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Foreword

The Institute of Health Economics (IHE) has organized a series of consensus development
conferences, all held in Alberta, over the last few years. The first conference was Self-
Monitoring in Diabetes, followed by Healthy Mothers, Healthy Babies: How to Prevent Low
Birth Weight; Depression in Adults: How to Improve Prevention, Diagnosis and Treatment; and
Fetal Alcohol Spectrum Disorder: Across the Lifespan.

This very specific type of conference is one way of engaging citizens, decision makers, clinicians
and experts to jointly address complex health issues from an evidence-based perspective. The
IHE conferences are modelled on the National Institute of Health (NIH) Consensus Development
program in the United States. The best way to describe a Consensus Development Conference
might be: “A jury trial on health policy and scientific issues.” The IHE conferences have taken a
policy perspective in their deliberations and outputs and are primarily designed to inform public
policy decision makers rather than clinical practitioners.

The conferences usually involve 25 or more experts who deliver scientific evidence and
testimony to address five to eight specific questions on a particular health subject. They deliver
this evidence directly to a jury of 12 to 15 people over two days in front of an audience of around
300 people. The consensus format offers an independent consideration of issues by an unbiased
panel. The jury takes the expert testimony into consideration during a “sequestered” period each
evening after the hearings and on the morning of the third day renders its recommendations in a
consensus statement which is read publicly by the jury chair for the experts and audience. The
statement is then widely disseminated across the Canadian healthcare system.

The consensus statement is based on publicly available data and other information provided to
the jury by the experts. The statement is not intended as a legal document, practice guideline, or
primary source of detailed technical information. Rather, the statement reflects the views of a
panel of thoughtful people who come to understand the issue before them and who carefully
examine and discuss the data available on the issue. The program for the FASD conference and
the jury statement are found at the end of this book. The statement may be ordered free of charge
from info@ihe.ca.

This book contains the expert presentations and the discussions in the 2009 THE consensus
development conference, Fetal Alcohol Spectrum Disorder: Across the Lifespan, held in October
2009 in Edmonton. The Honourable Anne McLellan served as chair of the jury, and Dr. Gail
Andrew as chair of the expert group. Ms. Nancy Reynolds served as the moderator of the
conference.

The conference was organised by IHE in close cooperation with the Interdepartmental
Committee on FASD (Alberta Government) and the Canada West FASD Partnership. Special
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thanks are extended to Ms. Denise Milne with Children and Youth Services, Alberta
Government, and to Dr. Sterling Clarren, Research Director with the Canada West FASD
Partnership, for the time, effort and wisdom they brought to this important project.

For the IHE, Edmonton, Alberta, September 2010

Egon Jonsson John Sproule Liz Dennett
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Fetal Alcohol Spectrum Disorder: Across the Lifespan
Opening Remarks

The Honourable Janis Tarchuk, Alberta Minister of Children and Youth Services

On behalf of the Government of Alberta and our FASD Cross-Ministry Committee, I am very
pleased to be here and pleased that we are being joined by the Honourable Iris Evans. I can tell
you that Minister Evans has been instrumental in raising awareness of FASD in this province.
She has been a champion in addressing FASD across the lifespan and, most importantly, she has
been a true supporter of our cross-ministry initiatives. So, Iris, on behalf of all of us, I want to
thank you for that.

It is wonderful to see so many individuals here who are dedicated to preventing FASD and
supporting those that live with FASD or work with individuals that do. We know that
approximately one out of 9,000 Canadians is affected with FASD, and this means that in Alberta
23,000 children, youth, and adults live with FASD. The social and economic impacts of FASD
are immense. Directly or indirectly, it affects every one of us. It is estimated that each child with
FASD may need as much as 1.5 million dollars in special care, support, and supervision
throughout their lifetime. That does not include costs related to the loss of human potential. The
real tragedy is that this is a completely preventable disorder.

In Alberta, our government is steadfastly committed to the prevention of FASD and to the
support of community-based solutions that help all of those affected by FASD. In recognizing
that FASD touches on many aspects of an individual’s life, our FASD Cross-Ministry Committee
is made up of nine ministries and other agencies that are implementing our 10-year FASD
strategic plan. This plan is both a call for action and a source of hope. Our strategy is to focus on
targeted prevention programs, assessment, and diagnostic services and supports for individuals,
families, and caregivers. We are seeing positive results. Case workers and health professionals
are collaborating with our local FASD service networks to support children and others affected
by FASD. This means that children are getting services in schools in their own communities —
the kind of support they need to overcome their challenges and reach their full potential. The
FASD learning series presenters are sharing their knowledge with other Canadians through video
conferencing, thereby enabling parents and caregivers to learn about FASD in their own
communities.

This conference is building on research being conducted on the prevention and treatment of
FASD. Looking at the list of speakers, I am very pleased to see that so many of the experts are
from Alberta. I think this demonstrates that good work is occurring in this province. We know
that the work we are doing benefits greatly from collaboration with our national and international
partners. Some of those experts, from Canada, the United States and abroad, are here to share
their expertise. I believe that we can learn a great deal from their various perspectives on
diagnosis, treatment and prevention of FASD.
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The name of one speaker in particular caught my eye because I have had the privilege of
knowing him for several years. Myles Himmelreich is here to share his stories and I am always
inspired by his courage, his optimism, and his dignity in overcoming FASD challenges. Affected
by FASD his entire life, he has become one of Alberta’s greatest advocates and mentors. Myles’
stories, and those shared by all the speakers at this conference, will help the conference jury
develop recommendations that can provide us with valuable direction for action in the field of
FASD. I certainly look forward to those recommendations.

I would like to thank the Institute of Health Economics, the conference organizers, and others
who have made this event possible. Special thanks for your support go to the Honourable Anne
McLellan and other members of the jury. I think we have made great strides over the last couple
of years, but we know there is much to do, and this conference shows that we are up to the
challenge. The work done here over the next couple of days not only will help ensure that FASD
remains in the public domain as a key priority, but will help promote the development of
grounded policy that can guide evidence-based practices in the field. I thank you for that and
wish you well with your deliberations, and I do hope you enjoy the conference.

At this time, [ would like to introduce our next speaker. She is currently Alberta’s Minister of
Finance and Enterprise. Since 1997, she has held several portfolios, including Municipal Affairs,
Children’s Services, Health and Wellness, and Employment, Immigration and Industry. She is a
champion of children and families in this province, and she is a good friend to all of us. Please
join me in welcoming the Honourable Iris Evans.

The Honourable Iris Evans, Alberta Minister of Finance and Enterprise

It is gratifying to be here and to see the level of expertise represented. Gail Andrew and Nancy
Reynolds are among those people who have been with us from the very beginning in
championing FASD and taking action in the field.

When I was involved in Children’s Services years ago, we in the prairie provinces were really
struggling to coordinate sparse resources to make sure that we got the FASD message out and
did the right things the right way. We tapped the expertise of people like Sterling Clarren and
Bruce Perry, who have been providing advice and leadership in this direction for many years. I
see more men here today than the few who were involved in FASD earlier. This is important,
because FASD is not just about women controlling what they ingest. FASD is about life
partnerships that create the next generation and it is about a complete understanding by both men
and women of their responsibility to that future generation. I am absolutely convinced that the
happy, pregnant, cared-for mother does not ingest alcohol. She has learned already that it is
risky, and she has a partner who supports her. It is certainly clear to me that women do not do
this alone.

I could not have been prouder than when my dearest friend and colleague in government was
given the privilege of carrying the mantle for Children’s Services. In my five years in that role, I
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had staff members who went home in tears at night because they had heard stories of such
travesty to vulnerable children. There is just no end to the support that Children’s Services needs
— and deserves — for protecting vulnerable children. Yet there is no way that the government
alone can protect the vulnerable, whether they are FASD children or children with other special
needs. We all need to work together on this. You will have to find new ways of reaching out
about the many problems related to FASD. We started this initiative in the years when I was in
Children’s Services, but we have not gone far enough yet. I am hoping that this jury can identify
ways to communicate better. I think that often we do not sufficiently precondition our audiences
to get them ready for receiving the knowledge they need. I think this is one of the challenges.
You will leave this conference knowing more about FASD than anyone in your community, and
you have to precondition others to your message. You have to let them know, first of all, that
they are caring people in their community, and you want to build on that and tell them why this
is so important.

I will never forget a roundtable discussion on family violence and bullying that I attended. It was
to start at nine o’clock, but already at eight people were seated because they were so anxious to
talk about the problems. FASD is the same. You have been here since early this morning and you
are anxious to fill up your minds, your souls, and your spirits with everything you might learn.
But know this: you have to start as if this is the first day of the rest of your life. No matter what
you have learned so far, there are not enough other people out there learning it; otherwise, we
would not still have the problems that we have with FASD, a truly preventable condition that we
have not made sufficient inroads into. So precondition your audiences when you go away from
here and tell everyone what you have learned here. Put it into an email and send it to everyone on
your contact list. You must help with the challenge of protecting the vulnerable, not only by
looking after FASD-affected children once they are here in physical form, but by protecting
people who are about to become new mothers and new fathers and telling them what you know.

Thank you very much for the privilege of being here. I especially want to convey my
appreciation to the people at the Institute of Health Economics. Dr. Egon Jonsson, a genius who
has come to work here in our province, has understood that the best of health economics is when
we stop bad things from happening to innocent people. Thank you.

Nancy Reynolds, Moderator

Thank you so much, Ministers. Those of you from other provinces can see how fortunate we in
Alberta to have this kind of leadership and commitment in government. It has been sustained
over a number of years and continues to this day. Thank you very much, Minister Evans and
Minister Tarchuk. You have set the stage to move us forward over the next two days and given
us some inspiring thoughts about individual actions we can take.

The title of this conference is Consensus Development Conference on Fetal Alcohol Spectrum
Disorder (FASD). For those who have not attended such a conference, a consensus development
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conference has a different format from most other conferences. The purpose of a consensus
conference is to elevate the available scientific evidence on a health issue — in this case, FASD
— and to develop a statement that answers a number of predetermined questions. The questions
for this conference are listed in your program and will be repeated through the conference.

Thirty subject experts will present the evidence to the jury. The expert speakers have been
chosen for their experience and expertise related to each of the questions. The jury is an
independent, broad-based, non-government, non-advocacy group of individuals, and quite well
balanced between men and women. The jury will listen to and question the experts throughout
the next two days. The audience will also be given an opportunity to pose questions to the
experts. The jury members have already reviewed the scientific literature on this topic. At the
end of today, the jury will convene and develop answers to the first three questions. When the
presentations are complete tomorrow afternoon, the jury members will prepare the answers to the
final three questions and review the answers they prepared the evening before. On the third
morning, the consensus statement will be read to the audience. You will receive a copy of it and
will have an opportunity to question the jury members on the statement.

We are very pleased to have such a distinguished group of individuals to participate in the jury.
The jury chair is the Honourable Anne McLellan, former Deputy Prime Minister and federal
Minister of Health; Judith Bossé, Associate Assistant Deputy Minister of the Public Health
Agency of Canada; Jennifer Coppens, medical student, University of Alberta; Raisa Deber,
Professor, Department of Health Policy, Management and Evaluation, Faculty of Medicine,
University of Toronto; David Elton, President of the Norlien Foundation and President of the
Max Bell Foundation; Mark Hattori, Acting Assistant Deputy Minister, Program Quality and
Standards, Alberta Children and Youth Services; James Hees, reporter with the Canadian
Broadcasting Corporation; Malcolm King, Professor, Department of Medicine, University of
Alberta, and Scientific Director of Canadian Institutes of Health Research, Institute of Aboriginal
Peoples’ Health; Christine Loock, Associate Professor, Department of Pediatrics, Faculty of
Medicine, University of British Columbia, and developmental pediatrician with the Children’s
and Women’s Health Centre of British Columbia; Rebecca Martell, Clinical Associate,
Occupational Performance Analysis Unit (OPAU), Department of Occupational Therapy,
Faculty of Rehabilitation Medicine, University of Alberta; Edward Riley, Distinguished
Professor in Psychology and Director of the Center for Behavioral Teratology, San Diego State
University; Honourable Marguerite Trussler, former Madame Justice Trussler, currently serving
as the Chairperson of the Alberta Liquor and Gaming Commission; and Lee Ann Weaver-
Tyrrell, child health researcher with long experience in children’s services. Please join me in
welcoming these jury members, who have committed a huge amount of their time and energy to
this important issue.

I would also like to thank the organizers of this conference and the partners in this event, whose
generous support makes this conference possible: the Institute of Health Economics, the
Government of Alberta and the Public Health Agency of Canada.
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Question 1
What is Fetal Alcohol Spectrum Disorder (FASD) and how is it diagnosed?

Overview of FASD

Gail Andrew, Member, Board of Directors, Canada Northwest FASD Research Network;
Medical Site Lead — Pediatrics; Medical Director — FASD Clinical Services; and Pediatric
Consultant, Pediatric Program, Glenrose Rehabilitation Hospital

I greatly value the contributions of the researchers whose work has informed not only the
prevention and diagnosis of fetal alcohol spectrum disorder (FASD), but also the supports and
interventions after diagnosis. However, I especially want to thank my real teachers of the world:
the children, youth, and adults who have FASD. They have, by their stories and journeys,
informed the real-life picture of this disability. As a developmental pediatrician, I work across
disability groups. But there is something unique about FASD. Children and youth with FASD are
often raised within the foster care system or with families who are on their own journeys of
healing. That in itself raises stress and exhaustion, so that at the end of the day they may not have
the energy to advocate for FASD. Therefore, we who are professionals in the field have an
obligation to become the voice of FASD, to speak for those whose voices are not loud enough.

I will try to cover the history and terminology of FASD, talk about prenatal exposure to alcohol
as a teratogen and a risk factor, and try to explain the complexity of diagnosis. I will also talk
about the multidisciplinary team that is required in assessing for evidence of organic brain
damage, and how FASD presents across a lifespan.

FASD is not new. The syndrome is mentioned in the Bible, and there is historical evidence of it
in works of art that depict drinking in connection with the distinctive face of FASD. The initial
medical reports on FASD were published in 1968 in France and in 1973 in North America. The
first consensus meeting on this topic was convened by the Institute of Medicine in the United
States in 1996. Another milestone was the development of the 4-Digit Diagnostic Code by Susan
Astley and Sterling Clarren. That code has gone through two revisions, the most recent having
been published in 2004. The Centers for Disease Control and Prevention in Atlanta developed
their latest guidelines in 2004. The Canadian guidelines for diagnosis were published in 2005
(Albert Chudley et al.). There are also international perspectives on FASD, an example being the
international collaboration under Edward Riley that is looking at FASD in Russia, Italy,
Northern Ireland, South Africa, Australia, and other countries.

Let me first clarify some of the terminology of FASD. FASD is considered to be an umbrella
term that refers to a lifelong disability resulting from prenatal exposure to alcohol. It includes
fetal alcohol syndrome (FAS), which is the full syndrome; partial FAS, which has some of the
physical dysmorphology of FAS; and alcohol-related neurodevelopmental disorder (ARND),
which is an invisible disability without the distinctive dysmorphic face and growth deficiency.
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What is common to all three of these conditions is a confirmed history of prenatal exposure to
alcohol and evidence of organic brain damage by objective testing. The Institute of Medicine has
defined this brain damage as a complex pattern of behavioural or cognitive abnormalities
inconsistent with the developmental level and not explained by genetic predisposition, family
background or environment alone. A related term is alcohol-related birth defects (ARBD), which
describes the teratogenic and damaging effects that alcohol can have on other developing cells
and organs.

How does alcohol cause damage to the developing brain cells and other cells? From animal
research in this area, we have learned a great deal about the biological mechanisms by which
alcohol damages fetal brain cells. One mechanism is a direct effect on developing neurons: on
neuron maturation, migration, and organization. Another is oxidative stress through glutathione
depletion in neuron mitochondria. Another mechanism is neuroendocrine and neurotransmitter
changes in the hypothalamic-pituitary axis, resulting in chronic elevations of the stress hormone
cortisol and its effect on the developing brain.

Alcohol also has indirect effects. It can affect the function of the placenta, which provides
nutrients to the developing fetus, by changing the placental vasoactivity. Alcohol also indirectly
affects maternal health and other teratogenic exposures, as it may predispose the mother to using
other substances that have a devastating effect on the developing cells. There is also the question
of how alcohol use by the male partner affects the developing fetus. This may be through the
stress mechanism: the mother is in a chronic state of stress, her cortisol level is raised and that
affects the fetus.

This knowledge is from animal research. Experiments with humans cannot be done in quite the
same way. The human experiment introduces multiple variables and the whole context of the life
situation, including multiple confounding risk factors related to this complex disability. The
spectrum of damage depends on the amount and pattern of alcohol use. We know that binge
drinking has a particularly devastating effect. The time of gestation is also important. The face
develops over only a three-day period, from day 19 to 21 in the pregnancy, whereas the brain
develops throughout the pregnancy. Therefore, the dysmorphic face may not appear as a marker,
but brain damage may be present anyway. There are many other maternal and fetal factors, such
as genetic factors, epigenetic factors, nutrition, and other drug exposures and health factors.

The key here is that alcohol exposure is a risk; it is not a diagnosis in itself. That is why we need
to find evidence for organic brain damage. Some of the human evidence we have obtained is
from neuroimaging studies at the research level. Structural magnetic resonance imaging (MRI)
and volumetric studies have shown changes in the corpus callosum, cerebellum, and caudate. A
decrease in frontal lobe volume has been correlated with the severity of facial dysmorphology.
There is new research being done on the use of fetal ultrasound to detect differences in the
developing fetal brain. Functional MRIs have shown less activation in the prefrontal area with
increasing complexity of task. Researchers using diffusion tensor images (DTIs), which are
MRIs that look at the white matter tracks in the brain, have demonstrated differences in major
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pathways. However, while this evidence may be viewed on MRIs at the research level, the
structural MRIs that doctors can order are almost always normal. Therefore, MRI is not a
diagnostic tool for FASD.

What are the biological markers of FASD? Do we have a screening tool or a single test to
diagnose FASD? Facial dysmorphology (that mid-facial hypoplasia that develops with exposure
to alcohol on day 19 to 21) is far from perfect as a diagnostic marker for prenatal alcohol
exposure. For instance, in my clinic population, less than 10% of all children coming to a tertiary
level institution have dysmorphic facial features that would be significant for a diagnosis of FAS
or partial fetal alcohol syndrome (PFAS). Data from studies of children in foster care show a
higher incidence of facial dysmorphology, but FASD is most often an invisible disability. As to
growth deficiency, there are many causes of small stature; we have to do a differential diagnosis
and also look at the growth patterns of the family. Analysis of meconium (earliest stools from a
newborn) to identify fatty acid ethyl esters, which are markers for alcohol intake, also has
limitations. Meconium does not start to form until the 13th week of gestation, resulting in many
false negative tests. There are also ethical issues related to this, which time constraints do not
allow me to discuss now. Saccadic eye movement is another area being researched, looking at
differences in how the eye tracks; however, that is still at a very basic research level.

In summary, we do not have a single, universal diagnostic test or a definite screening tool for
FASD. The screening tool at present is a confirmed history of alcohol exposure. We also need to
consider the postnatal environment. It is known that adverse environments can have an impact on
early brain development. These environmental factors include deprivation, abuse, neglect, and
lack of appropriate stimulation. If the brain is already damaged from alcohol exposure, it is more
vulnerable to these postnatal factors. We also know that there are critical times during brain
development in which to optimize development, and we need to make sure that we are not
missing that boat.

What diagnostic criteria are used in my clinic and in other diagnostic centres? We need a
confirmed history of alcohol use from a reliable source. This is a challenge for the adult-
diagnostic clinics. We look for evidence of prenatal or postnatal growth deficiency, with growth
of less than 10% being significant. We look for the facial features, such as thin upper lip, flat
philtrum, and short palpebral fissures, using photographic analysis. We need population norms;
recently, palpebral fissure norms for the Canadian population have been published (Clarren,
Chudley et al., 2010). We need evidence of brain damage, because ultimately diagnosis depends
not on the face, but on the function. To capture that function requires multidisciplinary
teamwork. The tool that most clinics are using is the 4-Digit Diagnostic Code developed by
Astley and Clarren. That is a quantitative, objective approach to looking at all four categories
that I discussed previously (growth deficiency, FAS facial features, central nervous system
damage or dysfunction, and prenatal alcohol exposure). It is a time-consuming process for a
multidisciplinary team to gather historical and current data through direct testing for evidence of
organic brain damage and then to consider all the pre- and postnatal factors before formulating
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the diagnosis. FASD is really a diagnosis of exclusion: a careful process of differential diagnosis
is needed to identify what else could explain the particular condition or is possibly coexisting.
Co-morbidities of a mental health nature also need to be considered, both in the diagnostic
process and in interventions.

We need to develop standards and guidelines for diagnosis, and we need to train consistently in
order ensure that diagnostic teams are using the same approach. Newly established teams need to
be mentored by an established team in order to become competent in their own diagnoses. By
using the same tools, standards, and guidelines, we will also be able to monitor incidence and
prevalence of FASD and thereby develop a good surveillance system. That would make it
feasible to monitor the impact of our prevention programs and continuously provide information
about the results of interventions.

The current standard is to identify evidence of impairment in brain function in three areas that
are not influenced by one another. This is a field in need of ongoing research. One of the
important pieces of work in this field has been done by the Canada Northwest FASD Research
Network. That network has identified a range of assessment tools that can be used by
practitioners in each of the core disciplines: physicians, psychologists, occupational therapists,
speech pathologists, and social workers. It needs to be refined; it is a work in process, a live
document. Once all that information is gathered, there has to be a formulation process to get a
picture of how the brain works. These are the eight key domains that we look at: 1) the
intellectual domain, which is a frequent issue in the FASD population whose 1Qs are within the
average range, as this causes a problem when standards for funding such as PDD (Persons with
Developmental Disabilities) are raised; 2) academic achievement; 3) attention; 4) sensory, motor,
visual, and spatial skills; 5) communication, not just at basic but at higher levels; 6) all aspects of
memory — getting it in, the encoding, as well as retrieval and working memory; 7) executive
functions, including judgment, inhibition, mental flexibility, problem solving, planning,
sequencing, initiating, switching, and so on; and 8) adaptive functioning, or the core day-to-day
functioning that affects one’s ability to live independently, to be employed and to avoid being
victimized.

How does FASD present across the lifespan? The newborn period is the optimal time to
intervene, but it is very difficult to diagnose FASD in newborns or even to get the history of
maternal alcohol use. But it is the optimal time to reach out to the birth mother. In the early
years, children can present with delays in development that are not specific to FASD, although
again this is the optimal time for intervention. Therefore, intervention needs to be based on
functional need rather than driven by a diagnosis of FASD. Through the upper school years, we
are able to do more specific testing to define this disability. However, while we can do more
testing in adolescents and adults, we often cannot get at the history of alcohol use that will
connect that individual’s disability to prenatal alcohol exposure. These are some of the
complexities in diagnosing FASD.
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Why should we diagnose FASD anyway? Diagnosis enables us to reach out to the birth mother
and leads to understanding the individual’s requirements for support in education, community
living and employability. Diagnosis also helps us shift away from blaming, to looking at FASD
as acquired brain damage. We also need to evaluate the outcomes of our efforts in prevention
and treatment. We need research into the longitudinal trajectory — how does this disability
evolve over the lifespan? What interventions make a positive difference?

My policy recommendations for this disability, based on findings from research, are to:
e sccure ongoing research into the best assessment tools for each age group;
e train multidisciplinary diagnostic teams to increase capacity and consistency;
e provide sustainable funding for diagnostic teams in both rural and urban areas;

e better identify best practices for interventions across the lifespan, and implement these
interventions at local community levels;

e secure funding for longitudinal follow-up across the systems of care; and

e develop effective prevention strategies, including a health determinants approach, and
link those to best practice, especially for high-risk mothers.

A personal perspective
Mpyles Himmelreich, Director of Programming, Canadian FASD Foundation

I am going to share with you a bit about my life and growing up with FASD. I went to school
and had many of the same struggles that a lot of individuals with FASD have: trying to fit in,
memory issues, challenges such as being on time for school, being able to do the school work,
being able to remember it when I got home and to take it back to school to hand it in. Fitting in
with the kids in school was a struggle because I was already a bit different. I was being judged
and kind of put out there, so it was hard to fit in with the kids. I was having problems in school
and, then, after school as well.

FASD is an invisible disability. When we see people with other disabilities we often note
something that stands out, whether it is a wheelchair, a hearing aid, or a seeing-eye dog —
something that says, yes, this person has a disability, this person needs support and help. But in
the case of somebody with FASD, there is not necessarily something that jumps out to say this
person needs support and help. That was very true for me and is for many individuals with
FASD. The fact is that not only can the people around a person with FASD not see or note
anything special, but the individuals with FASD do not see it themselves. They do not see
something that jumps out to say, “Yes, you have a disability and that is why you have these
struggles; that is why you have these issues.” I could not see my disability. I looked in the mirror
and did not see anything to say, “It is okay, because you have FASD; that is why you are having
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these problems.” I just saw somebody that looked like a regular kid, so it did not make sense that
I had all these problems.

