after the fact” remorse leads them to stop breaking the rules.

Over the years, my husband Mickey and I have changed not only our parent-
ing style, but our attitudes towards parenting and raising a family as well. Our
house was always lively. There was always someone to play with, and there was
always laundry to do. There were many wonderful celebrations, and several very
low points. There was a balance to our lives and I would say today, there was more
good than bad.

Raising a large family with family members who have disabilities has many
challenges. I became a sensory decorating expert, ensuring that bedrooms and liv-
ing areas of our home were functional, durable and met everyone’s sensory needs
for sleep and play. We bought a pop-up trailer and made off to the Adirondacks
for family camping trips. It was a freeing experience for most of the children.
My youngest found he didn’t need to wear shoes and ran bare-footed through
the woods and along the beaches. Swimming all day was part of the experience
and the children would stay in the water for hours. Of course, then there were the
summertime pickup baseball games, where my daughters would rule the field and
astonish all those playing with their abilities. We did whatever we could to give
our children a variety of experiences.

For Mickey and I, life was stressful. One or both of us always needed to think
about how to manipulate the environment so the children could be successful. If
we went out for dinner, we had to go to a restaurant that served us fairly quickly,
was away from the bar and any smoking, and away from the kitchen so the noises
of preparing the meals would not startle anyone. If we visited friends, we went in
two vehicles, made sure snacks and sensory items were available, and one of us
became the designated “Jiminy Cricket” or external brain that they need.

The financial burden of caring for children with disabilities can be overwhelm-
ing. I could never work full time with the number of appointments, school meet-
ings, and lack of knowledgeable babysitters. Repairs for damage or lost property
along with replacing stolen merchandise drained any savings accounts we had. As
grandchildren came along, we would pay for day care, clothing, and many time
medical appointments since the parents were unable to pay for the basic needs
themselves. One grandchild lived with us for nearly 2 years with no financial
agreement with any agency or with the parents. We met all his needs through our
own family budget.

In the last few years, two of my grandchildren have come to live with us as kin-
ship foster children. Their mother, my daughter, struggles to maintain her day-to-
day existence and although she truly loves her children, will never really be able
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to raise them alone. To protect our rights as the grandparents, I have had to secure
a lawyer to represent us in family court. First, I secured a lawyer in the county
where my daughter and grandson were while went through family court proceed-
ings to get him back into our county. It took nearly four months until we brought
our grandson home and the lawyer bills for that service were nearly $5,000.

Once in our home and in the county where we live, we secured another lawyer
and have been paying lawyer fees for the last two plus years while the father of the
children is afforded a court appointed attorney to file for custody every 90 days.
Our bill with the lawyer is over $17,000. I am the only person in that family court-
room who pays for lawyer fees, and through my taxes, I am also paying for eve-
ryone else’s court appointed attorneys. I should also mention, we are in appeal on
one aspect of the family court decisions.

One suggestion I would make is to learn everything you can about FASD.
Although known and studied for years, this disability is not as well-known as
other disabilities like autism or cerebral palsy, yet it affects so many people, from
infants to the elderly. FASD may mimic other disabilities, but it is unique in many
ways. The lack of understanding gets our loved ones into trouble. Over stimula-
tion, poor information processing and lack of self-control can be addressed when
the helping person knows about the brain damage they are dealing with, but unad-
dressed, the person with FASD can develop a low self-esteem and depression.
Many times, people affected by prenatal alcohol exposure are thought to be unco-
operative, unwilling and aggressive when really they are scared, misunderstood,
and don’t understand what you want them to do. FASD is an invisible disability,
affecting the brain, which causes brain-based behaviors.

Looking back, I am not sure Mickey and I would do anything differently. We
had three birth children before we fostered and then adopted our other children.
We could gauge what was normal behavior and development and what was not.
Since no child comes with a manual on how to raise them, we have learned along
with our children what works best for them.

Our parenting may be different for each child, but that is what each child
needed. One good thing about our children and their disabilities is that you get a
“do over” as parents every day because our children do not hold grudges for long
and most time will forget what has happened.

I would however, recommend to align yourself with an agency early on.
Mickey was one of those parents who thought families should care for their own
and not let outsiders know what was happening. He changed his mind after we had
our first respite weekend with our daughter. We were able to reconnect with each
child left at home in a positive way. After that weekend, Mickey saw the value
in allowing outside help into our lives. For many families, their first attempt at
engaging outside help is when their loved one is in crisis. Families do not know
where to turn.

Another time when support is needed is during the transition to adult services.
By applying for and planning for the service needed for your loved one with
FASD and your family to be successful, when crisis does happen, you are better
able to handle what may happen next. We have raised our family with help from
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several people and agencies. We have met wonderful people who love our family
and have been very good to us.

Others looking in on our family may see enabling, ignoring, favoritism, or per-
ceived neglect, but all my children have made it through high school. We have
held each child to a high standard of conduct and moral thinking. At their employ-
ment, they are diligent and conscientious of doing a good job. They are good to
others and are genuinely caring, compassionate adults.

That is all we have ever asked of them, and they have responded.
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