I continued on through school until I got to high school, at which point I decided that school was
not something that was going to work for me. I tried and tried, but I just was failing. I left school
and went on to get a few jobs. I was not able to keep jobs for very long because I was either late
showing up for them or I could not remember how to do them properly. So I would lose my job
or I would simply quit. I preferred to quit, instead of looking like I was stupid or simply too
dumb to do these things. It was a lot easier to just walk away from them.

I have been through many things that young children with FASD go through. I had seven or eight
foster homes before I was two and a half years old. I was adopted. I did not know my biological
family. I had all these struggles in school and with keeping a job. At that point in my life,
decided that what I needed to do was find my biological family. I thought that was going to make
everything make sense, to tie everything together. As much as I had support and love from my
adoptive family, I felt that something was missing and I thought that maybe that was it. So I went
to find my biological family, to find out that there were about nine or so of us in the family. We
were all separated, had grown up in different homes, and many of us did not even know of each
other. My father had been murdered and my mother had died from alcohol abuse. Again, here
was another point in my life that was not working out for me. Things were not really going the
way that I thought life was supposed to go.

At that point, I started to learn about FASD. I learned that with FASD you would not be able to
maintain a job, you would not be able to live independently, you would not be able to finish
school, and that there was a high probability that you would end up in prison. A lot of that was
true for me. I could not keep a job, I did not finish school, I had some problems with the law, and
I was not able to properly live by myself. It was hard to hear these things, because, to me, it was
all negative. I had this negative thing called FASD.

Eventually I started to get friends and I turned to drugs and alcohol. Drugs and alcohol not only
got me friends, so that I felt [ was being supported and accepted, but also, for once in my life,
when I drank, my body felt relaxed. So whenever I was all “Oh my goodness, I can’t handle
this,” I would turn to alcohol. Going through school, I had many of those situations. A lot of
times my body was all over the place, so when I found something that actually calmed me down
for once and which also got me friends and got me accepted, I thought, “Wow this is it, this is
the ticket!” Of course, it wasn’t. I experienced a lot of depression and, of course, alcohol is a
depressant, so it certainly didn’t help.

As time went on, I realized these things were not helpful or beneficial in creating the life that I
wanted to live. I felt inside that I could do something big. I could make a change in this world.
But I thought, “How am I ever going to be able to stand up and say that if I cannot even keep a
job for a week? Who is going to believe in me?” I had a lot of doubt in myself. I ended up
eventually going to a pre-employment program. I had done many of them up to that point, but
this time I decided I was really going to put some effort into it. I had pretty good attendance and
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ended up graduating the program. That was the first time I had finished something in my life,
and that felt good. I went from there to get a job, and then decided that I was going to move out
on my own.

I had heard all the statistics about somebody with FASD and how the struggles would come into
play and I knew that they had up to that point. But I thought, “People are thinking that I am not
going to succeed. If I do, that will be awesome; and if I don’t, I’m still where I was before.” I got
a full-time job, I moved out on my own, and I started to get new friends — friends that were
positive supports in my life. I started to turn to sports, which became my kind of AADAC
[Alberta Alcohol and Drug Abuse Commission]. I would go do sports on weekends instead of
partying and things started to change. I began to realize that I was doing things over and over
again and that I needed that routine. I would make sure that my rent was paid from my first
paycheque of the month. My bills would be paid from the second paycheque and what was left
over was mine. I started to buy clothes and videos and a TV and stuff like that. It felt good to
come to my own place and sit down and see these things. Before, it all used to be alcohol and
drugs; now it was things I could see and appreciate. To some people that might seem small —
that I had a house and TV — but it was a huge thing for me. I realized that techniques like
routine and repetition were important and that as I was putting in a little more effort, things were
going in a positive direction. Even though things were starting to change and go in that positive
direction, I was still very scared, because up to that point in my life every time something good
happened I ended up losing it. Every time I built myself up, I ended up falling down. I went to
school, and ended up falling down from there. I had friends and ended up falling down from
there. I had a family and ended up losing them. So it was hard and very difficult to accept
success and hard and difficult to accept that I was growing. It was scary for me, and people did
not understand that.

I ended up going to speak at a conference once, on living with FASD. It was the first time I had
done that and after I finished my speech I had the same feeling I had had years ago, that I could
make a change and do something good. I realized that is the direction I am supposed to go in. I
continued doing public speaking and began mentoring other individuals with FASD. I realized I
was able to speak to them and listen to what they were going through and that much of it I had
struggled with and gone through. I was able to communicate and share the techniques I have
used to live a positive life with FASD.

When you do research and education on FASD, you are trying to achieve outcomes. For me, in
struggling with addiction issues, homelessness, school, jobs, and other things, a most important
outcome is to have support. I did move out on my own, but I did and always will need support. I
have my adoptive family who I am very close with and who are very loving and supportive. I
have friends who have become very interested in FASD, who come to FASD Day and breakfast
meetings. | have co-workers who understand where my limitations are, but also understand
where my strengths are and go on those. We sit down and work out a schedule that works for me
so that I am not overwhelmed and can do the best job that I can. I have those supports and will
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continue to need them. [ have FASD and I will always have FASD. It was a huge learning curve
for me to understand that I need support and help and that I am going to have ups and downs and
struggles because I have FASD. My main message is, however, that there is so much hope,
potential and even success for everyone with FASD. I have been blessed with many talents and I
have had the opportunity to go out and share and speak about some of the struggles and the
successes that [ have had, which I think is quite amazing. I embrace and realize that it is the
whole package that makes me who I am. FASD does not make me who I am. I have FASD, but I
am not FASD.

Minister Tarchuk said that it costs 1.5 million dollars to support and properly raise an individual
with FASD. When supporting individuals with FASD, everyone from the teacher to the social
worker to the parents, grandparents, siblings — everyone who is involved — needs to come
together as a supportive team. In the community, we need to acknowledge that FASD is out there
and needs to be spoken about and addressed. If we, over the next few days in this conference,
can come up with techniques and ideas for supporting individuals with FASD, that would be an
amazing and great thing. I think this conference shows that we can come together as a support
team, everyone from the parents to the honourable ministers. A huge team effort is needed for
helping people with FASD. If each individual costs 1.5 million dollars without support, we can
save a lot of those costs by being supportive. If each individual costs 1.5 million dollars, that is a
lot of taxpayers’ money. But at the end of it, I know that they are worth it, and I know that I
myself am worth that 1.5 million dollars.

Jury questions and answers
(Gail Andrew, Myles Himmelreich)

James Hees — Is there something missing in the community that you think would lead others to
find that they have FASD if communication was done in some better way than at present?

Mpyles Himmelreich — Awareness is a huge thing. Awareness and acceptance. | think there are
some individuals who believe they might have FASD, but they are scared to step forward and
say it. I think we need to stop being scared and hiding FASD, and accept it, embrace it, and
support it.

Gail Andrew — Myles has presented a beautiful summary of why we need a system of care for
individuals who have been prenatally exposed to alcohol. FASD is not a definitive diagnosis;
however, if there is a history of alcohol exposure, we need to build a system of support and to let
the caregivers know that the child has had that exposure, that the individual has strengths, but
may have some limitations that are not evident at a very young age. We do not always have the
capacity to provide ongoing support to that child and family. As Myles has said, it was not until
he transitioned into adulthood that he had a more functional diagnosis.

Marguerite Trussler — It appears that the current diagnostic processes are cumbersome,
somewhat non-specific, time-consuming and often delayed. Can you tell me what work is now
being done on a specific biological or functional test?
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Gail Andrew — Many of the biological markers are still being researched, and I will review some
of them. Meconium testing for fatty acid ethyl esters, which indicate alcohol exposure in utero,
was looked at as being a very hopeful diagnostic tool, but we’re missing many people through
false negatives. How much does it take to have a positive test? And it’s only a marker; it does not
tell us about brain function. In my own clinic, we see children who have had heavy exposure to
alcohol, because that is the entry criterion. Around 30% do not get the diagnosis, especially at a
young age. These individuals need to be reviewed over time. I don’t think a single biological test
will ever replace the need for a functional assessment of the individual’s pattern of difficulties.

Lee Ann Weaver-Tyrrell — In regard to risk factors, you spoke about the ambiguity around the
amount of alcohol or when it’s ingested. What are your thoughts on the tolerance level, in an
ideal world, for alcohol ingestion in pregnancy?

Gail Andrew — The current public health message is that no alcohol, either when planning
pregnancy or during pregnancy, is best for the health of the fetus. Whether this is achievable is
one of our big questions in developing and implementing prevention campaigns. We do know
that many pregnancies, probably a majority, are not planned, and the risk of exposure can be
high depending on the lifestyle of the mother. But the current public health message is zero
tolerance.

Audience questions and answers

Audience, Egon Jonsson, CEO of Institute of Health Economics — A main theme here is alcohol
consumption during pregnancy. I wonder if there is scientific evidence of an impact of alcohol
on the sperm and, in that case, whether the father’s lifestyle may have a role in causing FASD.

Gail Andrew — Fetal alcohol spectrum disorder is caused by the direct teratogenic effect on
developing fetal cells of alcohol from the mother through the placenta into the fetal system.
Alcohol may have some effect on the sperm, such as by causing very micro deletions in DNA.
However, I think the most important effect of alcohol used by the male partner is the indirect
effect of his not being there to support his partner in making healthy choices. Very often birth
mothers say they want to change, but feel they are pulled into the drinking culture. Alcohol use
by the male partner is usually not an isolated factor; there can be many other factors in the
mother’s environment, such as extreme domestic violence, a chaotic lifestyle, a high stress level.
So it is complex; but paternal alcohol consumption does not lead to the fetal brain damage of
FASD.

Audience, Leonora Hendson — In the neonatal intensive-care unit (NICU), we identify families
in which the mother has taken alcohol and the child is at risk of developing FASD. I'm
concerned about how we support these families from the NICU, who are already a high-risk
population. When these mothers go home, what programs are in place and how do we make sure
that these children are followed and tested or assessed as needed? Statistics at NICU show that
children born at less than 28 weeks have about an 11% chance of mental delay, cerebral palsy,
and so on. But about 5% of them have FASD. So these are pre-term children who are already at
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risk of disability and, in addition, 5% of them have FASD. How do we follow these children and
ensure the families get the support that they need?

Gail Andrew — If the alcohol use is not picked up until the point of delivery, we have missed a
huge window of opportunity to work with the mother to reduce harm during the pregnancy.
However, if the mother has admitted to prenatal use of alcohol, the most important thing is to
optimize the postnatal environment. We need to evaluate whether it is safe to let that baby go
home with the mother. And if we feel that the home environment is safe, I think we have an
obligation to optimize that child’s development by doing developmental monitoring, because
while alcohol exposure on its own is not a diagnosis, it is a huge risk factor. We can optimize the
postnatal environment by arranging home visitations, by connecting the child with
developmental services if we see there is a deviation in development, and then by planning full
assessments around a positive diagnosis. That would be the optimal system of care. That would
be another one of my recommendations, to optimize that postnatal period.

Question 2

Do we know the prevalence and incidence of FASD in different populations, and
can the reporting be improved?

Prevalence and incidence in Alberta and Canada

Suzanne Tough, Scientific Director, Alberta Centre for Child, Family and Community
Research; Professor, Paediatrics and Community Health Sciences, University of Calgary

I will begin by providing a definition of incidence and prevalence. I will then talk about what we
need to consider in data interpretation, what we know in general about FAS and FASD in
Alberta and Canada and what we know in subpopulations, where we see gaps in our data, and
some opportunities and next steps.

Incidence is the number of new cases that occur during a specific time period. For FASD,
incidence rates are usually reported per thousand live births. This requires a defined population
and defined criteria for diagnosis. Prevalence includes all new and existing cases at any
particular point in time. It can be reported retrospectively (for example, all new and existing
cases in 2006) or currently (all new and existing cases right now). Prevalence rates can give us a
good idea of how many people require resources and supports for living with FAS and FASD
and can help us determine when and where services are most needed. Prevalence rates are more
commonly reported than incidence rates.

The following are some things we need to consider when we think about the incidence and
prevalence of FAS and FASD. First, when is it a new case? Theoretically, FAS can exist in a
fetus for up to seven months prior to birth, and it is difficult to know exactly when a new case
begins. The prevalence of FAS during certain months of pregnancy may be higher than the
number of FAS cases reported at birth, due to spontaneous abortions. Also, we discover a new
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case with diagnosis, but diagnosis may take place much later than the onset of the condition. This
is particularly true with FASD, where abnormalities may not be prevalent or noticed at birth.
This can influence incidence rates, which are calculated by the number of live births. And this
depends also on the method used to collect the data. Considering this, a new case can exist
without being identified for many years. This is probably why prevalence is talked about more
often than incidence.

We also have to consider that diagnostic definitions of FAS will influence prevalence estimates.
A study incorporating a broad definition is likely to produce higher rates than a study using a
narrow definition. Finally, if recruitment for a study is based on referrals, then children who have
mild effects or are unknown to the referral agency will be missed. It is helpful that we have
Canadian guidelines for diagnosis of FASD. However, because of our limited capacity for
comprehensive multidisciplinary diagnostic evaluation, the rate of diagnosis could be low. This
means incidence and prevalence rates may be low due to under-detection. So, a low incidence or
prevalence rate could mean that prevention programs are effectively targeting at-risk women.
But it could also indicate that there is low identification of the disease.

There are different ways of studying incidence and prevalence, and they lead to different rates of
detection. Dr. May has provided a framework for understanding the advantages and
disadvantages of different ways of detecting cases. In passive surveillance, we use existing
records in a particular geographic area. This has the advantage of being efficient because it uses
systems, programs, and records that already exist. It costs less and it is easy to conduct. The
disadvantages are that FASD can be difficult to diagnose at birth, and passive surveillance relies
on diagnoses by many hundreds of non-specialized physicians.

Clinical studies that involve prenatal observation and study allow some postpartum follow-up of
the outcomes. This offers the opportunity to gather data on maternal history and to study a large
number of pregnancies. The disadvantage is that subjects may self-select, so that those at highest
risk of FASD may be unlikely to attend a clinic.

With active case ascertainment, we actively seek, find, and recruit children who may have FASD
within a particular geographic region. The advantage of this is that we can focus on finding
children of appropriate ages for diagnosis and we can study an entire community or a population
to ensure wide representation. When case ascertainment is comprehensive, we are likely to get
more accurate prevalence rates than we would expect by some other methods. The disadvantages
of this method are that the cost is high in both labour and time, it requires community support,
and often such studies focus on high-risk populations.

There have been subpopulation studies of prevalence rates in northwestern Canada, in northern
Canada, and in the criminal justice system. However, we cannot generalize from subpopulation
data, and estimates vary from population to population. While knowledge of these rates is
necessary for determining the supports and services that need to be developed, it is important to
remember that they are not representative of the majority of the population.
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Before I talk about rates, I will explain what we did to find out what we could about the
incidence and prevalence of FAS and FASD. This is a brief summary of our methodology. We
looked at all known and accessible papers and reports, we searched MEDLINE and the
references of the articles on incidence and prevalence, and we looked at provincial and territorial
government websites for sources related to rates. What we found is that there are no official
Canadian statistics on incidence rates. As of 2004, the incidence of FASD in Canada was
estimated at 9 per 1,000 births in an AADAC and Health Canada report, and the rate of FAS was
estimated in an AADAC document at 1 to 3 per 1,000 live births. There were no citations for
these figures, but the numbers seem to come from the rates estimated in the United States or the
Western world literature.

Currently, the Alberta Children and Youth Services ministry does not gather information on
FASD in any systematic way, although we have been told that a new case-management
information system will provide that capability. When we looked for FAS rates in other
provinces, we were able to determine the following. In British Columbia, the rate was suggested
to be 0.25 per 1,000 live births among non-Aboriginal populations and 4.7 per 1,000 live births
among Aboriginal populations between 1972 and 1980. The rate in Saskatchewan was estimated
at 0.589 per 1,000 live births between 1988 and 1992, and a rate of 7.2 per 1,000 live births was
identified in a northeast Manitoba hospital in 1994. Some of these estimates are more stable or
reliable than others. The Manitoba data are likely unstable as a consequence of the methodology
(small sample size and mostly Aboriginal population). This limitation was noted by the authors,
not just through our careful review of the material.

When we looked at prevalence rates among children in care, we found Manitoba data suggesting
that 11% of all children in care in Manitoba had an FASD diagnosis in 2004—05. The prevalence
rate across 13 corrections sites in Canada was 0.087 per 1,000 in 2001-02. These were known
cases reported in the files of inmates in the system. In a well-known British Columbia study in
1995-96, 23.3% of 287 youth remanded to inpatient psychiatric assessment in British Columbia
over a one-year period had an alcohol-related diagnosis, of which 1% had FAS and 22.3% had
FAE.

Prevalence rates have been reported among Aboriginal children living in Aboriginal
communities. However, it is important to note that in a recent report by Janet Smiley there are no
population-based estimates for First Nations, Inuit, or Métis children in Canada. The wide ranges
of FAS (31 to 62 per 1,000) and FASD (51 to 101 per 1,000) reported for Aboriginal children in
a Manitoba community reflect the instability of the methods used to obtain the data. The most
stable estimates come from studies of over 36 communities, in which we see that in northwestern
British Columbia FAS in Aboriginal children is estimated at 10 per 1,000 and FASD at 25 per
1,000. In the Yukon, FAS is estimated at 24 per 1,000 Aboriginal children and FASD at 46 per
1,000.

As has already been noted by Dr. Andrew, the risk of FASD is related to exposure to alcohol. If
the risk of having a condition under study is related to exposure, then information on the rate of
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this exposure in the population helps us better interpret our incidence information. We know that
in Alberta there is a range of alcohol use during pregnancy and that 50% of first-time mothers
report having consumed some alcohol before they knew they were pregnant. About 73% of these
report low-risk patterns of consumption. Eighteen per cent report alcohol consumption
throughout pregnancy. A further illustration of the complexity of FASD is highlighted in cases of
discordance in twins. This reminds us that the development of FASD is a complex interaction
between the amount of alcohol consumed, when it is consumed, fetal susceptibility to alcohol,
and maternal characteristics such as age, nutritional status, genetics, and lifestyle.

It is clear that there is an absence of data on incidence and prevalence rates across Canada,
within some of the provinces, and within cities and subpopulations. Many of the statistics
reported today are from 1987 or earlier. There is inconsistency in diagnostic and reporting
criteria and tremendous variation in study methodology. Because of issues related to case
finding, sampling, diagnostic criteria, and coordination of interdisciplinary activities,
establishing rates of FASD has been challenging. I will, however, make a cautious attempt. The
incidence of FASD, according to the data we found, is potentially between 0.25 and 7.2 per
1,000 births, and the incidence of FASD somewhere between 2 and 9 per 1000 births. The
prevalence of FAS is somewhere between 0.087 and 121 per 1,000 people, and the prevalence of
FASD is somewhere between 25 and 233 per 1,000 people.

There are gaps in our knowledge of incidence and prevalence. However, we do know in which
systems of care and subpopulations the prevalence is higher, such as children in foster care or
youth in custody. Low incidence and prevalence could mean that prevention is working or,
again, it could mean that there is poor identification of the disorder. But we have to start
counting in other areas, and counting better. We want to arrive at the point where we will feel
more confident that our prevention efforts are working. In the meantime, we cannot let counting
get in the way of doing something. We need to intervene according to the developmental needs
of these children and these young adults and adults.

References

Abel EL. An update on incidence of FAS: FAS is not an equal opportunity birth defect.
Neurotoxicology and Teratology 1995;17(4):437-43.

Burd L, Moffatt MEK. Epidemiology of fetal alcohol syndrome in American Indians, Alaska
Natives, and Canadian Aboriginal Peoples: a review of the literature. Public Health
Reports 1994;109(5):688-93.

Burd L, Selfridge RH, Klug MG, Juelson T. Fetal alcohol syndrome in the Canadian corrections
system. Journal of FAS International 2003;1(e14).

Chudley AE, Conry JL, Cook JL, Loock C, Rosales T, LeBlanc N. Fetal alcohol spectrum
disorder: Canadian guidelines for diagnosis. Canadian Medical Association Journal
2005;172(5 Suppl):S1-S21.

Fetal Alcohol Spectrum Disorder (FASD): Across the Lifespan



Fast DK, Conry JL, Loock C. Identifying fetal alcohol syndrome among youth in the criminal
justice system. Developmental and Behavioral Pediatrics 1999;20(5).

Fuchs D, Burnside L, Marchenski S, Mudry A. Children with disabilities receiving services from
child welfare agencies in Manitoba. Manitoba: Centre of Excellence for Child Welfare;
2005.

Habbick BF, Nanson JL, Snyder RE, Casey RE, Schulman AL. Foetal alcohol syndrome in
Saskatchewan: unchanged incidence in a 20-year period. Canadian Journal of Public
Health 1996;87(3):204-7.

Kowlessar DL. An examination of the effects of prenatal alcohol exposure on school-age
children in a Manitoba First Nation community. A study of fetal alcohol syndrome
prevalence and dysmorphology. Winnipeg, MB: University of Manitoba; 1997.

May PA, Gossage JP. Estimating the prevalence of fetal alcohol syndrome. Alcohol Research &
Health 2001;25(3):159-67.

May PA, Gossage JP, Kalberg WO, Robinson LK, Buckley D, Manning M, Hoyme HE.
Prevalence and epidemiologic characteristics of FASD from various research methods

with an emphasis on recent in-school studies. Developmental Disabilities Research
Reviews 2009;15:176-92.

Robinson GC, Conry JL, Conry RF. Clinical profile and prevalence of fetal alcohol syndrome in
an isolated community in British Columbia. Canadian Medical Association Journal
1987;137:203-7.

Sampson PD, Streissguth AP, Bookstein FL et al. Incidence of fetal alcohol syndrome and
prevalence of alcohol-related neurodevelopmental disorders. Teratology 1997;56:317-26.

Tough S, Tofflemire K, Clarke M, et al. Are women changing their drinking behaviours while
trying to conceive? An opportunity for pre-conception counselling. Clinical Medicine and
Research 2006;4(2):97-105.

Williams RJ, Odaibo FS, McGee JM. Incidence of fetal alcohol syndrome in Northeastern
Manitoba. Canadian Journal of Public Health 1999;90(3):192-4.

Women and Substance Use Information Series. Estimating the rate of FASD and FAS in Canada.
Alberta Alcohol and Drug Abuse Commission, Government of Alberta; 2004.

Additional Reports

Asante KO, Nelms-Matzke J. Report on the Survey of Children with Chronic Handicaps and
Fetal Alcohol Syndrome in the Yukon and Northwest British Columbia. 1985.

Wong N. British Columbia Surveillance Registry. B.C. Ministry of Health, Vancouver, British
Columbia. 1983.

Fetal Alcohol Spectrum Disorder (FASD): Across the Lifespan



Prevalence and incidence internationally

Philip May, Professor of Sociology and Professor of Family and Community Medicine,
University of New Mexico; Senior Research Scientist, Center on Alcoholism, Substance Abuse,
and Addictions

We do not know the exact prevalence or incidence of fetal alcohol spectrum disorders. The
simple view of causation is summarized by QFT: that is, a child’s traits are influenced by the
quantity of alcohol consumed by the mother during pregnancy, the frequency of alcohol use, and
the timing during the gestation of the child. Is there a threshold for blood alcohol concentration
that will cause a particular level of FASD or FAS? It cannot be extrapolated accurately to
humans from animal studies; and human research is limited because the many methods of
determining a threshold scientifically are not ethical. The incidence of FASD is also affected by
maternal traits and cofactors exclusive of alcohol use, which increase, mediate, or mitigate the
risk for FASD in a particular child, in a particular mother, in a particular pregnancy, and in a
particular community, as broad socioeconomic and public health conditions do affect the rate of
fetal alcohol spectrum disorders.

I will discuss some known cofactors in the incidence and severity of FASD. This is not an
exhaustive list by any means, but it gives an idea of the difficulty of trying to determine the
prevalence of fetal alcohol spectrum disorders. In South African studies, the nutrition of the
mother, both lifelong and during pregnancy, has been shown to be a significant factor in the
degree to which features of FASD manifest in the child. The lower the nutrition of the mother,
the more likely the damage will be severe. The body mass index of the mother is also significant,
which we will discuss further. Genetic factors, while not fully understood even in laboratory
animals, certainly play a role, particularly in alcohol metabolism. It has been shown that
individuals who are deficient in alcohol dehydrogenase (ADH) and aldehyde dehydrogenase
(ALDH) metabolism tend to drink less and therefore have a lower risk for producing children
with fetal alcohol syndrome. The inverse is also true.

Race and ethnicity are factors, in that modal drinking patterns vary among racial and ethnic
groups. But there may also be race-related physiological features, particularly the size of the
mother, which influence the rate and severity of fetal alcohol spectrum disorder. There are also
demographic factors. The older a mother is and the higher the gravidity (the more pregnancies
she has had), the more likely we are to see children born with severe FASD. This makes birth
order significant, with later-born children more likely to be damaged by alcohol exposure.
Socioeconomic status is very important. In general-population studies, those in lower social
classes have a much higher rate of FASD. And spirituality is an interesting factor: in some
populations, women who are highly religious are less likely to be drinkers and therefore less
likely to have children with fetal alcohol syndrome. Finally, there are many familial factors.

I will give an example drawn from one of our large general-population studies in South Africa.
We have extremely good data in these studies because the women that we interview are very
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honest in reporting risk factors. We looked at the DDD, or the number of drinks consumed per
drinking day in the first, second, and third trimesters. From these data, we estimated blood
alcohol concentration, determined through the BACCuS method. The study groups were mothers
of children with FAS, mothers of children with partial FAS, and a control group, randomly
selected. Among FAS mothers, the number of drinks per drinking day in the first trimester was
5.7, meaning that on a day that that they drank, they consumed an average of six drinks. Mothers
of children with partial fetal alcohol syndrome consumed about four drinks per drinking day.
Approximately 24% of mothers in the control group drank, and they consumed about the same
amount of alcohol as those with partial-FAS children. This pattern existed through all trimesters.

When we translate DDD into estimated blood alcohol concentration, we see in mothers of
children with partial FAS the lower blood alcohol concentrations that we would expect in the
mothers of unaffected children. In other words, it is not as simple as the drinks per drinking day
and not as simple as how DDD is translated into the blood alcohol concentration. One reason it is
not simple is that in South Africa the size of the mother is a significant factor. Mothers with
FASD children are shorter and lighter, and, while their head circumference is the same in this
particular study, they have a greatly reduced body mass index. That is, small mothers were more
likely to have an FASD child, whereas mothers in the control group had an average body mass
index of 27.4, which is in the overweight range. This one cofactor, of maternal body size, is very
important in determining how the alcohol affects the child.

There are three major methods for studying the prevalence of FAS and FASD. Surveillance and
record-collection systems use existing data that is captured, recaptured, or derived from birth
registries. Clinic-based studies are usually done in prenatal or antenatal clinics, where good
maternal histories can be obtained and an attempt is made to diagnose children as infants.
Finally, active case ascertainment systems use data gathered in specialized referral clinics in
outreach populations or in in-school studies.

These different methods produce different rates of prevalence. The approximately 15
surveillance studies that are readily available found an average of 0.85 children with FAS per
1,000 and a median of 0.27. Clinic-based studies, of which over 50 have been published, show a
higher rate of fetal alcohol syndrome: 1.8 per 1,000 and a median of 1.9. The eight active case
ascertainment studies reviewed, which exclude in-school studies, produced a rate of 15.6 per
1,000 and a median of about 9. This tremendous variation of prevalence rates can also be seen in
studies of FASD. I found no surveillance studies of FASD, but clinic-based studies produced an
average rate of 6 per 1,000, with a median of 5. Active case ascertainment studies, excluding in-
school studies, produced an average of 38 per 1,000, with a median of about 19. We can see that
higher rates are reported from active case ascertainment. However, caution is needed here, as
active case ascertainment studies are usually carried out in high-risk populations and we cannot
extrapolate from those to a general population. The most quoted estimate of the rate of FAS is
about 0.5 to 2 per 1,000, or 0.5 to 3 per 1,000 from the Institute of Medicine report. For FASD, it
is about 1%, an estimate usually derived from Sampson et al. in a longitudinal study in Seattle.
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Since 1997 my colleagues and I have been doing in-school prevalence studies that provide a
team of specialists access to a general population of children. Children in first grade (ages six to
seven) are at an optimal age for an accurate diagnosis of FAS. Dysmorphology and growth are
well known at that age and neurobehavioural testing can begin to discriminate limitations in key
areas such as executive functioning. In retrospective maternal interviews, mothers generally
report higher alcohol consumption than in reports given in prenatal clinics. And early
identification (diagnosis by grade one) makes it possible to give FAS children the life and
educational opportunities they need to prosper. One challenge is that the relationship that
researchers develop with children requires active consent of the parents. In one in-school study,
Sterling Clarren and colleagues in Washington were able to use passive consent in one of the two
counties that they worked in. However, institutional review boards will not let us do that now,
which is probably good.

I am going to report on data from South Africa, Italy, a western city in the United States, and a
Head Start program in a community on the American plains. What we found in South African
studies of FAS is that the average rate of prevalence is about 50 per 1,000, or 5%. Now, South
Africa is a special case, where many forces have converged to create a very high-risk population.
Most people do not believe that situation applies to North American populations. I think it does. I
think the methods apply. I also think many of the risk factors apply and can be extrapolated to
North America.

In Italy, we found prevalence rates of 5.6 and 6.8 per 1,000 for FAS. We found a rate of 2 per
1,000 in one wave of pilot screening in the western city in the United States, and 8.9 FAS per
1,000 in another screening of the same western city. In the plains Head Start school, we found
10.2 per 1,000.

Moving now to rates of FASD, in our studies in South Africa (where we combine FAS and
PFAS because we are keying on dysmorphology), the estimate for FASD is about 72 per 1,000,
or 7%. The rate for FAS and PFAS (again, FASD) combined was about 3% in Italy, or 30 per
1,000, and 4% in another wave in the same Italian community. These are general-population,
middle class communities in Italy. In the western city, the rate of FASD was about 1.4%; it was
about 2% in another wave in the western city. And FASD children represented about 2% in the
plains Head Start school.

What does all this mean? Recall that the older estimates of prevalence of FAS in the general
population were 0.5 to 3 per 1,000. We believe that the prevalence of FAS is closer to 2 to 7 per
1,000; and rather than FASD existing at 1%, we believe that the rates of FASD, particularly
PFAS and FAS combined, the more dysmorphic forms of FASD, are between 2% and 5% in the
general population of developed countries.

Is this a substantial public health problem? I have always been very much a skeptic about the
prevalence of FAS, but I was working in high-risk populations and did not have the experience
in the general populations that I have now. Even with active case ascertainment studies using
referral, we missed many. But in-school studies have added a great deal to this area, and I believe
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the prevalence rate is higher than we previously estimated. It is a very significant public health
problem. If we do not actively seek FASD cases, we will not find the majority of them,
especially the less severe cases. FASD is the leading cause of mental deficiency in many modern
societies. We have said that for years, and I believe these in-school studies are showing that to be
true.

Jury questions and answers
(Suzanne Tough, Philip May)

Audience — Could you tell us how the lack of definitive incidence and prevalence rates affects
the ability to get money for research?

Philip May — 1t has been very hard for me to get money to do these prevalence studies. I think
what we are finding in the in-school studies will raise the priority of FASD in a number of fields.
The whole area of outreach and epidemiology should be elevated, not only for FASD but also for
autism and other spectrum disorders. Educational research should be enhanced to identify these
children. I would hope that by looking more carefully in general populations, as we are doing in
these in-school studies, we will get a larger share of the research and prevention money —
because the kids are there; they really are.

Raisa Deber — From a policy viewpoint, we heard earlier that the current public health message
is zero tolerance, that no alcohol should be consumed during pregnancy. And yet the prevalence
rates that we see seem to imply that most people who drink are not producing affected children.
Would you recommend a zero-tolerance strategy or a harm-reduction strategy of focusing on
high consumption?

Suzanne Tough — A child cannot get FASD if the mother does not drink. That’s it. It’s that
simple.

Philip May — 1 would concur. I think that no drinking during pregnancy is the best, because the
more we work with maternal cofactors of risk, the more we realize that we don’t completely
understand the complex interactions of a number of factors or variables. For example, it is
obvious that the risk of having an FASD child goes up dramatically in the third, fourth, and fifth
pregnancies. However, once in awhile we see a child who is severely damaged by a seemingly
minimal intake of alcohol in the first pregnancy. And animal studies are showing very clearly
that identical mice and rats given identical units of alcohol have differential damage. So I agree
completely that the Surgeon General’s warning in 1981 in the United States was the best
message.

Suzanne Tough — 1 don’t think that means that we do not need harm-reduction strategies for
women at risk of alcohol-exposed pregnancy. But if we are trying to communicate from a public
health perspective, what the public needs is guidance in making the best possible decisions. 1
think they need to know exactly what all of us have been saying, that it is a complex interaction.
I do not anticipate that in the foreseeable future we are going to have the scientific expertise to
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give women a confident low-dose exposure limit, because of the complexity of fetal
susceptibility and maternal biology and physiology.

David Elton — This question is for Dr. Tough. You indicated that 50% of women drink prior to
pregnancy. Do we have any idea how many of those women are aware of the risk of FASD if
they do drink?

Suzanne Tough — That’s a great question and, yes, we do have some information that 99% of
women are aware that they should not drink alcohol when they are pregnant. The majority of
alcohol consumption that we talk about happens prior to pregnancy recognition. So at some place
we have certainly conveyed the message that when you are pregnant, you should not drink. What
we have been less successful at conveying is that when you think you could become pregnant,
you should not be consuming alcohol. I will follow up with that, that it is true that the majority of
consumption is low-dose exposure.

Christine Loock — All four of the speakers have brought up the importance of the context of the
drinking, or the adverse childhood and community experiences. Dr. Tough, your slide on
interpreting prevalence showed that in order to understand the incidence we have to understand
something about the rates of exposures in populations. The studies that Dr. May presented show
the variation in prevalence, whether in clinics, in schools, or in subpopulations. How will we
address this in a way that recognizes that universal studies may not work because there are
differences in populations that have to do with access, continuity, and equity?

Suzanne Tough — 1 don’t know that I have the answer, because of all the challenges that you just
identified. Women who are accessing services might not be the ones who could most benefit
from more intensive intervention strategies. I think there are some measures that we should pilot
test to see if we can normalize help-seeking behaviour, if we can promote better understanding of
healthy reproduction and pre-conception health through early years prior to considering
pregnancy. We need to think about how we reach the hardest to reach, the most vulnerable
women, those who are persistently excluded.

Audience questions and answers

June Bergman — As a primary care practitioner who has spent a good part of my life delivering
babies, one of the issues that I find particularly difficult is that we tell women, “Do this, do this,
do this, and you will not have a damaged baby”; and when sometimes a damaged baby occurs,
these women have a huge feeling that people have failed them. I would like some comments
from the panel on how you manage that in a world of “do this, don’t do that” for pregnant
women.

Suzanne Tough — Many of these women show up in our systems of care long before their first
alcohol-exposed pregnancy. I think there is data showing that 72% of these women have been in
contact with the foster care system and 60% have been in jail on alcohol-related charges. They
come to us long before the pregnancy, with risk factors of need, and I think we do fail them. We
do not identify, intervene, and follow up to prevent the pregnancy. How do we do it in a way that
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is encouraging and supportive? I think we need to hear from women about how we can best do
that to make it easy for them to do the right thing, because there are many environmental barriers
that make it difficult for women at risk to do the right thing.

Extent and impact on child development

Ben Gibbard, Developmental Pediatrician, Alberta Children’s Hospital,; Assistant Professor,
Department of Pediatrics, Faculty of Medicine, University of Calgary

I want to begin by saying that this is one of the most challenging questions that I have had to
review. In preparing for this presentation, I came across this quote by Margaret Atwood, the
famous Canadian author: “The answers you get from literature depend on the questions you
pose.” I think in my brief presentation to you this morning I will be asking more questions than I
will answer.

The first question I ask myself is, what exactly is the question we are asking? Are we talking
about the impact and extent of prenatal alcohol exposure? Are we talking about fetal alcohol
spectrum disorders? Are we talking about other cumulative risk factors? What about resilience-
and adaptation-promoting factors, and what about prevention and intervention as extensions of
that? To answer that cluster of questions, I will step back and ask a few, more fundamental
questions. What are the models of risk, resilience, and outcome that we use to understand these
questions? How do we understand attribution? That is, how do we understand the place of
prenatal alcohol exposure in FASD-related brain damage within the context of other cumulative
risk factors? I am briefly going to mention a few core principles of child development, again as
framers for this question. I will then discuss possible deficits in the FASD population and come
to my final plea and thesis — that we need an individualized approach for people with
cumulative risks, including FASD. That will be embedded in my policy recommendations.

Why talk about models? I think they are important because they frame attribution and they frame
trajectory and expectation, including prognosis. They guide the research and programs we
develop for prevention and intervention. When I first came into this field as a fellow in
developmental pediatrics, the model I learned was a linear causality model. The first
understanding was that prenatal alcohol exposure caused adverse outcomes. But is that the only
lens for understanding outcome in this population? When I delved more deeply to see if there
were other models for understanding, I came up with a few. The first is the fetal programming of
adult disease model, in which a stimulus or insult at a critical period of development has lifelong
effects. Dr. Weinberg is going to review this model for us in more detail. The two models that fit
into my area of expertise address ways of understanding cumulative risk. The underlying thesis
is that the total number of risk exposures predicts maladaptation, regardless of the specific
individual risks. That model has been built into more complex ways of understanding with
theories of developmental psychopathology, in which development is seen as a dynamic
transaction between biologic, behavioural, psychological, and broader system or contextual
variables. These models can help us begin to understand the complexity of FASD.
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I will briefly sketch for you a few citations from the literature I have reviewed on the emerging
work looking at cumulative risk, prenatal exposures, and environmental factors together. First,
here is an early study, looking only at environmental risk and how it affects verbal IQ in four-
year-olds. You can see that cumulative risk predicts blunting of 1Q, and with four or more risk
factors there is a remarkable blunting of IQ. This study found that no single risk factor trumped
another, but it was the accumulation that was most important (Sameroff et al., 1987). There are a
few studies that look at the effects of prenatal exposure to drugs and/or alcohol and compare
these to the effects of environmental exposure. One study looked at developmental trajectories,
using serial assessments of children aged 3 months to 57 months related to both prenatal drug
and alcohol exposure and postnatal environmental exposures (Carta et al., 2001). This study
found that environmental risk accounted for more variance than prenatal drug and/or alcohol
exposure. There are many faults in the way the researchers case-define exposure, but this study
gives us an initial suggestion that there is more at play in the lives of these children, and suggests
that linear one-exposure models are too simplistic for understanding developmental outcome.

Developmental outcome is best understood by the more complex model of developmental
psychopathology. A diagram of this transactional model can be found in a book by Dr. Pearce
and Dr. Pezzot-Pearce, both child maltreatment specialists at the Alberta Children’s Hospital
(Pearce and Pezzot-Pearce, 2007). It is a conceptual model of the interaction of factors in child
maltreatment; but I think it is also a good model for many individuals with FASD, where there
are child-specific factors, biologic factors, environmental factors, maltreatment factors, and
family factors, all of which produce varied developmental outcomes.

Figure 1: Developmental Psychopathology: A Transactional Model

Developmental Psychaopathology.
A Transactional Model

F-:;i;c:; —Environmentai
Factors
[Inclfuqea. FASD) =7 Varied
(] ! iy Developmental
o [ Impact
Maltreatrnant FamFI-;
F":“”:" ~—=Factors
Poors AW, Peoand-Space 10, 2007

Lhood e Cgvrreanie

The word ‘attribution’ was very helpful to me when I was sifting through the literature. It is
defined as “how we explain causation.” Let’s take a step back and think about misattribution in
FASD. Many core deficits of this population are linked to prenatal alcohol exposure, but that is
not the whole story for many of the children I see in my clinic. What I see are multiple
causalities interacting. Often, prenatal alcohol exposure — prenatally induced brain damage — is
one of the most important factors, but not the only one at play. This is unpublished data from a
study of other cumulative risk factors that we recently completed at two clinics in Alberta, a rural
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clinic and the urban clinic that I practice in. The majority of the children were exposed to
nicotine, half were exposed to marijuana, a third were exposed to other street drugs, two-thirds
were victims of maltreatment, a third witnessed domestic violence, and over two-thirds have had
multiple caregivers, the average number of caregivers being five. It is remarkable to me, when |
look at the literature on FASD, how rarely other cumulative risk factors, beyond prenatal alcohol
exposure, are described.

Other framers for this broad question relate to core principles of child development. A basic tenet
is that children are normal until proven otherwise. That seems pretty basic, but it is remarkable to
me that our diagnostic conclusion for some children seen in our FASD clinic is that they have
typical development. That tells me that our process of screening and surveillance needs work.
There seems to be an assumption that since a child has been exposed to alcohol prenatally, there
must be an adverse outcome and therefore the child must be seen in a tertiary clinic for a possible
FASD diagnosis. A related point is that it is important to think about normal variation versus
maturational delay, versus transient disorders, versus persistent impairment. Children who come
to my clinic are often seen only once. How do we understand trajectory in child development?
Are we misattributing brain damage to something that might be a transient disorder or a
maturational delay? Child development is characterized by continuity, discontinuity, and
transitions. It is dynamic; it is interdependent. Different domains affect each other. Children’s
motor skills, for example, affect their ability to socialize. Early experiences are important, but
risk and protective factors are influential throughout the lifespan. I agree that early intervention
is highly important, but we should not forget about development after the preschool years.
Trajectories can be altered by interventions, and those interventions can change the balance
between prevention, promotion, and risk.

There is a third question that gives me pause and sends me back to Margaret Atwood’s statement
that the answers we get depend on the questions we ask. I have asked myself, and have asked a
number of my colleagues, what are the models of neuropsychologic assessment that we use in
FASD diagnosis? I ask this because the models of assessment we use in FASD are different than
the models I use anywhere else in my work in general developmental pediatrics. That is
interesting to me; that gives me pause. I encourage us all to think about this question. What is the
model we use for assessment? Is it a brain injury model? Is it a developmental process model? Is
it a strength-based model? The way we answer those questions determines the specific answers
that we get about a particular child’s profile and the supports and interventions the child may
require.

I will turn now to the core question: What are the potential deficits in FASD? I use ‘potential’
here for a reason. I greatly admire the authors of the Canadian FASD guidelines for diagnosis,
because I think they got so much right in that document (Chudley et al., 2005). Some of the key
features from the text describing potential deficits are as follows. There is a range of cognitive
and behavioural outcomes. There is no modal profile of abilities that is unique to prenatal alcohol
exposure. No profile can be distinguished from that observed in other neurobehavioural
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disorders. Not every deficit identified in a child with prenatal alcohol exposure may be solely the
result of that one exposure. There is a lack of consensus on core deficits. Features of FASD are
complex and multifaceted; they originate from organic brain damage caused by alcohol, but they
interact with genetic and other influences. Over the lifespan of the affected person, these features
may be exacerbated or mitigated by environmental experiences.

The list of possible functional deficits found in individuals with FASD spans every possible
neuropsychological domain. I have spent months reading the literature on these possible deficits,
and every single deficit on this list — every single deficit possible in human nature — has been
identified in this population, including maladaptation and mental health outcomes. I considered
adding stars to note the number of papers that supported each of these functional domains until I
started to think that was not a good use of my time. My belief is that there is no prototypical
neuropsychological profile for individuals with FASD. There have been some different
assertions in the literature regarding a possible behavioural phenotype. Dr. Rutter and his
colleagues in England, reviewing the literature from a complex neurodevelopmental—
neuropsychiatric perspective, wondered if there are perhaps several profiles (Gray, Mukkherjee
and Rutter, 2008). It has been postulated that there are specific difficulties in mathematics and
aspects of attention (Jacobson and Jacobson, 2002). Recently, there have been suggestions that
the phenotype is related to impairment in complex information processing and integration
(Kodituwakku, 2007; Aragon et al., 2008; Kodituwakku, 2009). Other recent informants tell us
there likely is no specific behavioural or neuropsychologic phenotype (Aragén, 2008). That
makes sense when we look at the complexity of exposure, not only to alcohol, but also to other
cumulative risk factors. I value Dr. Astley’s recent work that looked at a cohort of individuals
with FASD who underwent complex neuropsychological testing as well as imaging studies
(Astley et al., 2009). Her group found considerable variability in neuropsychological impairment
between FASD diagnostic subgroups and within each subgroup. To summarize briefly, there are
no unique developmental or psychiatric disorders in this population. The FASD profile is
confounded by overlapping risks for outcome, and the research to date has a number of
limitations. There are very few studies and they are a mix of independent-variable studies of
“FASD versus alcohol exposure.” Many studies do not use standardized instruments, and many
of the methodological shortcomings are related to not using community-referred samples or
comparison groups. My plea is that we focus on an individualized-difference approach to
assessment and intervention and that we place the alcohol exposure attribution in the context of
cumulative risk, understanding that for many children that is the most important risk. This
individualized approach will minimize incorrect assumptions about ability and limitation based
on etiology. Black-and-white ways of thinking about individuals with FASD limit our ideas of
their potential and of their intervention needs. Each child has a unique profile for which we need
to tailor intervention related to that child’s particular strengths and challenges, developmental
capacity, and family factors.

Policy recommendations derived from the information presented are as follows. Research is
needed using prospective cohorts to examine the effects of cumulative risk and adaptation-
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promoting variables on child developmental outcome within the Canadian context. However, this
research should not distract from research and policy development related to comprehensive
screening and surveillance for all children and adolescents, linked to timely assessment and
intervention. Research priority should also be given to interventions for functional deficits for all
children regardless of etiologic diagnosis. We also need to learn from existing deficit-
intervention literature in other developmental disorders and pediatric rehabilitation medicine.
There is a great deal of literature on functional impairment, and for some reason we have not
made that link. We need to implement treatment-informing diagnostic approaches and to chart
individual patterns of ability and disability, as well as underlying risk and adaptation-promoting
factors as part of an FASD diagnostic assessment. I encourage us to learn from innovative
programs that appreciate the effects of cumulative risk and emphasize intersectoral collaboration.
As an example, a group of pediatricians I work with realized early on, when we spoke with them
about community-based FASD clinics, that this was just one of many variables that they saw
everyday in clinic. In particular, they regarded children from the child welfare system as being
very challenging. They have launched an intersectoral program with Child and Family Services
whereby all children who are apprehended are seen by a pediatrician who works as part of this
program. Each child’s cumulative risk is mapped, and they are directly linked to the FASD clinic
when that is an important risk to review for diagnostic purposes. However, children in this
program are referred to other services related to their risk profile — for example, mental health
services, child maltreatment services, or other medical specialty clinics. An important dimension
of this program is also longitudinal surveillance and follow-up for these children.
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Prevalence of FAS in foster care

Susan Astley, Professor of Epidemiology/Pediatrics, University of Washington; Director and
Cofounder, Washington State Fetal Alcohol Syndrome Diagnostic and Prevention Network

I am pleased to have this opportunity to present to you the Foster Care FAS Screening Program
conducted jointly by the Washington State FAS Diagnostic and Prevention Network (FAS DPN)
and the King County Foster Care Passport Program. This program tracked the prevalence of FAS
in a high-risk population through active case ascertainment from 1999 to 2009.

The prevalence of a condition such as FAS/FASD is measured to address two important public
health questions: 1) What is the prevalence of FAS/FASD at a single point in time? and 2) Is the
prevalence of FAS/FASD changing over time? The answer to the first question is important for
setting public health policy. What is the magnitude of the problem? What resources are needed to
address the problem? The answer to the second question assesses the effectiveness of FASD
prevention efforts. If prevention efforts are effective, one would expect a reduction in the
prevalence of FAS/FASD over time. The methodology required to track the prevalence of
FAS/FASD accurately over time is very different than the methodology required to estimate the
prevalence of FAS/FASD at just one point in time. The former must be not only accurate, but
also reproducible, highly efficient, and cost effective.

The Foster Care FAS Screening Program conducted by the FAS DPN provided answers to both
public health questions posed above. The prevalence of FAS in foster care was 1 to 1.5 per 100,
which is 5- to 10-fold greater than the estimated prevalence (1 to 3 per 1,000) in the general
population (Astley et al., 2002; NIAAA, 1990). Among the foster children born between 1993
and 1998, the prevalence of FAS declined significantly in each successive birth cohort, from 7%
to 2%. This reduction in FAS prevalence was significantly correlated (Pearson Correlation
Coefficient 0.86, p = 0.028) with a significant reduction in the prevalence of maternal drinking
during pregnancy in Washington State across those same years (15% in 1993 down to 4% in
1998) (Astley, 2004). The maternal alcohol use data was obtained by Washington State through
their participation in the Centers for Disease Control’s Pregnancy Risk Assessment Monitoring
System (PRAMS) (Eaglin et al., 2002). In a recent study, an interesting trend was discovered:
when you plot the prevalence of maternal alcohol use and the prevalence of FAS in the U.S.
general population, the Washington State foster care population, and the Washington State FAS
DPN clinic population (Figure 2) (Astley, 2010).
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Figure 2: Prevalence of FAS and prevalence of maternal alcohol use during pregnancy in three
populations

Prevalence of FAS and prenatalalcoholexposure ina
general, fostercare, and clinical population.

during Pregnancy (%)

-
]
=2
-]
=
=
Lt
<l
B
£
2
=
=
-
o
=
=
=
=
[
=
@
-
o

2z 3

Prevalence of FAS (%)

+General U.S. population (FAS = 0.2%, alcohol use = 12.2%) (NIAAA, 1990; Denny et al., 2009)
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m WA FAS Diagnostic & Prevention Network (FAS DPN) clinical population (FAS = 4.7%, alcohol
use = 100%) (Astley, 2010)

There are numerous approaches one can take to estimate the prevalence of FAS and FASD. Each
has significant strengths and limitations. The appropriateness of the approach depends on a
multitude of factors: 1) Is the goal to estimate the prevalence of FAS only, or the full spectrum of
FASD? 2) Is the goal to document prevalence at one point in time or to track the change in
prevalence over time? 3) Is the goal to document prevalence in a defined high-risk subset of the
general population or in the entire general population? 4) Is the goal to assess FASD prevention
efforts? If yes, must we track the full spectrum of FASD across the entire general population to

assess prevention efforts, or can we focus on just FAS in a high-risk subset of the general
population?

The methodology used by the FAS DPN Foster Care FAS Screening Program was selected to
meet the specific goals and funding parameters of the screening activity. The primary goals were
to identify all children with FAS in a foster care population and link them to appropriate
intervention services and foster placements. The secondary goals were to estimate the prevalence
of FAS in this high-risk population and track the change in prevalence over time. This latter goal
would allow us to assess Washington State’s FASD-prevention efforts. The program focused on
FAS (not FASD) for three important reasons:

1. A highly efficient and accurate screening tool existed to identify FAS: the FAS Facial
Photographic Analysis Software (Figure 3) (Astley, 2003). All one had to do to screen for
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FAS was to take a digital facial photograph. The Rank 4 FAS facial phenotype (Figure
4), as defined by the FASD 4-Digit Diagnostic Code (Astley, 2004), is over 95%
sensitive and specific to FAS (Astley and Clarren, 1996). The simplicity and rigor of this
screening procedure ensured its reproducibility. Reproducibility is required to accurately
track a change in prevalence of FAS over time.

Figure 3: The FAS Facial Photographic Analysis Software serves as both a screening and
a diagnostic tool for FAS

2. The number of FAS cases identified would not overwhelm the clinic’s capacity to
provide diagnostic and intervention services.

3. Finally, one need only track the prevalence of FAS to confirm that the state’s FASD-
prevention efforts are working. If prevention efforts are effectively reducing maternal
drinking during pregnancy, the entire spectrum of disorders (FASD) will be reduced, not
only FAS.

The program targeted a high-risk foster care population for the following reasons:

1. The higher the prevalence of FAS, the more efficient and effective the screening
program. If we had targeted the general population, an estimated 1,000 children would
need to be screened to identify each case of FAS. By targeting foster care, only 100
children had to be screened to identify each case of FAS. The more cases of FAS
identified, the more individuals who benefit from the screening/intervention.
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Figure 4: The FAS facial phenotype is characterized by the following three minor facial anomalies
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American children are shown. Copyright: Susan Astley, University of Washington

2. The higher the prevalence of FAS, the fewer the number of subjects that must be
screened to detect significant and clinically meaningful declines in FAS prevalence over
time. In other words, the higher the prevalence, the greater the statistical power to detect
change.

3. By targeting children in foster care, we took advantage of an existing infrastructure and
tracking system for efficient identification and enrollment of all eligible children. This
greatly reduced the cost of the screening.

4. Perhaps most importantly, the foster care population was amendable to screening. A high
participation rate is required to generate accurate prevalence estimates. The screening
program achieved a 98% participation rate because: 1) the burden of participation placed
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on the foster parent was minimized (the photographer went to the foster home to take the
screening photo); and 2) the state, as legal guardian, understood the direct benefits to the
child and therefore greatly facilitated the child’s participation in both the screening and
diagnostic evaluation phases of the activity.

As a point of clarification, the terms ‘screening’ and ‘surveillance’ are often used as if they are
interchangeable. Screening and surveillance are distinct. Screening is the process of identifying
individuals who are at risk for a condition, for the purpose of providing them with early
diagnosis and intervention. Prevalence estimates can be derived from screening activities.
Surveillance tracks the prevalence of a condition over time. The Washington Foster Care FAS
Screening Program had both screening and surveillance components.

Before one engages in a medical screening activity, one must first ensure that screening is
justified. As presented in general textbooks on the principles and practice of medical screening
(Wilson and Jungner, 1968), screening is justified when the following criteria are met:

1. The condition is sufficiently prevalent or severe.
. Early identification improves prognosis.

. The population is willing to be screened.

2
3
4. Accurate and efficient screening tools exist.
5. Diagnostic capacity exists.

6

. Effective treatment/intervention exists.

Does screening for FAS and FASD across all populations meet these criteria? Not entirely. FAS
and FASD meet criteria 1, 2, and 6, but not every population is willing to be screened for FAS or
FASD (criterion 3). It is understandable that families may be reluctant to have their child
screened for FAS/FASD. For every child identified with FAS/FASD, there is a birth mother
whose drinking during pregnancy is being implicated. For this reason, FAS/FASD screening
should take place in an environment that not only affords strict medical confidentiality, but also
has the expertise and capacity to support the emotional needs of the family and birth mother. The
willingness (and unwillingness) of families to participate in FAS/FASD screening activities is
clearly documented in the published literature. The participation rate in the foster care FAS
screening was very high (98%) (Astley et al., 2002). Participation rates in FAS screening
targeted to grade-school populations have been very low (< 50%) (Clarren et al., 2001; May et
al., 2000). Valid prevalence estimates cannot be derived when participation is low. An accurate
and efficient screening tool (criterion 4) exists for FAS: the Rank 4 FAS facial phenotype
(Figure 4) (Astley and Clarren, 1996). An accurate and efficient screening tool for FASD does
not exist. Screening for FAS requires the measurement of just three facial features. Screening for
FASD requires confirmation of alcohol exposure and comprehensive neuropsychological
assessment. Thus, FASD screening is very labour-intensive and has limited reproducibility. As
for criterion 5, FAS is relatively rare in most populations and, therefore, is unlikely to exceed the
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diagnostic capacity of a community. The prevalence of FASD, on the other hand, may be 5- to
10-fold higher than FAS and may exceed the diagnostic capacity of a community.

Accurate estimates of prevalence (and change in prevalence over time) require a screening tool
or method that is: 1) simple and quick to administer; 2) inexpensive; 3) accurate (e.g., screen-
positives have FAS/FASD, and screen-negatives do not; 4) acceptable to the target population
(as reflected in high participation rates); and 5) can be implemented reproducibly year to year.
When we screen for a condition, we focus on the feature that is most specific to that condition.
For example, FAS is typified by growth deficiency, a unique cluster of minor facial anomalies,
central nervous system (CNS) structural and/or functional abnormalities, and prenatal alcohol
exposure. The only feature specific to FAS is the facial phenotype. The facial phenotype is so
highly specific to FAS that one need only measure three facial features to accurately screen for
FAS (Astley and Clarren, 1996; Astley et al., 2002). Collecting data on growth, CNS function,
and alcohol exposure histories would greatly increase the cost of an FAS screening without
increasing the accuracy. These latter features are assessed only for the small subset that screen
positive for the FAS face. These assessments are conducted in the diagnostic phase of the
screening.

A detailed description of the screening methodology used by the Washington State Foster Care
FAS Screening Program is presented in Astley et al. (2002). Briefly, the screening program uses
active case ascertainment, targets a high-risk foster care population, and focuses solely on FAS.
Each week, foster care sends the FAS DPN clinic a list of all children eligible to be screened
(approximately 5 to 10 children per week). The FAS DPN clinic contacts each foster parent and
schedules a date when the screening photographer (an undergraduate student) will visit their
home to take the child’s facial photograph. Sending the photographer to the child’s home is
instrumental in obtaining a high participation rate. The digital photographs are analyzed by a
single technician using the FAS Facial Photographic Analysis Software. It takes approximately
five minutes to analyze a photo. Children who have the full FAS facial phenotype (Rank 4 as
defined by the 4-Digit Diagnostic Code) screen positive. No other information is collected about
the child.

The screening outcome of each child is sent to the child’s legal guardian and submitted to the
child’s medical record. If the child screens positive, the legal guardian and foster family are
invited to bring the child to the FAS DPN clinic for a full FASD evaluation. The results of the
FASD diagnostic evaluation are also sent to the legal guardian and submitted to the child’s
medical record. If the child screens negative, a carefully worded screen-negative letter is sent to
the legal guardian and the medical record, documenting that the child does not present with the
FAS facial phenotype but may still be at risk for developmental delay if the child was exposed to
alcohol in utero. The legal guardian is encouraged to refer a screen-negative child to the FAS
DPN clinic if the child has a confirmed history of prenatal alcohol exposure.

FASD prevention efforts in Washington over the past 40 years have spanned the full continuum
from public health education (e.g., warning labels on liquor bottles, pamphlets in doctors’
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offices) to alcohol treatment and family planning programs designed to meet the specific needs
of high-risk women (Grant et al., 1996). To assess prevention efforts, one must be able to screen
and diagnose high-risk populations accurately and efficiently and track the prevalence of
maternal drinking and FAS in population-based samples. In Washington state this has been
accomplished through the establishment of: 1) the Pregnancy Risk Assessment Monitoring
System (PRAMS) in 1993 (an annual statewide CDC survey of maternal risk factors during
pregnancy, including alcohol use) (Eaglin et al., 2002); 2) the Washington State FAS DPN
clinics in 1993 (Astley, 2010); 3) the FAS Facial Photographic Analysis Software in 1995
(Astley, 2003); 4) the FASD 4-Digit Diagnostic Code in 1997 (Astley, 2004); and 5) the Foster
Care FAS Screening Program in 1999 (Astley et al., 2002).

One of the key goals of surveillance is to assess the effectiveness of primary prevention efforts.
Tracking the prevalence of FAS over time in a high-risk foster care population offers a more
accurate and efficient alternative to tracking the prevalence of FAS across a larger, more diffuse
general population. If statewide prevention efforts and statewide reduction in maternal alcohol
use are effectively reducing the prevalence of FAS in a foster care population, it would be
difficult to argue that similar reductions are not also being realized across the entire general
population. The same can be said for the impact of prevention efforts on the full spectrum of
disorders caused by prenatal alcohol exposure. If maternal drinking during pregnancy is reduced,
the full spectrum of disorders caused by that drinking will be reduced, not just the disorder called
FAS.

The Washington State Foster Care FAS Screening Program is one example of a population-
based, active case ascertainment program that has generated accurate FAS prevalence rates
annually for 10 years. The change in prevalence rates has been successfully used to assess
Washington state FASD-prevention efforts. The program is accurate, reproducible, quick to
administer, uses existing programs and infrastructure (FAS DPN Clinic, Foster Care, and
PRAMDY)), is cost effective, accepted by the target population (98% participation rate), and
provides direct benefit to the individuals identified with FAS through linkage to intervention and
therapeutic foster care placement.

References

Astley SJ. Fetal Alcohol Syndrome Facial Photograph Analysis Software. Version 1.0.
University of Washington, Seattle WA, 2003.

Astley SJ. Diagnostic Guide for Fetal Alcohol Spectrum Disorders: The 4-Digit Diagnostic
Code, 3rd edition. University of Washington Publication Services, Seattle, WA, 2004.

Astley SJ. Fetal alcohol syndrome prevention in Washington State: Evidence of success.
Paediatric and Perinatal Epidemiology 2004;18:344-51.

Astley SJ. Profile of the first 1,400 patients receiving diagnostic evaluations for fetal alcohol
spectrum disorder at the Washington State Fetal Alcohol Syndrome Diagnostic &
Prevention Network. Canadian Journal of Clinical Pharmacology 2010;17(1):e132-e164.

Fetal Alcohol Spectrum Disorder (FASD): Across the Lifespan



Astley SJ, Clarren SK. A case definition and photographic screening tool for the facial
phenotype of fetal alcohol syndrome. Journal of Pediatrics 1996;129:33-41.

Astley SJ, Stachowiak J, Clarren SK, Clausen C. Application of the fetal alcohol syndrome facial
photographic screening tool in a foster care population. Journal of Pediatrics
2002;141(5):712-17.

Clarren SK, Randels SP, Sanderson M, Fineman RM. Screening for FAS in primary schools: a
feasibility study. Teratology 2001;63:3-10.

Denny C, Tsai J, Floyd R, Green P. Alcohol use among pregnant and non pregnant women of
childbearing age — United States, 1991-2005. MMWR CDC Surveill Summaries
2009;58(19):529- 32.

Eaglin ME, Robbins JM, Zaichkin J, Pilkey D. 1996-1998 Washington State Pregnancy Risk
Assessment Monitoring System (PRAMS) Surveillance Report, Volume II. Olympia,
WA: Maternal and Child Health Assessment Section, Community and Family Health,
Washington State Department of Health, 2002.

Grant TM, Ernst CC, Streissguth AP. An intervention with high-risk mothers who abuse alcohol
and drugs: the Seattle advocacy model. American Journal of Public Health 1996;
86:1816-17.

May PA, Brooke L, Gossage JP, et al. Epidemiology of fetal alcohol syndrome in a South
African community in Western Cape Province. American Journal of Public Health
2000;90:1905-12.

National Institute on Alcohol Abuse and Alcoholism. Seventh Special Report to the US Congress
on alcohol and health. Washington (DC): US Department of Health and Human Services,
DHHS publication No. ADM (90-1656); 1990.

Wilson JMG, Jungner G. Principles and practice of screening for disease (Public Health Papers
No. 34) WHO Geneva, 1968.

Genetic pre-disposing factors

Albert Chudley, Medical Director, Winnipeg Regional Health Authority Program in Genetics
and Metabolism,; Professor, Department of Pediatrics, University of Manitoba

The objectives for this presentation are to review evidence of genetic influence in FASD; to
review the metabolism of alcohol that may influence risk; to review, very briefly, the results of
animal and human gene studies as they relate to FASD; to identify the priorities for future
research; and to discuss the potential benefits and relative importance of genetic research in the
field of FASD.

How do we know there are genetic influences in fetal alcohol spectrum disorders? First, not all
individuals who have been exposed to alcohol during gestation show clinical effects. Second,
animal studies show that there are strain differences that are determined by differences in genetic
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background. A varied phenotype is observed in FASD, which may be a reflection of varied
susceptibility quotients in the genetic background of individuals. We also have studies that show
a high recurrence rate and risk of FASD within families: where one child is affected with FASD,
there is a much higher risk of FASD in a subsequent child. In twin concordance studies, we have
seen twins with differences in gene expression. Other studies have shown that identical twins are
similarly affected by alcohol exposure more often than are fraternal, or non-identical, twins.
Finally, ethnic differences in risk for FASD are apparent in epidemiologic studies.

That is the evidence suggesting that genetic factors influence FASD. The greatest influence is
probably polymorphic variance in enzymes involved in the metabolism of alcohol. There are
gene changes and polymorphisms — that is, variations in the functions of particular gene
products, or enzymes — that may lead to alcohol craving and alcoholism. We also know that
there are gene changes that lead to different enzyme rates and result in protection against
alcoholism and FASD. Genes involved in brain and organ function and development can also be
influenced by alcohol exposure. We know that some effects from genes are non-genetic in origin.
We call those epigenetic influences, and I will talk briefly about that later. Finally, we know that
changes in the environment may decrease the function of specific genes involved in brain and
organ function, a decrease in DNA methylation with ethanol exposure being one example.

Not many gene studies have been done in humans. In case-controlled studies, we need at least
two control groups, and most studies either have not included controls or have had only one
control group. We need a control group of non-drinking mothers and, as a comparison group,
those who drank and had no affected children. Family linkage studies have been done but in such
studies we often need paternal DNA, which sometimes is not available. In addition, family
linkage studies have poor success in discovering the genetic cause of complex genetic diseases
because of the weak genotype—phenotype associations in multifactorial complex disorders.
Finally, candidate gene association studies have been attempted. Although there have been no
genome-wide or gene-expression studies done in humans to date, they have been done in
animals. Select gene-targeting studies, mainly of genes involved in alcohol metabolism, have
produced conflicting results.

This is a brief view of alcohol metabolism. Alcohol is metabolized to acetaldehyde and that is
further metabolized to acetate, which then is excreted through the circulation and the kidneys.
There are the two primary enzymes involved: alcohol dehydrogenase (ADH) and acetaldehyde
dehydrogenase (ALDH). These enzymes have variable rates, depending on the genes that control
them. The metabolism of alcohol produces a reactive oxygen radical that is damaging to cells.
Acetaldehyde can be very toxic. Rapid production and slow metabolism of acetaldehyde leads to
a phenomenon called flushing. It causes unpleasant feelings, so that people who have particular
enzymes (a fast-acting ADH variant or a slow-acting ALDH variant, or both) in their bodies
avoid alcohol.

The rate of birth defects in animals exposed to alcohol varies with genotype. Some genotypes
result in a much higher incidence of malformations and birth defects than others.
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There are seven genes in the ADH family, many of them clustered in one region of the human
genome. The many polymorphisms, or variations, in these genes result in different ADH
enzymes with different affinity for and effectiveness in metabolizing alcohol. There are five
different classes of ADH enzymes, depending on their location within the body. Most of them
are in the liver and kidney, but some are in the gut and the upper gastro-intestinal system. The
majority of alcohol is metabolized by specific enzymes encoded by three genes in ADH class
one and by one gene in class two. Nomenclature has changed in the last 10 years so that older
studies are hard to interpret based on the new system of classification. But it is clear that the
isozyme encoded by the ADH1B2 gene has a turnover rate over 80 times greater than the
isozyme encoded by the gene ADH1B. That higher turnover rate leads to more rapid metabolism
of and increased tolerance to alcohol. The presence of this particular allele should result in an
increased rate of ethanol oxidation. ALDH is encoded by genes located in the mitochondria and
is responsible for metabolizing acetaldehyde, which itself is very highly toxic, as is ethanol. One
of the ALDH polymorphisms produces an enzyme with low activity. Both of these gene variants
— the high-activity ADH and the low-activity ALDH — have been demonstrated to protect
against the development of alcohol dependence.

This is a classification showing the number of genes involved in producing the multimeric
protein ADH. People of different genetic and ethnic backgrounds have different allele
frequencies. For example, 95% of Caucasians have the normal variant of ADH, or at least the
normal enzyme activity; and 90% of Asians have the high-activity variant and are protected from
alcoholism because of the rapid production of acetaldehyde. These variations and different
enzyme activity rates are obviously going to affect the fetus in early development.

This is data from a review by Li and Warren, looking at different rates of enzyme activity in
three groups: mothers who have children with FAS, children with FAS, and controls. The
enzymes vary according to the category. Again, this shows that genetics has a significant
influence on risk for FASD. Data in many studies by Dr. May and his colleagues have shown
higher rates of FAS in African Americans and Native Americans than in non-Hispanic whites.
There is a seven-fold higher rate in Blacks, after adjusting for maternal alcohol intake, chronic
alcohol problems, and age. In Canada, we have not done studies of this nature, but in the United
States, the southwestern Native American population has confirmed abnormal variants of
enzymes with altered metabolic rates that reduce the risk for alcoholism. Protection is again
presumably through the accumulation of acetaldehyde, which results in the flushing response to
alcohol consumption. Other studies in that population have shown that there are several alleles
and a neighboring microsatellite marker that affect the risk of alcohol dependence and are related
to binge drinking. Therefore, independent of the enzyme activity, there are other factors closely
linked to these genes that probably affect risk. These data strengthen the evidence that this
particular gene is a candidate locus for alcohol dependence, and further research is suggested in
that area.
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This slide from Uddin et al. looks at what other genes might be altered by alcohol exposure. This
is probably only a partial list but it shows the impact that alcohol has on the function of at least
200 genes, on the production of the gene products and enzymes, and on developmental
pathways. Although we focused the first part of the talk mainly on those half dozen genes that
control rates of alcohol metabolism, there are many other genes that are affected by alcohol
exposure in the developing fetus and embryo.

Alcohol affects multiple cellular events, and therefore investigating a small number of candidate
genes that are involved in the ethanol response may not properly identify the actual mechanisms
of alcohol in the brain or the mechanisms causing teratogenic effects and FASD. Future studies
to identify and prioritize candidate genes that may predict a risk for FASD will use powerful
statistical hardware and a system called convergent functional genomics, which relies on animal
gene-expression studies and human genetic-linkage studies, as well as human tissue data and the
roles that particular genes play.

This is a partial list of the more significant genes, and pathways of genes, that have been shown
or predicted to be important influences in determining risk. One is the TGF-f signaling pathway,
which plays a pivotal role during embryogenesis and development. Mutations and alterations in
the signaling pathway lead to distinct characteristics that we see in FAS. Cell death from alcohol
assault provides a probable explanation for the long-term central nervous system dysfunction and
imaged brain size associated with FAS, and this could be mediated through this particular
pathway. The second pathway is the MAPK signaling pathway, which is quite interesting in that
it can lead to a wide range of cellular responses that are affected by alcohol. And, finally, we
have the hedgehog signaling pathway: production of an antibody against the sonic hedgehog
molecule results in a phenotype, or appearance, that mimics FAS.

Epigenetics refers to changes in appearance or gene expression by mechanisms other than
changes in a DNA sequence. Alcohol is an epigenetic factor that can alter gene function, and
gene function may be altered by a number of other mechanisms. A recent study by Thomas et al.
shows that choline supplementation reduces the effects of prenatal alcohol exposure in rats, and
that choline acts as a methyl donor. That influences both DNA methylation, which is involved in
the growth of the cell, and a neurotrophic factor, acetylcholine, which is a neurotransmitter.
Reducing the methylation of a particular gene region alters a growth factor that may be important
as a mechanism of alcohol-induced growth retardation.

Finally, direct-to-consumer DNA testing is now available. You can test your alcohol enzyme
activity to find out whether you have a slow or a fast metabolizer in those two genes and get a
report determining your chance of a heart attack, your chance of developing cancer, and maybe
someday your risk of having an FASD child.

Although not conclusive, it is probable that variations in genes influence the risk for and the
incidence and prevalence of FASD, and these variations likely explain differences in the
incidence of FASD between ethnic groups. Some genetic differences may be protective, resulting
in less alcohol consumption and exposure; and certain genotypes may increase the likelihood of
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binge drinking and alcoholism, resulting in a higher incidence of FASD. Further research in
genetic and epigenetic factors may lead to better recognition of at-risk individuals and the
development of more effective prevention strategies. Standardized approaches to determine
accurate estimates of maternal alcohol intake and accurate categorized outcomes are essential in
future research. Finally — and this may lead to my hanging by the jury and by colleagues in the
medical genetics clinic — notwithstanding the importance of biological factors in the cause of
FASD apart from alcohol and the importance of understanding mechanisms of alcohol effects,
studies identifying genetic risk factors for FASD will not likely have a meaningful impact on the
prevalence, treatment, or prevention of FASD.

Direct and indirect mechanisms for alcohol damage to the brain

Joanne Weinberg, Professor, Cellular and Physiological Sciences, University of British
Columbia

In talking about mechanisms underlying the effects of alcohol, I will begin with an overview and
then focus specifically on the work that we are doing in our laboratory.

Animal models were developed in the 1970s, after fetal alcohol syndrome (FAS) was first
described in the literature, to address the skepticism that greeted these first reports. Many
doubted the suggestion that alcohol was actually a teratogen, causing the adverse effects that
were being described. After all, people had been drinking for centuries, and suddenly there were
reports describing something called FAS. Where did it come from? It couldn’t be alcohol — it
must be something else: malnutrition, liver disease, other drugs, etc. The development of a
variety of animal models, however, demonstrated that the biological and behavioural effects seen
in humans could be very closely paralleled in experimental animals. Thus these models were
valuable tools for examining outcomes and investigating mechanisms of the effect of alcohol on
the fetus.

The power of animal models is that we can very precisely control environmental and genetic
variables, such as dose and timing, maternal nutrition and health, use of other drugs, and genetic
background of the organism. Interestingly, even with control of genetic variables, often we see
variability in phenotype. This raises the issue of gene—environment interactions and the possible
role of epigenetic mechanisms in mediating the effects of alcohol. Insight into mechanisms
underlying the effects of alcohol has been one of the most critical contributions of the animal
models. We are getting closer to understanding mechanisms and the fact that there are likely
multiple mechanisms involved. Ethanol is a very small molecule that easily crosses cell
membranes, acts on multiple targets, and appears to act through multiple mechanisms. Once
mechanisms can be identified, progress can be made to develop more targeted interventions. This
is another key area where animal models are important.

Interaction between animal and human research has also been very critical in this field. The two
inform each other. I believe it was Gail Andrew who mentioned Kathy Sulik’s seminal work
showing that we can reproduce the FAS facial phenotype in a mouse if we target alcohol
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exposure to the time of gestation when the face is forming. In turn, outcomes in the animal
models can point toward issues that could be investigated in the human studies. Together, the
interactions between the animal and human studies have helped to move the field forward.

In examining mechanisms, we want to look at both direct and indirect effects. Direct toxic
effects of alcohol on the embryo are well known. Alcohol readily crosses the placental and
blood-brain barriers and can thus act directly on developing fetal cells. However, in mammals it
is likely that interactions between direct and indirect (maternally mediated) effects of alcohol are
responsible for its adverse impact (Randall, Ekblad, and Anton, 1990). Moreover, as alcohol is
known to act on or modulate many different target molecules, multiple mechanisms, activated at
different stages of development or at different dose thresholds of exposure, probably contribute
to the diverse phenotypes seen in FASD (Goodlett et al., 2005).

Some of the mechanisms that have been described in the literature to date are as follows.
Direct mechanisms. Alcohol has many direct effects on cells.

1. Alcohol affects cell death through a variety of mechanisms, one of which is increasing
apoptosis. The brain is particularly sensitive to direct effects of alcohol during the brain
growth spurt when neurons are dividing and synapses are forming.

2. There are direct effects of alcohol on protein and DNA synthesis. We know that DNA
and protein synthesis may be inhibited in the placenta, liver, kidney, and brain, resulting
in fewer or smaller cells. This may account for why, in the alcohol-affected organism, the
brain or other organs are smaller.

3. Alcohol disrupts specific enzymes that play a role in metabolism in the brain. Certain
areas of the brain are particularity sensitive to the adverse effects of alcohol. This has
been shown very clearly in animal studies and imaging studies in humans provide support
for this. Brain areas, including the hippocampus, amygdale, and cerebellum, have been
highlighted as being particularly sensitive.

Indirect mechanisms. Numerous indirect effects of alcohol have been described. These include:

1. Nutritional deprivation or malnutrition. Alcohol provides what are known as “empty
calories,” i.e., calories that take the place of other nutrients. Typically with heavy
drinking there is some level of nutritional deficiency, and sometimes it is fairly severe.

2. Altered calcium activity and regulation within cells. Calcium is very important in proper
functioning of neurons. Therefore, alcohol-induced changes in calcium influx or efflux
from the neurons can change neuronal growth and migration.

3. Alterations in prostaglandin levels. Some seminal work by Carrie Randall’s group in
South Carolina has shown that prostaglandins may play a role in mediating the effects of
alcohol (Randall et al., 1989). Prostaglandins are derived from arachidonic acid, which is
a very important polyunsaturated fatty acid in the brain. Prostaglandins, themselves, may
have teratogenic effects and effects on fetal mortality and development. Randall’s work
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in a mouse model showed that if you inhibit prostaglandin synthesis, you can attenuate
some of the deficits induced by prenatal alcohol exposure. Low-dose acetylsalicylic acid
(e.g., Aspirin) is known to inhibit prostaglandin synthesis, and Randall’s group showed
that it can protect against the effects of alcohol.

Effects on structure and function of the placenta. Alterations in structure or function can
affect the transfer of nutrients and oxygen across the placenta, which can have adverse
effects on the fetus. Work has suggested, for example, that zinc and vitamin A
deficiencies may contribute to alcohol effects.

Alcohol can alter circulatory function, which could result in changes in blood flow to the
fetal brain. The umbilical artery and vein are very sensitive to the effects of alcohol on
circulatory function, and a change in the flow of nutrients or oxygen will obviously have
adverse effects on the fetal brain. Particular areas of the brain, such as the hippocampus,
cerebellum, and basal ganglia, are especially sensitive to such alterations.

Disruption of cell—cell interactions or cell adhesion. In particular, it has been shown that
alcohol may inhibit the functions of L1, a protein that acts as a cell-adhesion molecule,
which is important in cell-cell adhesion and in the growth and proper migration of
neurons. Work on L1 and other cell-adhesion molecules has been very promising in
elucidating one possible mechanism underlying alcohol’s adverse effects on the brain
(Bearer, 2001).

Interference with growth factors, oxidative stress, and free radical damage are other
indirect mechanisms of alcohol’s actions on the CNS. Alcohol exposure can increase
levels of free radicals and deplete the cell of antioxidants, leading to decreased ability to
break down the free radicals resulting from metabolism of alcohol. Free radicals are, in
fact, important in normal cell functioning. But when the cell is under stress, as it is with
alcohol exposure, then free radicals build up and can themselves cause damage. Increased
oxidative stress can deprive developing neurons of energy, thus inducing cell death. Fetal
tissues generally have lower activities and levels of oxidative defenses than adult tissues
and thus the fetus is highly sensitive to oxidative stress, especially early in gestation.
Some promising early studies have shown that small glial proteins or peptides with
neuroprotective (antioxidative and anti-apoptotic) properties may prevent alcohol-
induced fetal death, growth restriction, microcephaly, and learning deficits in a mouse
model of FAS (Spong et al., 2001). Further research is needed to determine if these
peptides will have protective effects following fetal alcohol exposure in humans.

Continuous exposure to alcohol during the prenatal period is known to result in reduced
numbers of serotonin neurons, deficits in cell migration, and decreased serotonin levels.
Serotonin is not only an important neurotransmitter in the brain, but also a very important
neurotrophic factor for normal cell development and thus for normal brain development.
Imbalances in the serotonin system can affect a wide variety of functions, resulting in
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mood and personality disorders, eating disorders, anxiety, and insomnia. Disruption of
the serotonergic system is a very promising area of research (e.g., Sari and Zhou, 2004).

9. Disruption of endocrine balance between the mother and the fetus may be another
mechanism of alcohol’s actions. Changes in maternal endocrine function can have
marked effects on the ability to maintain a successful pregnancy. In addition, disruption
of maternal—fetal hormonal interactions could have marked effects on many aspects of
offspring development.

I’'m going to spend some time looking at endocrine balance, since that is a key area of research in
my laboratory. How is endocrine imbalance a factor in mediating the functional changes seen in
FASD? We know that among the physiological abnormalities induced by maternal ethanol intake
are marked alterations in both maternal and offspring endocrine function. The endocrine system
influences functions as diverse as reproduction, growth, metabolism, stress responsiveness, and
behaviour, and is critical in homeostasis or balance within the body. Thus, while endocrine
imbalance cannot directly result in key features of FAS, it could certainly contribute to the
functional alterations observed in FASD (Anderson, 1981; Angelucci et al., 1985; Weinberg,
1993).

In our research, we have been looking at effects of alcohol on the hypothalamic-pituitary-adrenal
(HPA) axis. The hypothalamus is a small area at the base of the brain. It secretes hormones that
stimulate the pituitary gland, which in turn produces hormones that then stimulate the adrenal
glands to release cortisol, one of the major stress hormones in the body. Cortisol itself has a
many metabolic effects. Indeed, almost every aspect of metabolism is affected by cortisol.
Cortisol affects the function of neurons, affects glucose and protein metabolism, has major
effects on the immune system (we know that steroids have anti-inflammatory effects), and
influences our ability to respond to stress. Once cortisol is released, it then feeds back to inhibit
HPA activity. We have been exploring the possibility that fetal programming of the HPA axis by
alcohol permanently sensitizes the adaptive mechanisms that mediate the stress response, thus
making the organism hyper-reactive to subsequent life stressors and increasing vulnerability to
illnesses, including depression, anxiety, and other mental health problems. We are now
extending our work to look at the possibility that fetal programming of the HPA axis by alcohol
may mediate the increased vulnerability to addiction or substance use disorders in individuals
with FASD.

We know that children with FASD have numerous behavioural and functional problems,
including a high rate of depression and anxiety disorders. These are commonly referred to as
secondary disabilities. But our work, and work by others in this area, suggests the possibility that
these disorders are not entirely secondary but may in fact have a primary component. That is,
alcohol-induced changes in the neurobiology of the stress system may underlie the increased
vulnerabilities we see (Matthews, 2002; Seckl, 2008). Studies have shown that children with
FASD have increased HPA responses to stressors. Studies in animal models substantiate this
finding. Prenatal alcohol exposure results in a more reactive stress system and the secretion of
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higher levels of the stress hormones during the affected individual’s lifetime. Changes in HPA
activity and dysregulation of the HPA axis are common findings in depression. Furthermore, the
HPA hyper-responsiveness and dysregulation seen in FASD are parallel in many ways to the
kinds of changes in the HPA axis that are seen in depression. We know there is a strong
relationship between depression in adulthood and adverse early life experiences. Moreover, brain
areas involved in depression, addiction, and stress overlap to a large extent. This is where the
neurobiology provides substantial evidence to suggest the possibility that alcohol-induced
changes in the stress system mediate the increased vulnerability to mental health problems that
we see in children with FASD. This hypothesis is in line with the stress-diathesis model of
depression. That is, stress itself does not necessarily cause illnesses later in life, but stress acting
on a system that is already dysregulated or already sensitized may have significant adverse
effects. We know that children with FASD have a great deal of stress in their lives. It is possible
that exposure to stressors later in life, acting on a sensitized neurobiological system, may mediate
some of their vulnerabilities.

How do we study depression in an animal model? Key symptoms of depression in humans are
depressed mood and anhedonia. Additional symptoms can include significant changes in body
weight, sleep patterns, energy level, and ability to think or concentrate. In animal models, there
are many measures and behavioural tests that provide an assessment of depressive or anxiety-like
behaviours. We can measure body weight, performance in learning and memory, locomotor
activity, social behaviour, and levels of the stress hormones under both resting and challenge
conditions. There are also tests, such as the Porsolt swim test, that assess “behavioural despair”
and are responsive to antidepressant treatment. The elevated plus maze is a test that measures
fear or anxiety and is responsive to anxiolytic drugs.

In our studies (Hellemans et al., 2010), in the context of the stress-diathesis hypothesis, we
subjected animals prenatally exposed to alcohol to a 10-day chronic mild stress regimen and then
tested them on a multi-dimensional behavioural test battery to assess depressive and anxiety-like
behaviours. We found that alcohol-exposed males showed increased anxiety, impaired hedonic
responsivity, locomotor hyperactivity, and alterations in social behaviour, compared to controls.
Alcohol-exposed females, on the other hand, showed greater anxiety, altered social interactions,
and “behavioural despair.”

As part of our investigation of mechanisms underlying alcohol’s adverse effects, we are
exploring the possibility that epigenetic mechanisms play a role in the altered behaviour and
HPA activity observed in FASD. Epigenetic mechanisms are changes in hereditary information
or heritable traits that do not occur through changes in the underlying DNA sequence. Due to
their dynamic nature, epigenetic mechanisms may function as mediators connecting the genome
to environmental signals and exposures and thus play a role in gene—environment interactions.
Early life experiences, such as prenatal exposure to alcohol, may exert some of their long-lasting
effects through epigenetic mechanisms that alter gene expression. We are exploring the idea that
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fetal programming is a mechanism for non-genetic inheritance of a predisposition for increased
risk for disorders or illnesses later in life.

Can postnatal and other environmental events modulate the effects of early life programming?
Interventions based on mechanisms of teratogenesis may not fully reverse damage but may be
able to improve function. Our data suggest targeting the HPA axis may provide a novel approach
to intervention. Normalizing HPA activity could decrease vulnerability to stressors in later life
and perhaps attenuate the increased risk for depression, anxiety, and other mental health
problems in children with FASD.
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Jury questions and answers
(Susan Astley, Albert Chudley, Ben Gibbard, Joanne Weinberg)

Lee Ann Weaver-Tyrrell — This question is for Dr. Gibbard. Your individualized assessment
approach seems to have the potential to break down the barrier of diagnosis that exists for people
receiving services. Would you say that is an accurate statement? And how well accepted is this
approach in the scientific and clinical community?

Ben Gibbard — 1 work in a general developmental pediatric centre where we have general
pediatric services, general behavioural pediatric services, and an FASD clinic. An interesting
dialogue occurs every day with my colleagues about how we understand a heterogeneous group
in the context of a specific clinic like FASD. I would be keen to support policy recommendations
related to more broadly applied screening and surveillance strategies and application of
intervention. I see kids in different settings with multiple exposures, where FASD is often the
most important exposure but not the only one. My colleagues who do not work in the FASD
clinic struggle with the question of how we take into account cumulative risk, and how that
relates to specific supports and services. Did I answer your question?

Lee Ann Weaver-Tyrell — Yes, and the second part is, on a national level is this much discussed?

Ben Gibbard — 1 do not think it has been discussed historically, but it is a discussion I have been
hearing more and more in the last few years. In dialogue with my co-presenters leading up to this
presentation, I was encouraged to hear that this is gaining acceptance.

Edward Riley — Given your multiple risk factor model, do you see advantages and/or
disadvantages in setting up FAS diagnostic clinics as opposed to expanding developmental
disability clinics?

Ben Gibbard — That is a very controversial question, and [ am going to take the middle ground. I
think FASD clinics benefit from the wisdom gained from a general pediatrics context, and the
clinicians that I work with all have experience in general mental health and developmental
pediatrics. That experience informs how we contextualize the diagnosis. That has been highly
important in my training, and I would hope that those two things would be married.

Gail Andrew — As developmental pediatricians, we are not quite neurologists, not quite
geneticists, not quite psychiatrists, and not quite general pediatricians, but put all those in a
blender and that is what we come out as. I work across disability groups, using the same
differential diagnosis approach to try to identify etiological factors, contributing co-morbidities,
and companion variables in the life of every child that I see. It is a standardized approach. What I
find unique about working in an FASD clinic is the opportunity to learn more about that group.
This is with my research hat on now, as opposed to my clinician’s hat: I would like to learn more
about this particular population and be able to compare it to other populations, especially around
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effective interventions. But I also feel strongly about reaching out to the birth mothers. The
prevention piece is unique to this disability group — identifying a child with FASD identifies a
birth mother at risk for future exposed pregnancies. Connecting her to support services may
potentially prevent another child with FASD.

Christine Loock — Perhaps my question would apply to all four of your presentations and it
relates to a pattern. Dr. Gibbard, you mentioned that there is no fingerprint or
neurodevelopmental profile that presents, but that there is a pattern. Dr. Astley, you are looking
at a high-risk targeted population. Dr. Chudley, you mentioned the MAPK pathway for external
stress; and Dr. Weinberg, you talk about a stress-diathesis model, that there is something unique
about this population. As developmental pediatricians, we see that FASD children and their
mothers have more adversity in their lives than others we meet in clinical encounter. How do we
approach a diagnosis recognizing that environment has played so heavily into the presentation
and the severity of the outcome?

Susan Astley — I would start by documenting all prenatal and postnatal risk factors (not just the
alcohol exposure) in the FASD diagnostic medical summary. I have never met a child whose
only adverse exposure or event was their alcohol exposure. Although the vast majority of
children who come to our clinic have experienced many other adverse events and exposures,
there is a small handful that have not. It would be very interesting to compare these two groups
to assess the impact of those additional factors on overall outcome. This assessment was recently
conducted in an evaluation of the first 1400 patients with prenatal alcohol exposure who received
a FASD diagnostic evaluation in the Washington FAS DPN (Astley, 2010).

Albert Chudley — 1 do not want to give the impression that I am against genetic testing or the
potential of personalized medicine using genetic risk factors and predicting disease and directing
treatment and drug therapy. But FAS children are different from children with autism and with
nonspecific global developmental delay. Patterns of strength and weakness emerge when you
look at the brain domains in these kids, and research is now starting to show patterns that
separate FAS children from non-FASD children. I think there is probably still a need for a
multidisciplinary approach to the FAS question; and we do make efforts to recognize that genetic
and other environmental factors contribute to developmental problems. Alcohol is not alone in
this, but alcohol is a significant risk factor in the disability and brain injury.

Ben Gibbard — In our clinic, our diagnosis list starts with functional deficits. That is the first
thing we talk about. Then we talk about etiology, and then about resilience factors, if they’re
appropriate. Something I have never heard discussed is how we rank attribution — how we come
to a formulation of the key variables of risk in a child’s life. That is something that we do every
day in our clinic. We come to a conclusion that alcohol is the most important risk factor for this
child; but for the next child it is very significant experiences of maltreatment combined with
alcohol exposure; and for the next child it is a huge genetic component related to mood
instability on top of those risk factors. We do that in our clinic, we rank attribution, but it is
something I have not seen well articulated.
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Joanne Weinberg — Data suggest that alterations in the hypothalamic-pituitary-adrenal (HPA)
axis may be a final common pathway for many early-life adverse events, particularly prenatal
stress, and possibly prenatal alcohol exposure. Prenatal stress produces effects that overlap very
significantly with the stress-related problems that we see in kids who are prenatally exposed to
alcohol. Alcohol itself activates the HPA axis and increases exposure to stress hormones, and
these effects may be exacerbated by alcohol-induced alterations in the maternal—fetal hormone
balance. Children with FASD often have a great deal of stress in their lives. The HPA axis
provides a neurobiological framework for thinking about some of these issues, including how we
intervene: in this context, interventions should take into account the stress and multiple adverse
factors in these children’s lives. Furthermore, as Myles Himmelreich pointed out, he had a great
deal of early life stress, but a very supportive family. Having a supportive, stable environment
that decreases stress does predict a better outcome. Our animal studies fit within this broader
context. Understanding the underlying neurobiology provides a general framework for thinking
about this common basis for problems.

Raisa Deber — 1 wonder whether there is a case for protective interventions that might keep the
development from being as adverse. Several of the papers mentioned choline supplementation.
Would that sort of thing — say, adding choline to prenatal vitamins — be likely to have a
negative impact on people who do not need it, or might it be useful?

Albert Chudley — 1 think there needs to be research into the effect of excess choline and what the
proper dose is, and then proper follow-up of children exposed. The best intervention for a
woman who is drinking in her pregnancy is to try to put her in a safe environment where she can
get help to stop drinking. For children who are already exposed, there is some evidence that
choline has promise, but I have not seen studies with proper control groups looking at long-term
benefits.

Gail Andrew — In understanding epigenetics and changes in methylation and where choline fits
in, methionine is a critical component. Methionine contributes its methyl groups for DNA
methylation, and then it is reconstituted. Choline and folate — folic acid — both play a role in
providing methyl groups to reconstitute methionine. That’s why choline could be effective, but I
agree with Dr. Chudley that recommending blanket choline supplementation is problematic, even
though it shows great promise. Another avenue that was looked at in a large Canadian study is
oxidative stress and antioxidants. The animal models seem very positive, but a trial looking at
antioxidants in people showed mixed results.

Anne McLellan — We have heard a number of times about the importance of longitudinal work.
How much longitudinal work is being done after initial diagnosis? What do we need to ensure
that longitudinal work is being done? Is it more resources, human and financial? Is it a different
attitude on the part of researchers and clinicians? Can the jury give a sense of the relative
importance of longitudinal work, the degree to which it is being done, and, perhaps, how it
should be done?
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Gail Andrew — 1 see the importance of longitudinal work from two perspectives. One is the
research perspective. We have many questions about how the presentation of the disability of
FASD changes over time and whether interventions that target various strengths, weaknesses,
and patterns can make a difference. Unless we are following an individual over time, we will not
answer those research questions. We have made an attempt in the research side of my clinic, led
by Dr. Carmen Rasmussen, to look at children in different age groups; but that does not tell us
the whole story and it will not answer those research questions. From the perspective of the
individual, I feel that when, due to financial and manpower constraints, I see a child on one
occasion, make the diagnosis and then say goodbye at the end of the day, I’m not doing that child
and family a service. I know that the child’s needs will change, and perhaps the family’s
circumstances will change. Being able to provide reassessment — and it does not have to be by a
whole team — at critical transition points where services change is an ethical responsibility, but
not feasible at this point in time.

Anne McLellan — Dr. Gibbard, you have talked about transient disorders. One presumes that if
you did longitudinal work, you would be able to identify how much of that which you originally
diagnosed was transient, and how much of it was permanent FAS or some other permanent
disability?

Ben Gibbard — One would hope that we would have the skill and acumen in our clinic to be able
to differentiate that, but there are times when we see changes in trajectories to the positive rather
than to the negative. I do think longitudinal work would be important and, to build on what Dr.
Andrew said, looking at key transition points might be important. What is it like transitioning to
foster care for some of these kids? What are the risk- and adaptation-promoting variables? What
about that first contact with the legal system? That information would be highly important. One
of the potential barriers to that research is lack of intersectoral collaboration. There are a number
of systems serving children with FASD and cumulative risks: the child welfare system, the
education, health and justice systems. Doing research across those systems is challenging, but
that is where research needs to take place.

Susan Astley — Next week my team meets to begin a longitudinal study. We have conducted
FASD diagnoses for 18 years and now have a dataset of several thousand patients who were
diagnosed 1 to 18 years ago. This patient dataset provides quite an opportunity for longitudinal
evaluation. We plan to select for follow-up interview a group of patients that reflect the full
continuum of FASD, ranging in age from birth to adult, with and without other adverse pre- and
postnatal experiences. We occasionally see individuals more than once in clinic. Typically, they
were first seen as infants and return as adolescents when they are old enough to engage in
higher-level neuropsychological assessment. It is very interesting to see how FASD manifests
over time in an individual. A question I have keen interest in answering is, what are the benefits
of an FASD diagnostic evaluation? Do families feel more informed? Do they feel better able to
advocate for their child? Does a diagnosis under the umbrella of FASD facilitate access to
services/accommodations? Is patient prognosis improved? Our patient satisfaction surveys

Fetal Alcohol Spectrum Disorder (FASD): Across the Lifespan



(distributed three months after the diagnostic evaluation) have documented over the past 18 years
that there is tremendous benefit (Astley, 2010), but we would like to look further out (1 year, 5
years, 10 years down the road).

Audience questions and answers

Audience — This question is for Dr. Weinberg or Dr. Chudley. Regarding epigenetics and
changing gene expression, can these changes become crystallized in the genetics and then be
passed on to the next generation so that the vulnerabilities of the people who are affected are
then passed on to their children?

Albert Chudley — That’s an interesting and important question. My understanding is that the
gametes are demethylated, so that everything is wiped clean at conception. Then several cell
divisions later, methylation occurs, so that the disturbed methylation is in the individual. This is
particularly true for the sperm, as there are differences in demethylation in male and female
gametes. But there are questions about methylation and nutritional aspects of individuals in
another generation. Does that go down to the third and fourth generation? The biology wipes the
disturbed methylation clean at conception, but some of the effects on certain genes that are
involved in methylation may persist. That’s an interesting question and I need help, Dr.
Weinberg.

Joanne Weinberg — 1t is true that there is demethylation and remethylation de novo in the
newborn. But animal studies suggest that epigenetic changes can be inherited — the old
Lamarckian principle, but it may be through epigenetic mechanisms. Changes in HPA-axis
responsivity, resulting in a higher set point or a lower set point of the stress system, can be
passed on to the offspring, and those can be manipulated experimentally by adding methyl
donors. By increasing or decreasing methylation experimentally in the animal model, you can
reverse or bring on those effects; so certainly there is evidence that there can be some persistence
to the next generation, at least of the stress system. How generalizable that is, I don’t know.

Albert Chudley — 1 have a supplementary comment. You may have changes in methylation, but
you do not have FAS in another generation unless there is alcohol exposure.

Audience, Dorothy Henneveld — 1 manage some intervention programs and have a question for
the two clinicians, Dr. Gibbard and Dr. Andrew. A neuropsychological multidisciplinary FASD
assessment is meaningful for families and a protective factor both for individuals affected and for
their families. Could you comment on the relationship between assessment and the future
interventions, looking at the strengths of assessment and what that impact has protectively?

Ben Gibbard — Dr. McLennan has done trajectory research on outcomes of supports and services
for individuals post-diagnosis. I think that for many families a diagnosis is a very helpful
organizing principle. But I do not think we know enough about what that post-diagnosis phase
looks like, and what the long-term trajectories following that diagnosis are. It is a bit of a black
box for me as a clinician. We are building in follow-up assessments of kids, looking at
trajectories, but that is so new that it is difficult to generalize any data from it.
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Gail Andrew — 1 have mainly anecdotal comments from the families, quite a few of whom stay in
contact with our coordinator because a relationship has been built through the process of
assessment. I think that once the diagnosis is made, the caregiver often has an “ah ha!” moment,
as does the affected individual. As Myles Himmelreich said, there is a feeling that “I’m not the
problem; I have a problem.” I think that is powerful for the affected individual, and it helps the
caregivers not to blame themselves for not being good enough parents, to realize that they are
dealing with a brain that has differences. On the other hand, a diagnostic assessment is the worst
thing that you can do for someone when their community, where they belong, where they came
from, is not ready for it. They go back with a label that can lead to blame and shame, maybe to
pulling out of services because of the attitude that FASD equals brain damage and therefore
maybe we shouldn’t make all those efforts to help that individual change. I think we have a lot of
work to do on the whole matter of readiness, and it should be cross-sectoral, to build on what Dr.
Gibbard said.

Nancy Whitney — My question is for Dr. Astley. The screening that you do with faces has been
quite valuable in identifying the highest-risk kids in a high-risk population and in getting them
the help they need when they are in foster care. It has an unintended effect of misinforming and
misguiding social welfare workers, and here I quote one of my least favourite child welfare
workers: “She doesn’t have the face, so she’s fine.” Have you any thoughts about going to the
next step in screening for fetal alcohol effects (FAE) in that high-risk population? How do we get
to them before they end up in clinic because things have gone terribly, terribly wrong for them?

Susan Astley — 1 can address your question by sharing two important points.

1. Most individuals damaged by prenatal alcohol exposure do not have the FAS facial
phenotype. When a child screened negative (e.g., did not have the FAS facial features), it
did not mean they were not exposed to alcohol or not at risk for cognitive/behavioural
problems. The screen-negative letter was carefully constructed to address this very
important point. In the screen-negative letter, the legal guardian was instructed to refer
the child to the FAS DPN clinic if they knew the child had a confirmed prenatal alcohol
exposure. They were also instructed to refer the child to a neurodevelopmental clinic if
they had concerns about the child’s development but did not have a confirmed prenatal
alcohol exposure.

2. Even though our screening focused on FAS (not ARND) for reasons outlined in my
presentation, foster care’s participation in the FAS screening increased their knowledge
and awareness of the full spectrum of FASD. This heightened awareness led to a
substantial increase in appropriate referrals of foster children with prenatal alcohol
exposure (including those who screened negative for the FAS face) to the FAS DPN
clinic. In essence, our active FAS screening program spawned a passive form of ARND
screening within the foster care system.

I am often asked how one can justify screening for FAS without screening for ARND? The
simple answer is, we have the tools, methods, and resources to accurately screen for FAS. We do
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not have the tools, methods, and resources to accurately screen for ARND. In my opinion, it
would be medically unethical to deny a population the benefits of an FAS screen just because we
do not have the ability and/or resources to effectively screen for ARND.

Sterling Clarren — 1 think one summary point may have been missed by the jury. The clinics that
do fetal alcohol work are responding to a need in the community. If they were not needed, they
would not have been built. If general developmental clinics were serving the needs of this
population, these special clinics would have never started. If general clinics were now doing the
work of these clinics, they would be abandoned. So there is something else going on here that is
special. And what it is, I think, is mysterious maladaptation, in that the common pathway for all
of these kids — diffuse organic brain damage and all of those things that go into making them
complicated — is a mystery. The only way to solve the mystery and develop a treatment
approach is by doing the hard work that is done in these clinics. These are not common children,
even if they are not rare. They are complicated, hard to work with, and everyone who has come
into clinics over the last 15 years in pretty much every country that does this work has found that
it gets harder and harder, not easier and easier. The second thing that is truly bizarre is the notion
that you need to see them only once. Where else in medicine do we say that all you need is a
diagnosis, and take off? It’s truly interesting.

Reference

Astley SJ. Profile of the first 1,400 patients receiving diagnostic evaluations for fetal alcohol
spectrum disorder at the Washington State Fetal Alcohol Syndrome Diagnostic &
Prevention Network. Canadian Journal of Clinical Pharmacology, 2010;17(1):e132-
elo4.

Question 3

What are the consequences of FASD for individuals, their families and society?
Economic implications

Philip Jacobs, Professor, Gastroenterology Division, Department of Medicine, University of
Alberta; Director of Collaborations, Institute of Health Economics

I am going to talk about aspects of the economics, and the economic implications, of FASD. 1
would like to caution that while the numbers are enticing, there are many unknowns.

The key economic questions are:

1. What is the economic burden of FASD? (This does not mean personal burden. ‘Economic
burden’ is a technical term that will be explained.)

2. What are the costs and consequences of the interventions?

3. What is the budgetary impact of government interventions?
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The economic burden of a condition is a measure of the resources required to manage it. It
naturally evokes questions about how our scarce resources are used and who pays for them.
Treatments for FASD are very expensive over a lifetime. They often start with neonatal intensive
care (80% of babies born with FASD go into an NICU) and may include institutionalization,
home care, special education, social assistance, justice, and other services. Not every person with
FASD receives the same treatments, but data from the United States show that in a given year the
medical, education, social services, and out-of-pocket costs of treating someone with FASD is
about $20,000. Most of these costs are direct costs. Additionally, for younger people, there is a
work loss, and later on in life there is a big impact on work loss as well.

If we look at the cost by age, which has been done in an American study (Stade, 2009) that was
based on observational data (which may not be optimal, but is the best data available), we find
that the cost does go down a little with increasing age, but FASD remains expensive throughout
the lifespan. Not that we should focus only on money, but the resources we have at our disposal
are scarce. The figure to keep in mind is that the extra cost of a person with FASD up to the age
of 18 or 20 is $21,000 per year (Stade, 2009).

Another useful figure is the lifetime cost of FASD. This morning, the Minister mentioned a
figure of 1.5 million dollars. That number now seems to be closer to two million. If you multiply
this by the number of people that have FASD, you arrive at the societal cost, which seems to be
around six billion dollars for Canada. Note, however, that we do not know the exact number of
people who have FASD. Only in economics can you take one unknown and multiply it by
another unknown and end up with a very concrete number that is regularly quoted. I do not think
this number itself is worth remembering. Instead, we should focus on the fact that people use
resources, and it might be possible to use our resources to prevent some of these very expensive
occurrences from happening.

It is also important to see if any of the interventions we use are helping to ease the burden of this
very expensive condition. If nothing works, then an expensive burdensome disease must remain
very expensive. There are always extra costs that result from interventions, but, ideally, there are
also outcomes that make a difference to the lives of the individuals with the condition and their
caregivers. The outcomes are the improvements in health-related quality of life (i.e., people
feeling better and having a better life).

What do interventions for FASD cost? Without a doubt, they can be expensive. A study done in
Seattle, which is one of the very few that looks at the costs of interventions, estimated that it
costs $3,800 per client for the initial visit of a home-visit program, plus social work, plus two
visits per month for a year. The benefits cited were reductions in costs down the line, which were
hard to prove, and improvements in the quality of life. How effective are these interventions?
Determining this is a big problem. Nineteen homes were visited, and 17 of the women abstained
from drinking as a result of the intervention. What this means in terms of fewer cases of FASD,
we do not know. This makes it hard to determine the cost effectiveness of the intervention in
preventing FASD.
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The budgetary impact is $3,800 multiplied by the number of interventions — and we need a
great many interventions. It would take quite an initiative to meet the current need, and,
unfortunately, I have not been able to find out what we spend now. If we do not know what we
spend now, how can we know what we should spend? We should make it a priority to figure out
our current expenditures.

How many interventions equal the cost of one case? If we divide $800,000 (the extra cost of
FASD during a lifetime) by $3,800 (the cost of preventive intervention), we see that we need to
prevent one case of FASD for every 210 visitation interventions. It sounds promising. Even if
fewer cases than that are prevented, which would result in a net cost for the intervention, there
would still be compelling benefits. We cannot focus only on reducing costs. The issue then
becomes whether the extra costs are worth the extra benefits. When considering the economics,
you have to focus on both: the good you are doing and the extra money you are spending.

I want to finish with a few comments. There is a submerged iceberg of need created by illness.
Only a tiny fraction of the people who need it receive treatment. In colorectal cancer screening,
we started a program that is very small but shows that we can have a huge effect on this very
debilitating disease. Obesity is something that we are just starting to look at. There are many
high-priority areas that all demand resources. Someone is going to have to make priorities, and I
do not think we are doing a good job of that right now. But there are some good examples of
successful prevention efforts in Canada, the reduction of smoking rates being one. It took a
concerted effort, but it made a huge impact. We changed the tax system, communications, and
the legal system, and there was a great deal of resistance, but Canada used its resources
effectively and it had an impact internationally. Similarly, if we are to improve the treatment and
prevention of FASD, a considerable effort and a great many resources will be needed.

Consequences for the community

Mary Berube, Director, Intergovernmental Initiatives, Ministry Support Services Division,
Alberta Children and Youth Services

I am going to speak about what FASD means for the community and what the community’s
response should be. When we use the word ‘community”’ in this context, it is in the broadest
sense: that is, the members of society and the structures we create to sustain us. In Alberta, we
have many different communities: First Nations communities, rural communities, urban
communities, and so on. When FASD was first identified in 1972, that discovery generated
compassion in the community for infants with histories of prenatal substance exposure. This led
to early prevention messaging, which, unfortunately, often encouraged anger toward the birth
mothers. Since then, we have gradually gained an understanding that FASD has lifelong impacts
on affected persons and their caregivers, and we have recognized FASD as a disability.

As a society, we have learned that prenatal alcohol exposure has an impact that demands a
community response, and we are now moving toward an understanding that the community
responses engendered by FASD and its sequelae are complex. FASD is not a simple issue to be
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quickly solved. We are starting to understand our responsibility and rethink our attitudes toward
pregnant substance-using women. In Nancy Poole’s words, “those mothers are mothering under
duress.” We are wondering what it will take to mitigate the harm caused by prenatal substance
abuse, who will take this on, and what it will cost.

But it is not only about money. We have a moral and ethical obligation to take on complicated
issues that our fellow citizens struggle with. The community has responsibilities toward persons
with FASD and their caregivers. The community has a collective responsibility to try to prevent
secondary disabilities once FASD has occurred. The community has to be responsible for public
health, social assistance, community safety, inclusion, and public messaging. Let us examine
these responsibilities in more depth:

1. Public health — The community is responsible for diagnosis and prevention initiatives.
This continuum of services includes public messaging, health promotion, and direct
intervention with those who require an FASD diagnosis and with women who use alcohol
during pregnancy.

2. Social assistance — The community provides social assistance, including housing and
health care, for persons with disabilities. We have child welfare and child protection
initiatives, education, and, sometimes, employment assistance. People with FASD use all
of these services, as well as substance abuse and mental health programming and the
justice system.

3. Safe communities — Safe communities need infrastructure, governance, policy design and
implementation, policing, and a justice system. In all of these areas, FASD must be taken
into account.

4. Community inclusion — Communities should offer equal or appropriate opportunities for
all citizens and equal access to public buildings, events, and opportunities. Communities
should share the burden of caring for persons with FASD, and should value diversity and
celebrate the accomplishments of persons with disabilities.

5. Public messaging — Communities should provide messaging that exhibits inclusion. This
includes non-blaming public awareness campaigns and unbiased language.

Here is my prescription for community management of FASD. We need the following:
o A ‘diagnosis for two,” preferably in early gestation or early infancy.
¢ Women'’s centres for substance abuse interventions.

e To understand that the pregnant woman who uses alcohol is not someone to blame, but
rather someone who requires our help and intervention.

e To practice harm reduction. This means having professional multidisciplinary teams that
attend to the medical issues related to FASD and making available periodic screening for
hearing, vision, speech, and language problems throughout the individual’s development.
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It also means regular screening for substance use, mental health problems, and
reproductive health issues; provision of assistance to cope with relationships, parenting,
and family life; and specialized intake and interventions for substance use in the mental
health and justice systems.

Family-centred care and advocacy to address the needs of children and parents.
Support for families, including grief and loss counseling.

Respite for caregivers in order to prevent placement breakdown, which is costly on many
levels.

Research on intervention models that work for children affected by FASD.

To make allowances at every developmental stage and to anticipate and prepare for the
challenges of each stage of development.

Developmental assessments at every stage to inform case planning.
Educational placement and supports to sustain students and teachers.
Lifelong, continuous advocacy, and case management for affected individuals.
Parent and caregiver training for every stage of development.

To prepare individuals from an early age for meaningful work. We need to support
employment, from helping with employment searches to supporting the daily work of
persons with FASD.

Increased supervision and one-on-one supports to navigate the years from 12 to 21. We
need to recognize that, developmentally, the challenges of FASD grow as the child
SrOws.

Preplanned transitions from children’s services to adult services.

The provision of ongoing and explicit training for persons with FASD regarding
socialization, employment, sexual activity, life skills, and how to accept help.

To recognize and plan for various degrees of lifelong dependency and daily living
supports for persons with FASD.

When a person with FASD is involved in a substance-use program, mental health program or
justice program, we need to provide specialized interventions. FASD is unique (even though
many issues associated with it overlap with other conditions), and we need specialized care and
interventions that are tailored to FASD. We need to provide a range of living and housing
options that are not contingent on life-management skills. In other words, individuals should
have a home even if they cannot pay the rent, and they should have food to eat even if they do
not manage to make their groceries last for an entire month.
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Harm-reduction strategies are subject to the tides of public opinion, and right now the public is
fairly open to hearing about FASD. Harm-reduction strategies are also subject to government
ideology, bureaucratic will, and available monies. We need to entrench these interventions in
policy so that they are less likely to be removed on a whim. The recommendations that come as a
result of this conference should clearly state the best way to manage the condition and how we as
a community are going to support persons with FASD and substance-using pregnant women.

It takes a whole community to manage the issue of FASD, and every community should take this
on in their own way. We must recognize that as a civil society we have agreed collectively that
we will take on one another’s burdens, and ask what that actually means and how it can be
accomplished.

Impact on system usage within foster care

Linda Burnside, Executive Director, Disability Programs, Manitoba Family Services and
Housing

I will discuss five research projects in Manitoba, dating back to 2005 when the first of them was
published, involving children in foster care, and specifically children in care with FASD. While
it was not our original intent to seek out children with FASD, the high rate of FASD among
children in care was one of the key findings of our first study. In that study, we wanted to
understand the children in care who had disability. We were very concerned that many children
had disabilities, but the child welfare system in Manitoba did not have data about the nature of
these disabilities. So we embarked on a time-consuming and laborious research project. We hired
research associates and went to every child welfare office in Manitoba to go through files and
gather information, because we had no other way of determining what kind of disabilities
children had. The research associates traveled by car, airplane, boat, ferry, and snowmobile.
Such is the nature of data collection in Manitoba! But we ended up with a picture of the nature
and scope of disabilities affecting children in care in Manitoba.

Of the 5,500 children in foster care in 2004, one third of them (or just over 1,800) had a
diagnosed disability. Seventeen per cent of children in care either had already been diagnosed
with FASD or were being tested for the condition. We used stringent criteria for including FASD
diagnosis or testing in our data collection. We did not include children whose files noted that
they were suspected of having FASD by a social worker, foster parent, or school teacher, even
though the children may have had FASD. We counted only those children who had been seen by
a physician or were in the process of diagnostic testing through a medical facility or diagnostic
clinic. As a result, we feel confident in the numbers that we gathered, but we think that it is an
under-representation of the actual number.

In our first study (Fuchs, Burnside, Marchenski and Mudry, 2005), we found 963 children who
had been diagnosed or were being tested for FASD (approximately 600 were diagnosed).
Because Aboriginal children represent a high proportion of the children in care, many of the
children with FASD were of Aboriginal descent. We learned that the majority of those children
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were permanent wards of the child welfare system. This inspired us to look specifically at the
experience of children in care who had FASD.

Our second study (Fuchs, Burnside, Marchenski and Mudry, 2007) looked at the experience and
life histories of 122 children in care. We learned that children with FASD come into care at a
younger age, on average, than other children in care. Because they come in at a younger age,
they become permanent wards more quickly. As a result, they spend a greater proportion of their
lives in care and have a higher number of placements than other permanent wards. Consequently,
they experience many challenges and are intricately involved with the child welfare system.

In our third study (Fuchs, Burnside, Marchenski and Mudry, 2008), we wanted to better
understand older youth with FASD who were leaving care. This was a very small study because
we had only 27 individuals who met those criteria. This is partly because many older youth do
not have a diagnosis of FASD and we could work only with those whom we had already
identified. We discovered that only 30% of youth with FASD stayed in their longest placement
until the age of majority. This means that 70% had their longest placement break down long
before they reached the age of majority. In fact, we found that it was in early adolescence that
most placements broke down. After their longest placement broke down, these youth tended to
have a series of placements before things stabilized for them. Care was seldom extended beyond
age 18, even though the provisions in Manitoba allow for care for permanent wards up to age 21.
Not surprisingly, because of the length of time that these youth spend in care, they also have
many social workers during that time.

We were then interested in determining how much it costs the child welfare system to provide
care (Fuchs, Burnside, Marchenski, Mudry, and De Riviere, 2008). To come up with our figures,
we closely examined financial records and invoices. Figure 5 is a description of the average costs
that were incurred in 2006 for 400 children in care with FASD.

Figure 5
Average annual cost per child across all age groups was $23,760. For each age cohort, costs averaged:
e (-5 years: $18,008
e 6—10years: $20,633
e 11-15years: $26,021
e 16+ years: $24,742

The numbers are relative to Manitoba’s cost of living and the amount provided to foster parents,
which differs across jurisdictions. In 2006, Manitoba’s child welfare system spent 9.5 million
dollars to care for these 400 children.

What is most important is that we were able to determine the impact of FASD on the cost of care
by looking at the special rate. The special rate, which is unique to each child, is based on an
assessment of the child’s needs and the care demands that are placed upon the foster parents.
Figure 6 shows the average daily special rate for each age group. The rate increases as children
grow older.
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Figure 6

Age Daily rate
0-5 $27
6-10 $35
11-15 $47
16+ $50

The average special rate for children with FASD was $42 per day, while the average special rate
for all other children in care was $35 per day. Thus we have been able to demonstrate that FASD
increases the cost of care.

This series of studies resulted in a detailed electronic database of children in care with FASD,
which allowed for the opportunity to work with the Manitoba Centre for Health Policy to look at
the broader economic impact of the cost of care. The fifth study (Fuchs, Burnside, De Riviere,
Brownell, Marchenski, Mudry and Dahl, 2009) was an opportunity to compare several different
groups, including children in care with FASD, children not in care with FASD, and children not
in care and without FASD, which are briefly described in Figure 7. Data on children’s healthcare
services, prescription medication, education, and subsidized child care was available through the
Manitoba Centre for Health Policy in a standardized, anonymized format to protect
confidentiality.

Figure 7

. FASD-PW: Permanent Wards with FASD (N = 603)

. PA: Children in temporary care whose parents have alcohol issues (N = 587)
. PA-PW: Permanent Wards whose parents have alcohol issues (N = 51)

. FASD-CADEC: Children not in care with FASD (N = 119)

. General Population: Children without FASD selected by random matching methodology (N =
4,964)

We included 603 children with FASD who are permanent wards. However, we also began to
think very carefully about FASD as an end point of prenatal substance use. We wanted to
consider children who are affected by parental substance use, but either do not have FASD or
have not been diagnosed. We were also interested in children who are affected postnatally by
parental substance use. Thus, we included both of these populations in our study. Children in the
parental alcohol (PA) group were children in temporary care whose parents had presented to the
child welfare system with alcohol issues, but these children did not have a recorded diagnosis of
FASD. We also looked at children who were permanent wards and were affected by parental
alcohol use (PA-PW). Through the Clinic for Alcohol and Drug Exposed Children (CADEC), we
were able to identify 119 children with FASD who were living in the community and not
currently involved with the child welfare system (FASD-CADEC). It is important to note,
though, that more than half of them had previous child welfare involvement. Finally, with the
help of the Manitoba Centre for Health Policy, we identified a random match sample of just
under 5,000 children from the general population.

Fetal Alcohol Spectrum Disorder (FASD): Across the Lifespan



Figure 8 shows the average healthcare costs per child. The largest portion of the chart represents
the population of permanent wards with FASD. They had the most significant costs in the
categories of hospitalization, day procedures, physician visits, and prescription drugs. Compare
that to the general population, which is the smallest part of the pie chart. You can also see the
significant impact of FASD and parental alcohol use on healthcare costs for other populations.

Figure 8: Average Healthcare Costs
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We further looked at drug prescriptions as a separate variable (Figure 9), and again the children
with FASD who were permanent wards accounted for a great proportion of the cost. Seventy-
four per cent of children with FASD had a prescription of some kind. Permanent wards with
FASD were prescribed nervous system drugs, such as Ritalin and other ADHD drugs, at a higher
rate and at a younger age than the general population. Specifically, 30% were prescribed drugs in
the preschool years, up to 60% had prescriptions by the time they were school age, and the
percentage increased with age.

Figure 9: Prescription Drugs — Usage and Costs

We wanted to know whether or not children with FASD received additional educational supports
in the school system, and, in fact, they did. The top two shaded boxes in Figure 10 are reflective
of the additional supports provided to permanent wards with FASD. The other two shaded boxes
are for children with FASD living with families in the community. At the bottom, in the darkly
shaded boxes, are the costs afforded to the general population. We can see that children with
FASD needed additional supports in the school system.
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Figure 10

Number of | Children Children |Total costs of| Average Incremental
children | funded at | funded at | education costs of education costs
enrolled Level 2 Level 3 funding education compared to

General Population
\FASD-PW 450 36.2%* 14.0%* 83,304,514 $7,343 $5,166
PA 311 3.2% (1) (s) $ 702,458 $2,259 § 82
\PA-PW 35 17.1%%(1) 0 $ 124,294 $3,551 $1,374
\FASD- 79 38.0%* 7.6%* $ 460,818 $5,833 $3,656
CADEC
General 3407 1.9% 1.0% $7,418,198 $2,177
lpopulation

*statistically significant difference with respect to the General Population group

(s) the estimate is suppressed due to a small count between 1 and 5 observations

(1) Statistically significant difference with respect to the FASD-PW group

We also learned that many of these youth had lower rates of high school graduation and a lower
likelihood of completing sufficient credits by grade nine (which has been proven in other studies
to be an indicator of high school graduation) (Brownell, De Coster, Penfold, Derksen, Au,
Schultz and Dahl, 2008). They also had lower marks on standardized tests, were less likely to
have written standardized tests, and had a higher rate of repeating a grade in school. Children
with FASD were less likely even to be in school after age 15. And they did have incrementally
higher costs, in comparison with other children.

In the area of childcare subsidies, we found that, compared to the general population, children
with FASD required slightly more government assistance for accessing daycare.

Children who did not have FASD but were affected by parental alcohol abuse had the second
highest rate of physician visits and hospitalizations. They also had a very high proportion of
nervous system drugs prescribed, but a slightly lower rate than children with FASD. They had
detrimental educational outcomes, but were less likely to receive special education funding, often
because they did not have a diagnosis that made them eligible for funding.

To summarize, FASD creates significant demands for the resources of child welfare agencies,
partly because of the length of time these children spend in care. Children with FASD are more
likely to be permanent wards of the state, and the cost of their care is higher than for the average
child in care. And we know that large numbers of children with FASD will be transitioning out
of child welfare care and will need resources and supports in the adult system. We know that
children with FASD are disadvantaged as they enter the child welfare system because they come
into care early and are made permanent wards more quickly. They are also disadvantaged as they
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leave care, in part because their placements are least stable during the time that they are making
their transition to adulthood. We know that FASD significantly affects healthcare costs and
utilization, education, and use of subsidized child care. Children who do not have a diagnosis of
FASD but are affected by parental alcohol abuse have similarly negative outcomes, perhaps with
a slight reduction in intensity.

These reports can be downloaded from the Centre of Excellence for Child Welfare website at
www.cecw-cepb.ca/catalogue.
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Jury questions and answers
(Mary Berube, Linda Burnside, Phil Jacobs)

Malcolm King — This is a question for Mary Berube. I am thinking about the work by Chandler
and Lalonde on youth suicide in British Columbia First Nations. One of their main findings was
that there was no such thing as a suicide rate in First Nations communities, because it varied
from zero in some communities to sky-high in others. They then went on to look at community
factors that are potentially protective against youth suicide. Is there any similar study looking at
community factors in First Nations, or in other communities, that affect the prevalence or
incidence of FASD either negatively or positively?

Mary Berube — 1 am not aware of any studies that looked at protective factors specific to, for
example, a First Nations community as opposed to other communities with respect to prevention
of FASD or to managing the impacts of FASD once it is present. The closest I can come to
answering your question is that there are certainly communities, both First Nations communities
and others, where protective factors, if you think of it in a public health framework, are present.
We know that one protective factor is paying attention to mental health, because there is a high
correlation, for women in particular, between mental health problems and substance use. Women
manage and cope through substance use, so if a particular community manages mental health
problems well or has a very good support system for women living under duress, that will likely
reduce the incidence of FASD. It is the same after FASD is present: there some instances in
which the entire community seems involved in ‘taking on’ everyone in the community and
helping them with their life issues. In that kind of community, where the support system would
naturally be stronger, there may be fewer secondary disabilities.

Raisa Deber — This question is for Phil Jacobs. Your data suggested that if you prevented only
one case with 210 interventions, it would be cost-neutral, and anything better than that would be
cost-saving. Was your message that it is expensive, or that it is important to target?

Phil Jacobs — The message is that even if it is not cost neutral, that is, even if it costs more after
you take into account the cost of the prevention program and any savings from preventing
FASD, that does not mean you should not go ahead with it. There are health benefits that have to
be taken into account as well, and they are pretty substantial.

James Hees — This question is for Mary Berube. Mary, you alluded to a publicity campaign that
you envision. I wonder if you could explain what that might be. What message might be
communicated, what media might be used, and would it be national or provincial?

Mary Berube — Prevention messaging is complicated because of who we are trying to reach. It
seems that we have done a pretty good job of conveying to the general population that alcohol
and pregnancy do not mix. Our earlier prevention campaigns had a tendency to blame pregnant
substance-using women, and integral in those messages was the notion that you could just say no
— that this was simple, that stopping drinking during pregnancy was as easy as knowing that it
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was not a good idea to mix alcohol and pregnancy. Those public prevention campaigns have
managed to help people in the low- and moderate-risk categories to stop drinking during
pregnancy. Anyone who can without difficulty go nine months without using substances is able
to listen to a message like that, and able to act upon it.

Pregnant substance-using women tend to have much more complicated lives, are probably using
substances to cope, and may or may not know that they are pregnant. Even once they know they
are pregnant and are told repeatedly that alcohol and pregnancy do not mix, they may need a
great deal of support to get through a pregnancy without drinking. Some of our simple awareness
campaigns are not going to manage that part. I think we need two kinds of awareness campaigns:
one to promote general awareness, so that those who are able to stop will stop; and another
campaign that is directly aimed at persons in the high-risk category and that looks much more
like interventions that are built upon personal relationships as opposed to posters.

Anne McLellan — 1 want to ask about the yearly cost to society. People have talked about how
hard it is to get a handle on this figure. Linda, you had an amount of approximately $23,000
based on your research, and, Phil, you had $21,000. Are we getting close to being able to do the
work needed to determine what the actual yearly cost is likely to be? And, if so, is the cost in that
range? Phil, you said that we do not know what we spend now in the system. Are you referring
to the all-in societal cost, whether that is child welfare or what one might spend as a parent for
special instruction, or whatever the case may be? And I was thinking that studies like Linda’s,
which focus on the child welfare costs to the province of Manitoba, are providing us with
extremely useful information about what those costs are likely to be, although it is not the entire
picture.

Phil Jacobs — 1 think the Manitoba cost study was very good and close, because they used actual
data, but I do not think we know the program costs for prevention. Those costs are incurred
across different ministries and in nonprofit organizations. Unless we get a handle on that, we
may find that we are spending very little on prevention. So we need to know that, and the
Manitoba study did not cover that. It covered data similar to the sort that I presented, which I got
from the United States and which reflects how much we are spending now for the services. 1
think the Manitoba study was probably more accurate.

Linda Burnside — To add to that, yes, the Manitoba study certainly would be accurate because it
went with actual expenditures. But of course it has limitations, because we were not able to gain
access to every service and every program and every expenditure. The study therefore helps to
add some clarity to the picture, but does not complete the picture, not yet.

Christine Loock — 1t was very helpful to see that services for a child in care with an FASD
diagnosis cost seven dollars per day more for than for a child in care without an FASD diagnosis.
If the children with FASD come into care earlier and leave later than others, we are somewhere
in the range of $400,000 to $500,000 more for social services for each of those children. Philip,
your figures looked at the service, health, and education costs of FASD for all kids with FASD,
including those who did not go into care. How much does it cost to raise a kid who is using
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typical support services, and do we have a comparison of costs for a kid with FASD and a kid in
care with FASD? I think if we know that, we then can start to get a handle on the added burden
and the added need for support for these children.

Phil Jacobs — That is important. These were not excess costs, but I think the excess costs would
be quite substantial. In fact, the Manitoba study did compare excess costs for the services
because they had a comparative sample. So their statistic was an excess cost.

Audience questions and answers

Audience — 1 have a comment about the general messaging. I think we have done a pretty good
job of communicating to the general population the message that if you are pregnant, you should
not drink. And we are starting to add to that by saying that if you are planning to become
pregnant, do not drink. The one message that we have not heard very much of yet is that if you
drink, you should not get pregnant. I think we need to have a much broader comprehension that
drinking is a socially acceptable, legal activity, and that anyone can get pregnant. We really need
to push contraception.

Audience — My question is for Linda Burnside. I am curious about whether you looked at the
number of children between the ages of, say, 14 and 18, who left foster care and ended up in the
criminal justice system and therefore are no longer taking up dollars in the child welfare system
but are now taking up dollars in the criminal justice system?

Linda Burnside — Because the majority of children in care with FASD are permanent wards, for
the most part they are in the child welfare system until the age of majority. I believe there is
going to be a presentation later that will talk about youth with FASD who are involved with
Manitoba justice. That is data we were not able to access through the Manitoba Centre for Health
Policy, so we have gone as far as we can right now. But, yes, we want to understand and learn
more about the needs of this population.

Gail Andrew — One of the pieces of data that came out of the Manitoba studies is quite disturbing
to me. That is the excess use of neuropharmacology for children in care. I think it raises a
question. Do these children have primary organic brain differences that lead to the presentation
of mental health symptoms that require medication, or are we using medications to address less
than optimal environments? I do not have the answer to that but wanted to bring it forward as
another controversial point.

Christine Loock — In working with birth families, we find that sometimes they cannot afford the
medications or do not have access to the same medications available to kids whose parents have
health plans or who are in care. We must balance whether it is the right treatment and whether
there is equitable access to treatment. And I think that there will be errors on both sides.
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Co-morbidities with mental health for an individual with FASD

Dan Dubovsky, FASD Specialist, Substance Abuse and Mental Health Services Administration
(SAMHSA), FASD Center for Excellence

I will start by reading part of a letter that I received in Alaska after doing some training at a
residential treatment centre for youth with serious emotional disturbance. I received this letter
from a woman who came to the training not knowing much about FASD:

“T just thought it was about infants who had mothers who drank throughout their
pregnancy. But when you started to talk about your son, it was like you were talking
about my son. For years, doctors have diagnosed him with several disorders. He has been
diagnosed with bipolar disorder, oppositional defiant disorder, ADHD, depression, and
post-traumatic stress disorder, among others. No one has been able to pinpoint what he
has. I told myself that surely he could not have FASD, as I did not drink during my
pregnancy. As soon as I found out I was pregnant, I stopped. But before that, I was
depressed, I was in an abusive relationship, and I drank mostly to keep my husband
happy around his friends.”

This woman attempted to commit suicide by taking pills, but ended up in the hospital and found
out she was pregnant. She stopped drinking at that point and therefore thought that her son could
not possibly have FASD. Teachers said that her son could do the work, but was lazy and just did
not want to. Others complained that he was unruly and walked out of class when it was time to
work. He would say he was going to the restroom and was given 5 minutes but returned in 15
minutes. The letter continues:

“He would do something to upset us and the next day he would not understand why he
was being punished because he was good that day. His father thought he was just being
defiant. Then he got into trouble because he was hanging around his cousin and his
friends and wanted to please them by doing things they wanted him to do. One of the kids
decided to commit a robbery and told my son to hold the weapon while he was running
away from the police, so my son held the weapon and was caught by the police and got
charged for possession of a firearm. He continues to get into trouble for the company he
keeps, but they state that he is an adult now, so I have no say. He cannot get a job
because he continues to lose his important documents. Whenever he has had a job, he
would not follow the directions and so would lose it. His girlfriend told him to stop
hanging around the gang members he has been with, because they use him to sell drugs
for them, and he always gets caught because he is not good at being a criminal. He just
does what he is told. So he decided to go tell these so-called ‘friends’ of his that he could
not sell for them or hang around them anymore because he has a daughter now. He did
not understand how dangerous that was. When he did that, he was left for dead, and a
witness told the police he was beaten up by nine individuals. You could see shoe imprints
all around his head and face where he was stomped on his head.”
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I get many calls and letters like this. This woman’s story is not unique, but it does reflect why we
are all here and why it is so important to develop a consensus statement. The reason I have been
in this field for almost 25 years is my son Bill. Bill was diagnosed with FAS when he was 19
years old and diagnosed with many other disorders before FAS was recognized. I am going to
talk about the importance of identifying all co-occurring disorders and life and environmental
issues, because only if co-occurring issues are treated simultaneously can optimal outcomes
occur. While the debate continues as to whether mental health issues in people with FASD are
primary or secondary, it does not really affect treatment. Regardless of whether they are primary
or secondary, the way we intervene with individuals who have mental health issues co-occurring
with FASD needs to be different from the way we treat individuals who have mental health
issues but do not have FASD.

FASD changes the way in which information is processed by the brain, so we cannot use our
typical treatments. We have heard again and again over the last few years in research that in
many individuals with FASD receptive language processing seems to be more impaired than
expressive language processing. Unfortunately, all of our treatment and parenting approaches,
our education system, our child welfare approaches, and our justice approaches are based on
receptive language processing. If we fail to diagnose FASD because we are not paying attention
or because the symptoms are similar to other mental health disorders, we provide the wrong
treatment and we get the wrong outcomes. We consistently set people up to fail because we are
not recognizing this. We use our ‘evidence-based practices,” such as motivational interviewing
and cognitive-behavioural therapy techniques. However, these are based on receptive language
processing, which means that they are not going to be the most effective techniques for someone
with FASD. And when the techniques do not work, we say that the person is not motivated for
treatment or is not ready for sobriety.

Over time, if individuals really want to do well and succeed, but keep failing and do not
understand why, they start to believe that they are failing repeatedly because they are bad. They
develop that self-image because that seems the only explanation for their failing over and over
again. By the time they enter our systems, they have this ‘bad’ profile or ‘bad’ self-identity, and
we feed into that, and they keep failing over and over again. I believe this is probably one of the
reasons for the repeated foster care placements that we see. They come into foster homes, and we
do not recognize the FASD and continue to use our regular approaches. John VanDenBerg did a
great deal of early work in the United States around the development of ‘wraparound.” The
concept of wraparound is that if treatment does not work for someone, we tend to give them
more of the same treatment, and all they do is fail over and over again.

Another problem is that FASD is not in the Diagnostic and Statistical Manual (DSM), and
consequently clinicians often do not consider it. Whether or not it should be in the DSM is a
discussion that we could have, but the important point is that we are not providing research on
treatment approaches for individuals who have both FASD and mental health issues. That is
something that we need to do. Clinicians tend to diagnose people based on their symptoms and
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tend to treat people based on their diagnoses. A truly individualized approach is needed, but I do
not believe that clinicians often do that. We look at the diagnosis and we treat based on the
diagnosis. Instead, we need to look at the individual and ask what this individual needs in order
to be successful, and how we as a community can help meet that need.

One explanation for the co-occurrence of mental health disorders in people with FASD is that
some mental health disorders have a significant genetic link. These include schizophrenia,
bipolar disorder, major depression, and ADHD. We also know that people with these disorders
have very high rates of substance use. A woman who has one of these disorders and uses
substances to self-medicate may give birth to a child with an FASD and a genetic vulnerability
for that mental health disorder. As Joanne Weinberg said, the issue of stress and the
hypothalamic-pituitary-adrenal (HPA) axis is very important. There is research that shows that
the number of stressors one experiences and one’s ability to cope with those stressors determines
whether an underlying genetic vulnerability will develop into a full-blown disorder. If people
who have been prenatally exposed to alcohol have a hypersensitive HPA axis and a genetic
vulnerability to a mental health disorder, they are more likely to develop the disorder and enter
our system with that diagnosis. We are likely to miss the co-occurring FASD and therefore fail to
use the right approach to help them be successful. Susan Astley completed a study that speaks to
this. In looking at the risk profiles of mothers of FASD children, she found that 59% of these
women had a major depressive episode and 22% had a manic episode or a diagnosis of bipolar
disorder. In comparison, the incidence of major depression in the general population is
somewhere between 20% and 25%, and the incidence of bipolar disorder is between 1% and 2%.
Seven per cent of the women had schizophrenia, while the incidence of schizophrenia in the
general population is 1%. Women who have given birth to children with FASD have high rates
of these genetically loaded disorders. As a result, these children already have a genetic
vulnerability and are more likely to develop that mental health disorder.

The co-occurrence of mental health and substance use disorders in people with FASD can be
partly explained by genetic vulnerability, peer pressure, and family traditions of drinking.
Another factor may be that living with a hidden disability is very emotionally painful. It hurts to
be told over and over that you are lazy, that you are not trying hard enough, that you could do it
if you would only try, that you are bright enough, etc. One of the ways to block that pain is to use
substances.

Mental health and other disorders likely to co-occur with FASD are schizophrenia, depression,
bipolar disorder, sensory integration disorder, reactive attachment disorder, separation anxiety,
post-traumatic stress, and so on. Some of them are primary and some secondary, but regardless
of whether they are primary or secondary, if there is a co-occurring FASD, we need to recognize
it and change our treatment approach. In psychiatry, we tend to have tunnel vision. For example,
the experts in reactive attachment disorder (RAD) say, “This is how you treat RAD. It does not
matter what else is going on in the individual.” However, it does matter if the individual has an
FASD that co-occurs with the RAD. The treatment approach needs to be different.
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In addition to FASD being missed because of co-occurring mental disorders, people with FASD
are often misdiagnosed because their behaviours look very similar to behaviours associated with
other conditions. ADHD, oppositional defiant disorder (ODD), and conduct disorder are three
possible misdiagnoses for people with FASD. We tend to treat behaviours, whereas before we
intervene we should start by asking what is causing the behaviours that we are seeing. The
treatment approach for a true ADHD is different from the treatment for a true ODD or a true
FASD. We need to find out what is going on. We cannot say, “It looks like ADHD, so we will
treat for ADHD.”

My son Bill’s misdiagnoses as he was growing up included RAD, ODD, mental retardation,
ADHD, and others. He did have a number of accurate diagnoses, which included severe learning
disabilities, schizophrenia, an organic tic disorder, and FAS. The problem was that he was
treated for each of the misdiagnoses, and the treatments were inappropriate because the
diagnoses were inaccurate. He failed with those treatments, and we just said, “He is unmotivated.
He is lazy. He is not trying. When he is really motivated, he will do what he needs to do.”

The following are some implications for policy and research:

1. All persons who work in mental health or substance abuse services should be trained in
FASD.

2. FASD should be considered whenever a treatment approach that works with many does
not work with a certain individual.

3. All intakes in substance abuse and mental health treatment programs need to include
questions about possible prenatal alcohol exposure, especially if there is a positive
answer to the question about substance abuse in the family. The next question has to be,
“Did your mother drink when she was pregnant with you?” If the answer to that question
is, “How the heck do I know?” then we need to do some work. Seeking that information
will help us understand these individuals and how to help them and their families. It is
not a matter of blame, shame, or judgment; it is about providing the best possible
approaches for optimal outcomes.

4. For treatment approaches to be successful, all co-occurring disorders and issues have to
be addressed. FASD should be ruled in or ruled out prior to developing a treatment plan.
If we develop a treatment plan and the person does not respond, the first question we
need to ask is, “Are we missing something here?”

5. We do not currently have evidence-based practices for use in FASD treatment, and
treatments used for other mental health disorders are not transferable to FASD. We need
to fund research to develop treatments or modify existing approaches to work for people
with an FASD.

6. Reward and consequence systems must not be standard for individuals with FASD,
because they typically set up people to fail. Instead, we need to examine what individuals
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do well, what they like to do that is safe and legal, and how we can help them do that on
an ongoing basis.

7. Research must be supported in developing and testing FASD modifications of treatment
protocols for post-traumatic stress disorder and other mental health disorders.

8. We need to look at modifications of treatment for substance use disorders to help
individuals with FASD succeed, rather than saying that they are just not motivated for
sobriety.

9. Housing approaches need to be modified for people with FASD.

10. We need to modify our methods of addressing suicide risk. Risk assessment needs to be
different for people with FASD than for people without an FASD. There is wonderful
work being done in Washington by Nancy Whitney and Therese Grant on the suicide risk
of women with an FASD in their PCAP program.

11. We need to address sexually transmitted infections in relation to FASD, a topic we tend
not to talk much about in this field.

As FASD is lifelong, services need to be available long term and need to be flexible, based on
the individual’s need at different times.

The last thing that I want to say is that my son Bill lost his life, due in great part to being
involved in a mental health system that did not understand the interface between mental health
issues and FASD and that responded to behaviours without examining their cause.

Consequences for the community supporting adults with FASD

Diane Malbin, Executive Director, Fetal Alcohol Syndrome Consultation, Education, and
Training Services, Inc. (FASCETS)

There is general agreement that the most debilitating aspects of FASD are effects on the
developing brain. Research has established mechanisms of damage and clarified the wide range
of symptoms. Less well known is what to do with all this information.

If FASD includes changes in the structure and function of the brain, then it follows that it is by
definition a brain-based physical disability. In most cases, however, it is invisible, and
behaviours are typically the only symptoms. Understanding FASD as a primary physical
disability with behavioural symptoms redefines problems and solutions in a manner consistent
with research. Linking brain function with behavioural symptoms establishes an alternative,
neurobehavioural framework for understanding FASD and addressing it differently. This
presentation briefly explores the neurobehavioural concept for its relevance in shaping the
consequences of FASD to communities supporting adults with FASD.

First, a word on context: there is a gap between research and application. Few interventive
studies have been conducted, and fewer still have articulated the theoretical basis of their design
and thereby established congruence with research. Why are there so few studies? FASD is a
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neurobehavioural condition, and the prevailing paradigm is behavioural. Current understanding
of the meaning of behaviour generally fails to consider brain function, or etiology of the
behaviour. This lack of a conceptual foundation on which to operationalize research helps
explain the stunning dearth of theory-grounded interventive studies on FASD.

Visualize your own brain for a moment. What does it look like when it’s working? When asked
this question, most people realize that they are completely unaware of their brain, having the
luxury of being able to be oblivious to the activities it performs. If we are unaware of our own
brains, and therefore of our assumptions about brain function, how can there be a basis for
comparison between our assumptions about what our own brains can do and how others’ brains
may work differently?

In looking at the consequences of FASD for communities, we will consider two trajectories, A
and B. The first outlines current practice, and the second outlines an approach based on a
neurobehavioural construct.

Trajectory A: Current practice

Trajectory A may best be illustrated by the Streissguth’s study of secondary disabilities,
published in 1996. Secondary disabilities are not inherent in the condition. They are defined as
patterns of behaviour associated with a chronic ‘poor fit” between the person and the setting. For
example, if a paraplegic were punished for not performing a high jump, defensive behavioural
symptoms would be normal responses to the poor fit between ability and expectation.

The power of Dr. Streissguth’s study may be implicit, illuminating the limits of current practice,
programs, and policies to adequately meet the needs of people with FASD. All participants in the
study were diagnosed with fetal alcohol syndrome or fetal alcohol effects (the terminology at the
time), and, since the study was a natural history design, all continued to receive standard
services. In spite of interventions by mental health, education, and other systems, the participants
had high rates of secondary symptoms. Instead of suggesting the inevitability of deterioration,
what if instead this suggests the limits of current practices that are based on learning theory, and
the failure of these practices to incorporate research on FASD and other brain-based conditions?

A case example from our Oregon interventive study illustrates the gap between research and
practice in Trajectory A. At the time of referral, ‘Fred’ had been diagnosed with FASD, was
seven years old and in a day treatment centre. He was in the process of being transferred to
residential treatment due to tantrums that resulted in daily four-point restraints. Over the years,
Fred had multiple diagnoses and numerous interventions, including consequences, suspensions,
therapies, medications, and day treatment. Incrementally, each new ‘failure’ generated
increasingly constrictive and expensive interventions. The net effect of multiple failed attempts
was the belief that nothing works. Fred was viewed as having irremediable mental health and
behavioural problems, which were attributed to early neglect.

Why were standard techniques ineffective with Fred? First, because even with the diagnosis of
FASD, his behaviours were defined as being the problem. Interventions therefore targeted
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behavioural symptoms for change. When behaviours are symptoms of brain dysfunction, this is
as effective as punishing the paraplegic for ‘refusing’ to do a high jump.

Further, rewards, punishments, therapy, and other cognitive-behavioural techniques are based on
learning theory, which makes assumptions about brain function that have not yet been
systematically examined for their relevance to people with brain-based conditions. The poor fit
between assumptions and actual abilities clarifies why so many techniques fail. Behavioural
techniques based on the current theoretical foundation — learning theory — are essentially
variations on one theme that does not adequately recognize the spectrum of brain function and
dysfunction. The problem was not with the techniques; the problem was the poor fit between the
cognitive requirements for the techniques’ efficacy and the neurobehavioural characteristics of
the individual.

Negative outcomes for people with FASD are still too common. This is in part a function of the
limits of the prevailing paradigm, which fails to understand and adequately address FASD and
other brain-based physical disabilities. Problems are defined on the basis of superficial
symptoms without regard for etiology, and solutions miss the mark, resulting in ineffective,
inefficient, and increasingly expensive interventions. Trajectory A is generally characterized by
multiple diagnoses, interventions that do not work, and blaming of the individual. People are
seen as being the problem rather than saving a problem. Consequences to communities from
trajectory A are familiar: high frequencies of secondary and tertiary problems and a
disproportionate representation of people with FASD in mental health, justice, and other
systems.

And what of the ethical implications? Does failure to recognize a primary brain-based physical
disability breach the universal ethical mandate to “first do no harm”? This question will be
revisited in the discussion of the second trajectory.

The second trajectory, B, outlines consequences to communities following application of a
neurobehavioural approach. First, a word on the difference between behavioural and
neurobehavioural approaches. The behavioural approach exists in a moral context that interprets
and assigns meaning to behavioural symptoms, and targets these behaviours for change without
cognizance of brain function. The neurobehavioural approach recognizes behaviours as
symptoms of underlying brain dysfunction and focuses on etiology rather than superficial
symptoms. This approach redefines the problem and solutions in a manner consistent with
research. The point is not to limit, enable, or excuse ‘inappropriate’ behaviours, but to
understand and become more effective and efficient in addressing them. The neurobehavioural
construct goes to etiology, is theoretically grounded, and operationalizes research findings on
FASD and other brain-based conditions.

Trajectory B: Neurobehaviourally-informed interventions

After joining the Oregon interventive study, Fred was re-evaluated by a multidisciplinary team
composed of a neuropsychologist, physician, occupational therapist, and social worker. His 4-
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digit diagnosis was 1-2-3-3, static encephalopathy, alcohol-exposed. He was found to have slow
auditory and cognitive processing, difficulty with memory and executive functioning, and
difficulty abstracting, conceptualizing, and generalizing. He was easily overwhelmed by sensory
stimuli, and at age 7 was functioning socially at 3.5 years of age developmentally.

Fred’s previous assessments focused on IQ, academics, and behaviour. The neurobehavioural
assessment asked different questions that provided different and more useful information about
Fred. For example, when his team discussed his developmental level of functioning, the
perception of this ‘socially inappropriate’ seven-year-old boy was reframed: Fred was actually a
competent three-year-old. Treatment staff immediately pointed out a systemic problem: they
were mandated to write age-appropriate treatment goals. The solution: treatment goals were
rewritten and expectations adjusted to be more compatible with his actual developmental level of
functioning, not his chronological age.

Neurobehavioural information helped clarify other behaviours. For example, a pattern emerged
in Fred’s ‘inappropriate’ behaviours. His tantrums were not random; they happened at the end of
math class. It turned out that at the beginning of math time, his teacher gave students a worksheet
with 20 math problems. At the end of the allotted time, Fred would have finished only five
problems. The source of the tantrums was identified: Fred had very slow cognitive processing,
difficulty ‘shifting set,” or switching gears, and had what is called rigidity in perseveration. It
was very difficult, if not impossible, for him to stop working on a task before he was finished.
The teacher would say, “It’s okay, Fred, please put your math paper away and finish it later.”
Fred would not just say “No.” He would resist and fight, because he was not finished and he was
perseverative. Fred also had a diagnosis of oppositional defiant disorder, and his treatment goal
included compliance, to do what he was told when he was told. So the teacher would insist, Fred
would refuse, and four-point restraints were the outcome on a daily basis.

Once the teacher understood that Fred was unable to stop, rather than simply oppositional — that
he was stuck and determined to finish — the solution was simple. The next day he gave Fred five
problems, and at the end of the allotted time Fred was finished. No temper tantrum. End of
problem. The math accommodation was the beginning of a more systematic exploration of other
problems and solutions. In a very short time, Fred was no longer defined as having behavioural
problems. He was not referred to residential treatment, but rather gradually transitioned back to
his local public school and not to a behaviour classroom. Fred’s placement stabilized. His foster
mother called his caseworker to say, “I love this kid.” The key was to understand Fred
differently. Although accommodations for people with FASD are often simple, simple is not
simplistic; it requires a different way of thinking.

The paradox is that trying to change behaviours that are symptoms of brain dysfunction typically
yields more challenging behaviours. Reframing behaviours as symptoms of underlying brain
function, identifying the fit between ability and expectation or setting, and providing appropriate
accommodations yields change and improvement.
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The neurobehavioural approach is an alternative framework for considering human behaviours. It
is very different, conceptually and theoretically, from a simple behavioural approach. It starts by
considering the role of the brain, looking at strengths and limitations, and developing effective,
efficient, relevant and appropriate strategies and accommodations. This is the same approach
used for people with other, more obvious physical conditions. The neurobehavioural construct
thus provides a way to thoughtfully apply research to theory and practice.

To summarize, the approach outlined in Trajectory A, based on learning theory, yields
exacerbation rather than resolution of problems. Unfortunately, this trajectory is still far too
common for those with FASD and other brain-based conditions. Trajectory B, based on a
neurobehavioural approach, holds promise for realization of full human potential and prevention.
Like people with other physical disabilities, people with FASD benefit from identification and
conceptually congruent application of neurobehavioural principles in all settings and systems.

My vision is that the neurobehavioural approach will lead us to a paradigm shift, so that by the
year 2050 our great-grandchildren will look back and say, “Can you imagine there was a time in
human history when we looked at people’s behaviours and did not think about brain function?”
This neurobehavioural paradigm will increase our understanding of human beings. It will help us
manage the complexity associated with brain function that has historically foiled our attempts to
work in a meaningful way with brain-based conditions. As a result, we are going to achieve
prevention. The shift from reactivity to proactivity will mean nearly empty mental health
facilities and addiction centres, less need for social services and jails. Massive retraining
programs will be required for all of us whose work addresses the misery of other human beings.
That is my vision.

My policy recommendations are as follows:

1. Systematically evaluate professional curricula, practice, program design, policy, and
legislation for congruence with research on FASD.

2. Standardize a neurobehavioural screening tool to facilitate referral for appropriate
comprehensive assessments.

3. In addition to establishing diagnostic consistency, ensure that all assessment team
members share conceptual consistency and generate neurobehaviourally-informed
recommendations.

4. Until FASD and the neurobehavioural construct are included in parenting and
professional curricula, include an educational component in all activities, from screening
through diagnosis and implementation of recommendations.

5. Evaluate to ensure sustained application of relevant, appropriate activities.
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Jury questions and answers
(Dan Dubovsky, Diane Malbin)

Rebecca Martell — Mr. Dubovsky, you mentioned the motivational interviewing model. Is there
a model developed specifically for those who are affected with FASD?

Dan Dubovsky — Not yet. There are recommendations for modifying motivational interviewing,
and some people have worked on modifications for FASD, but as far as I know, it has not been
tested. Generally in motivational interviewing, the concept is that individuals do all the work
themselves. The therapist’s or facilitator’s job is to point out discrepancies between where the
person is and where they say they want to be in their life. The person then goes off and thinks
about that and considers whether there are behaviours that they need to change. For someone
with FASD, the work would be done by the therapist and the individual working together, rather
than having the individual going off and doing it alone. It would be a longer process, and
everything would be written down. All the strategies that are based on receptive language
processing would need to be altered so that they use multiple senses and are repeated and
reviewed repeatedly. I am hopeful that we will have an FASD-specific model in the near future,
although we need more funding for research on these sorts of modifications.

Edward Riley — You talked about the misdiagnosis of ADHD and oppositional defiant disorder.
This might be more of a semantics question, but do you think that they are really misdiagnoses or
that there are etiological differences between ADHD caused by alcohol and ADHD caused by
genetic factors? I mean, these kids really do have an attention problem.

Dan Dubovsky — They do have an attention problem and I think some of them have a co-
occurring ADHD, if we want to talk about ADHD in particular. But much of the research in
ADHD has shown a specific etiology of the problems in ADHD which has to do with
hypoactivity in the managerial level in the frontal lobes of the brain. This seems to be from a
lack of dopamine, which is why stimulants often help individuals to filter out stimuli and to
focus. But if the inattention and impulsivity are not due to a lack of dopamine in that area of the
brain and we use medications that increase dopamine above what it should be, then we see
worsening behaviours, to which we respond by increasing the medications. So I think it is more
than just semantics. I think there really is a difference. I think that some people with FASD have
a co-occurring disorder, but many people with FASD have ADHD symptoms but not a true
disorder. It really does affect the treatment approach. The same is true with oppositional defiant
disorder. Primary oppositional defiant disorder, without other co-occurring disorders, describes
conscious decisions to refuse to do what one is told to do. But in FASD, often it is an inability to
remember what they were supposed to do. As they get older, it is much better to say that they did
not feel like doing it than to say that they did not remember to do it. As Myles said earlier, it is
much better to be seen as bad then to be seen as stupid. So I think it is more than just semantics,
and I think we need to look carefully at filtering that out.
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Diane Malbin — 1 would like to comment very briefly on some of the bigger issues around DSM
diagnoses. The fact that there is overlap between neurobehavioural symptoms and behavioural
symptoms in DSM is well established. However, one problem with the DSM is that it places
clusters of presenting behavioural symptoms on Axis 1 without regard to etiology. That is a
fundamental problem. If we are looking for a unifying principle in order to understand the person
more holistically, then the fragmentation that results from multiple DSM diagnoses does not
move us in that direction. If you have a person with prenatal exposure to alcohol and ADD, the
diagnosis itself is not the problem. The bigger problem is what interventions that diagnosis
generates and what it fails to recognize. What about processing pace? What about developmental
level of maturity? What about sensory systems? What about executive functioning? Research has
found that 80% of people with FASD may be diagnosed with ADD. Research has also found
underlying neurocognitive characteristics for those with FASD/ADD to be different from ADD
where there is no prenatal alcohol exposure. Shared diagnosis means reliability; validity requires
etiology.

Raisa Deber — Do we have therapies that are likely to work? Does everyone need intensive case
management for the rest of their life, or are there interventions that allow people to move on and
function well?

Diane Malbin — We are talking about a significant shift in understanding human behaviour, and I
believe that one of the gifts of FASD is to further us down that road. The shift is from trying to
change the person to achieving changes by providing appropriate accommodations. In our study
and in the work in British Columbia, the targets of the intervention are the systems around the
person. The individual is not the one targeted for change, but rather the person-in-context. We
also redefine outcomes to speak of interdependence rather than independence.

Intensive case management that focuses on changing the person is much different from creating
an environment or context in which the person is able to succeed. A couple of points that Myles
made today speak to that. Once someone understands that he is not the problem, but simply has a
problem, esteem improves. Empowerment increases. Then we look at context. Making a few
accommodations here and there in scheduling and having understanding people working with
him in order to prevent problems improves things immeasurably. The goal is to move from
reacting to problems to being proactive in preventing them. Just because we have the problems
does not mean they have to persist.

Dan Dubovsky — We now call it fetal alcohol spectrum disorder, or, in the United States, fetal
alcohol spectrum disorders, and it really is a spectrum. So we cannot say that there is one
approach that everybody is going to need. Will there be people with an FASD who will need
intensive services long term? Absolutely. Will there be people with an FASD who just need
somebody to check in with them every once in a while as they get older? Absolutely. It is all
about that spectrum. As we look further and recognize what is going on in the brain to cause
difficulties in verbal receptive processing and difficulties in following multiple directions all at
once, we alter our approaches. For example, the idea that many people with an FASD learn best
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by modeling the behaviour of those around them has implications for case management. Instead
of traditional case management services, which might connect the person with services and then
leave it up to the person to follow through, we might provide mentorship programs. The mentor
would participate in activities in programs with the person, model the behaviours at the moment,
and pick up social communication issues when they occur rather than talking about them in an
office a day or a week later — which to the FASD person is like a year later, because every day
is a new day. This approach could be extended to programs such as foster care. For example, if
you have a young parent with an FASD who is raising a child (who may or may not have
FASD), instead of taking the child away for placement in foster care, let us put that parent and
child together in a family foster home where a foster parent can model parenting behaviour at the
moment something needs to be done. We could be very successful with this, and there is a
funded program in Victoria [British Columbia] that is doing that. I think there are different
approaches and modifications of approaches that are all based on the research into how the brain
works in individuals with FASD.

Frank Oberklaid — 1 think all of the things that you said are absolutely unarguable, but we have
heard that none of the symptoms that these young children present are unique to FASD. And a
lot of the things you are talking about are, in my mind, not specific to FASD — they are just
good clinical practice. They are relevant to a whole range of neurobehavioural and
developmental issues. Am I missing something? I think all conditions should have that approach
of individualizing, looking for etiology, trying something else if one thing does not work, etc.
Are you talking about something specific to FASD, or are you talking about something that is
unique to FASD rather than to all neurobehavioural issues?

Diane Malbin — The idea that brain equals behaviours and that brain function trumps
behavioural symptoms because it goes to etiology sounds very simple. But I think if we keep that
idea in mind and then revisit the behavioural symptoms currently captured in the DSM and
mental health diagnoses, it can help unravel the reason that we become so reactive to behavioural
symptoms. For example, I believe that frustration in response to behavioural symptoms is one of
the reasons children are moved from foster home to foster home. We interpret behaviours as
intentional and volitional, rather than as symptoms of brain dysfunction. Therefore, we try to
stop the behaviours and they get worse.

When we talk about neurobehavioural symptoms, we have a different lens through which to view
behaviours. At this point, few clinicians wear those glasses. We still view behaviours as either
intentional or attention-seeking, or as symptoms of a malfunction in the family, rather than
stepping back and asking a different set of questions and exploring what else is going on. How is
the brain organized? Cognitive behavioural techniques may have their place in some cases of
FASD, given that it is a spectrum, but in other cases they are completely counterindicated. As we
step back and ask different questions, we begin to redefine not only the nature of the problem,
but also our solutions.
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Rather than having the person coming in and sitting in an office talking for an hour a week, the
clinician realizes this is a person who has difficulty with receptive and expressive language and
with integrating information and then applying it. We step back and ask, “What is the problem?”
and then step back even further and explore, “Who is the person?” from a brain-based
perspective. That is the first question. We need a very good neurobehavioural screening tool to
help educate communities so we can build the context in which we can even consider the idea of
brain function for all human beings.

Dan Dubovsky — 1 believe that in an ideal world, we would want to look at every individual and
ask what that individual needs in order to be successful. That should be the focus. But I think we
have to recognize the brain research that Edward Riley, Sarah Mattson, and the group at San
Diego State and others have done, which indicates that our approach to FASD would be different
from our approach to somebody who does not have an FASD. An example is a family that I have
worked with, in which the young man has an FASD and a diagnosis of ODD and of RAD
(reactive attachment disorder). When I went to visit the family one Sunday night, this 11-year-
old had a friend over, and he said to his father, “Dad, can my friend stay over tonight?”” His
father said, “No, he cannot stay over,” and the son said “Why not?” His father said, “Because it
is Sunday night, you have school tomorrow, and you still have homework to do. Maybe another
time.” The son crawled onto his father’s lap, grabbed his father’s shirt with both hands and
started shaking his father, saying, “Why can't he stay overnight?” and the father calmly explained
why he could not stay overnight, and the kid got more and more agitated. This went on for about
45 minutes — I was exhausted watching it — and after 45 minutes the father finally sent his son
to his room. And I said to him, “You know, I do not think that is the best approach because your
son does not know when it is okay to grab your shirt and when is it not okay anymore. Every
once in awhile you get angry about it and then you calm down again, and that is very difficult for
him. Probably the best thing would be to not let him grab your shirt at all.” And he said, “But |
took him to an expert on reactive attachment disorder, and he said this is the way he attaches and
I have to let him do this.” And I said, “But not if he also has an FASD.” That is something that
we have to remember when dealing with this.

Sterling Clarren — 1 think that, for the jury who have not spent years in this field, there is a
nomenclature problem we should put on the table because we keep tripping over it. In the field of
developmental medicine, FASD is unique in that it is an etiologic diagnosis rather than a
functional diagnosis. And the value of knowing that “alcohol did it” is in prevention. From the
affected child’s position, it is useless. We need a second term that we do not have. We have
struggled to describe this form of diffuse brain damage that leads to severe maladaptation. That
is what is missing. Can other conditions cause it? Absolutely. Years ago, I recruited my wife,
who is a neuropsychologist, to work with us in our field, and after a couple of weeks she very
sheepishly said, “You know, honey, these kids look just like all those brain-damaged children I
used to work with on physical therapy ward.” She thought I would be upset. But I was delighted,
because that is the point — there are other people with other etiologies; the only difference is
that we have lots of them. And alcohol is a very efficient way to find kids with a very difficult
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form of brain damage. Once we figure out how to manage these kids, we will want to apply that
to any child with this kind of brain damage. And arguing endlessly about whether it is alcohol
and whether it is unique is missing the human point that we do a perfectly lousy job of managing
this form of brain damage, no matter who has got it. And that is what we really need to work on.

Question 4

How can FASD be prevented? Pre-conception initiatives

Pre-conception initiatives
Lola Baydala, Associate Professor of Pediatrics, University of Alberta

The questions I have been asked to address are: How can FASD be prevented? Are there
evidence-based pre-conception initiatives? I am going to focus specifically on school-based
substance-use prevention programs, using an example to illustrate how we can move research in
this area into practice.

In 2008, the Public Health Agency of Canada published a summary of Canadian perspectives on
FASD prevention, developed after consultation with Canadian experts in the field. This summary
outlines four levels of prevention. The first level is raising general public awareness through
broad strategies, including public policies and health-promotion activities that engage people at
the community level. Examples of level one strategies would be information sheets, media
campaigns, or booklets that are distributed to the general public. Level two strategies focus on
women of childbearing age and their support networks. These strategies involve a collaborative
discussion of alcohol use and its risks. Examples of level two strategies include programs that
train physicians and other healthcare workers in substance-use prevention counseling. Level
three prevention strategies include specialized perinatal programs that provide care and treatment
for women who are using alcohol during their pregnancy, and level four strategies involve long-
term supports to enable new mothers to maintain whatever healthy changes they have already
been able to make in their alcohol use during their pregnancy.

School-based substance-use prevention programs are pre-conception FASD initiatives that
encompass both level one and level two strategies of prevention. School programs incorporate
discussions about substance use and its risks, and provide children and youth with the knowledge
and skills they need to resist substance use. The most effective programs incorporate three levels
of knowledge: resistance skills training, which helps kids say no when they are in the vulnerable
position of being encouraged by their peers to use substances; social and personal self-
management skills, which help to support a child’s self-esteem; and factual information about the
risks of drug and alcohol use. There is strong evidence to support the effectiveness of school-
based programs when knowledge in all three of these areas is included.

A review of school-based substance-use prevention programs can be found on the National
Registry of Evidence-based Programs and Practices developed by the U.S. Department of Health
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and Human Services. This registry is a searchable database of evidence-based interventions for
the prevention and treatment of both mental health and substance-use disorders across all ages.
The registry regularly updates a report of evidence-based programs, which includes information
about each intervention, its targeted outcomes, the research to support its effectiveness, and
whether or not that intervention is at an appropriate stage of development for broad
dissemination. The National Registry also rates the quality of the research to support the
interventions. They use six indicators to do this: the reliability and validity of the measures that
were used in the research; intervention fidelity (was the program delivered in the way it was
supposed to be delivered?); missing data and attrition (was there missing data or participant
dropout that affected the results?); potential confounding factors; and the appropriateness of the
analysis used. The registry asks independent reviewers to evaluate the quality of the research
using these six indicators for every intervention that is available, and they assign a score between
zero and four for each indicator, with the highest possible score being four.

Based on this evidence and on an independent review of school-based substance-use prevention
programs completed by a team of researchers at the University of Alberta, the Life Skills
Training (LST) program developed by Dr. Botvin at the Institute for Prevention Research at
Cornell University has been found to be the most effective school-based substance-use
prevention program available. The LST program has been evaluated in more than 30 scientific
studies, most of which were randomized trials involving over 330 schools and 26,000 students in
urban, suburban, and rural communities. Ratings of the quality of the research to support this
intervention have consistently been between 3.9 and 4.0, which is the highest possible rating.
Broad dissemination of the program began in 1995, and since then an estimated 50,000 teachers
in 10,000 schools involving over 3,000,000 students in 32 countries have participated in the
program. The LST program is an evidence-based generic program, and, as mentioned, has been
found by a number of different program providers to be highly effective with students from
different geographic regions and different socioeconomic, racial and ethnic backgrounds.
However, despite the overwhelming success of the program, it has never been evaluated with
Canadian Aboriginal children and youth, and its effectiveness in this population is not known.

The Alexis Nakota Sioux Nation is a community of approximately 1,500 people situated about
100 kilometres west of Edmonton. In 2005, the community invited researchers from the
University of Alberta to adapt, deliver, and evaluate the effectiveness of the Life Skills Training
program in their community. The goals of the community were to review and adapt the program
to ensure that it incorporated their language, visual images, and cultural teachings; to evaluate
the effectiveness of the modified program; to make sure that the fidelity of the program was
maintained after the adaptations were completed; and to restore and preserve their Isga culture.
To achieve these goals, the Alexis Working Committee was established. This committee
included community members as well as academic members from the University of Alberta. As
a first step, terms of reference were developed that described the roles and responsibilities of
each committee member. The committee successfully applied for funding to adapt, implement
and evaluate the program, and a band council resolution and letters of community support were
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obtained. In addition to the working committee, an adaptations committee was established. The
adaptations committee includes community members, school personnel, and elders who attend
each meeting.

Over a period of two years, the committees met on a regular basis and completed adaptations to
the program, which included Alexis Nakota Sioux teachings, such as ceremonies, prayers,
storytelling, and personal life stories, the Alexis Isga language, Isga artists’ graphics and
pictures, as well as drawings submitted by students who attend the Alexis Nakota Sioux Nation
School.

Previous research has shown that cultural adaptations can significantly improve engagement and
acceptability of a prevention intervention. Furthermore, I believe that there is an ethical
imperative to ensure that interventions developed by one culture do not negatively impact the
cultural values, competence, or language of another culture where the program will be delivered.
Research has also shown that those who participate in culturally adaptive programs are able to
relate more closely to the curricula and engage in the program. We know that culturally adaptive
programs aid in the development of a stronger identity and cultural pride, which in turn function
as protective factors against substance use. And a community that is involved in the adaptation
and implementation of a prevention program is more likely to feel a sense of ownership and
empowerment, both of which are critical first steps in creating social change.

The Alexis Nakota Sioux Nation School is attended by children from kindergarten to grade nine.
During the 2008 school year, the first level of the three-year adapted program was successfully
delivered to students at the school by a community program provider. After the first year of the
program, pre- and post-program questionnaires showed positive changes in students’ knowledge
and attitudes towards drug and alcohol use and significant growth in their social skills. Talking
circles, or focus groups, also showed ownership of and investment in the program, teaching
approaches that correspond with the learning context, world views, and relationships of the
community, and participation of the community elders.

We were also able to document substantial growth in community capacity, using the Public
Health Agency of Canada’s Community Capacity Building tool. This tool measures nine areas of
community capacity: community participation and leadership; the acquisition of community
structures; external supports; asking why, which is getting to the root causes of why substance
use occurs in the community in the first place; obtaining resources; community skills knowledge
and learning; academic skills, knowledge, and learning — there is definitely an academic
component of capacity building that occurred; and linking with others in sense of community.

My summary and recommendations are as follows. Highly effective evidence-based substance-
use prevention programs for school-aged children and youth exist. These programs should be
made available to all school-aged children, both Aboriginal and non-Aboriginal, as part of their
regular curriculum. Where appropriate, the programs should be adapted to incorporate the
cultural beliefs, values, language, and visual images of the community where the program will be

Fetal Alcohol Spectrum Disorder (FASD): Across the Lifespan



delivered. And, to ensure community ownership of and investment in the program, adaptations
and implementations should involve a community-based participatory approach.

Inventory of primary prevention campaigns
Robin Thurmeier, FASD Resources Researcher, Saskatchewan Prevention Institute

We developed an inventory of FASD primary prevention resources across northwestern Canada
in order to discover the scope of primary prevention activities and to explore the outcomes of
those that have been evaluated. We completed an environmental scan to create an inventory of
existing projects and to identify gaps and successes. For the purposes of our project, we used the
primary prevention definition provided by the Canadian Centre of Substance Abuse, which
defines primary prevention as community efforts to protect health by increasing knowledge and
awareness of a particular health problem.

We included resources in our inventory if they had a focus on primary prevention, if they
provided information about FASD, and if they were developed for use within northwestern
Canada. The resources could be part of a larger awareness campaign strategy, or they could be
produced independently of a strategy (for example, a one-off resource that organizations
produced specifically for their communities). FASD stakeholders across northwestern Canada
were contacted and asked to provide any resources they had developed and any evaluations done
on those resources. We also searched the websites of relevant organizations across Canada to
find their current materials. In total, 262 resources were collected. Figure 11 shows the
distribution across the provinces (Ontario resources are shown separately, but also included in
the national bar).

Figure 11: Resources Collected by Region
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We decided to include one campaign from Ontario in our inventory, the Be Safe campaign
developed by Best Start. It included an evaluation component and was similar to many of the
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campaigns developed across northwestern Canada, such as This is Our Baby from the Yukon,
and Alcohol and Pregnancy from British Columbia.

The inventory includes print resources, such as posters and brochures; multimedia resources,
such as public service announcements, videos, and DVDs; and novelties, such as pins, coasters,
and bookmarks. The resources are used to inform their intended audience about FASD.

Women’s centre messages provided specific messages to women about how they can avoid
alcohol abuse during pregnancy. Community and family support centre messages provide family
and friends and community members with information about how to help prevent FASD. The
key message across all of these resources is that alcohol consumption during pregnancy can harm
the fetus. Targeted audiences included women, youth, friends, Aboriginal cultures, professionals,
and the general public.

We found only four campaign evaluations. These were evaluations of the Born Free campaign
from Alberta Children’s Services, the Mother Kangaroo campaign from the Saskatchewan
Prevention Institute, the With Child, Without Alcohol campaign from the Manitoba Liquor
Control Commission, and the Be Safe campaign that I mentioned earlier. All of the evaluations
showed an increase in awareness and knowledge about what FASD is, what causes FASD, and
the ways FASD can be prevented. General awareness post-campaign was at least 90% across
each of the campaigns that were evaluated. While print resources were the most numerous,
multimedia resources were most often recalled by the public. The evaluations show that each
campaign was successful in increasing awareness and knowledge of FASD; however, little is
known about actual behavioural change. For example, the post-campaign evaluation of the
Saskatchewan campaign showed that only 44% of respondents indicated that they had supported
a woman’s choice not to drink. There were just two questions in the entire survey asking if the
respondent had supported past attempts to decrease drinking alcohol during pregnancy. While
awareness campaigns generally do not contain a behavioural change component, this change is
obviously a desired outcome of these campaigns. Many women continue to drink during
pregnancy, and half of the pregnancies in Canada are still unplanned.

We are now looking at social marketing to address these behaviours. Social marketing may offer
a tool for creating behavioural change, particularly in identifying and targeting groups at risk.
Basford et al. in 2005 identified five target groups that could benefit from social marketing
strategies being developed for them. These include women who may drink during pregnancy,
women who might be pregnant but do not realize it, youth, partners and friends, and healthcare
professionals. This framework also incorporates theory to help understand behaviour, provides
strategies for adopting new behaviours, and reduces barriers to the desirable behaviour, while
providing opportunity for new behaviours and promoting the new behaviours as attractive
alternatives.

Providing a framework to explore the reasons why people engage in harmful behaviours is key to
creating effective campaigns. A behavioural change model needs to be employed to guide the
creation of materials and interventions that will bring about the desired behavioural change, and
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to develop evaluation tools to better understand whether the intended outcomes are occurring.
One model that we found to be effective, and which we recommend for future FASD campaigns,
is the Protection Motivation Theory. This model suggests that motivation to select positive
behaviour is maximized when the threat is viewed as particularly severe. The social, monetary,
and physical costs of making the change must be relatively small, and the people need to feel
confident in their abilities to make the change.

Here are some recommendations on prevention and awareness campaigns:

1. An effective evaluation strategy is crucial, as it provides the tools for measuring
outcomes, regular feedback to keep objectives on track, and a clear plan for future
campaign development. It also provides other organizations with information helpful in
developing and improving their campaigns. The evaluation process takes time to develop
and implement, so it is advisable to begin before even developing the campaign.

2. A behavioural change model should be incorporated into campaign design to guide the
preventative strategies and to measure and explain any behavioural change that occurs.
Each intended audience needs a targeted message with images and types of media that
will engage them. A behavioural change model will help you understand what
behavioural change is occurring, what specific groups need to know, how they can learn
this information, and how they will move forward with a change. It also helps create a
strong research-based precedent to assist in obtaining future funding and to ensure
successful outcomes of future primary prevention campaigns.

3. Community engagement is important, and community partners and stakeholders can
assist with campaign development and evaluation. Ensuring that you have representation
from each of your target groups will create a sense of ownership in the campaign and will
improve its chances of success, as they can help develop messages that are meaningful
and delivered by the most effective modes of communication for their groups.

Primary care physician perspective

June Bergman, Associate Professor, Department of Family Medicine, Faculty of Medicine and
Dentistry, University of Calgary

Primary health care is the provision by clinicians of integrated, accessible healthcare services
that address a large majority of personal healthcare needs and develop partnerships with patients
within the context of family and community. Primary health care also has another dimension,
one of looking at the determinants of health and the creation of community capacity. We know
from the work of Barbara Starfield and others that a good, strong primary care system improves
the health of the community and is highly cost effective. Ninety per cent of all contacts with the
healthcare system are in primary care, which means that primary care is the opportune setting in
which to provide interventions to patients. However, we do not always take advantage of this
opportunity.
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Since the 1950s, primary care has been based on the following principles of family medicine: it
is relationship-based, resourced in the community, and strong focused on clinical excellence.
One way to describe it is that primary care cares for the whole person as situated in the family
and the community over time. Primary care is concerned about prevention, identification of
disease or risk factors, treating acute disease, supporting people, and opening doors to secondary
and tertiary care.

Many organizations in Canada have created guidelines to identify and treat individuals who have
FASD or are at risk of drinking during pregnancy. All agree that prevention is the area in which
we should focus our efforts. The Canadian Task Force on the Periodic Health Exam has
recommended that case finding, counseling, and follow-up are effective. This is not a Level A
recommendation because the evidence to support it is not available; but as clinicians, we believe
this to be a good recommendation. Other experts agree. A joint statement by the Canadian
Pediatric Society and 17 co-signatories recommends prevention efforts that target women before
and during childbearing years, along with their partners, families, and communities. The College
of Family Physicians recommends that primary care physicians be involved in screening for
alcohol use during pregnancy, referral for diagnosis, follow-up, and linking patients to
community resources. In Alberta, a group called Towards Optimized Practice (TOP) has
developed a clinical practice guideline on the prevention of FASD, last revised in 2005. This
guideline divides prevention into three areas: primary prevention, which advocates abstinence
from alcohol during pregnancy in order to prevent FASD; secondary prevention, which tries to
help women who drink during pregnancy, in order to reduce harm to the fetus; and tertiary
prevention, which looks at mitigating the harm to an affected individual.

What barriers do we face in providing effective screening for FASD? Little research has been
done on barriers to screening specifically for FASD, but literature on prevention and screening in
general divides the issues into provider issues, system issues, and patient issues. The provider
issues are likely obvious. A lack of training is a common one, although the TOP program tries to
address this by helping primary care offices to implement quality-improvement activities. But
training and knowledge is very often the least of the problems. Providers also face a lack of time,
often due to business models of patient care that leave little time for screening. Clinicians know
what they could do, but do not have the ability to do it at that particular time. Another provider
issue is uncertainty about where to get help if screening is done and a problem is found.
Clinicians need to have contacts, to be able to draw upon a broad range of health professionals
and skills. Providers also face personal discomfort in bringing this issue up with their patients or
in their ability to provide services in this area. System issues are shortages of resources, such as
qualified, publicly-funded counselors, or a lack of access to such resources. Patient issues
include feeling stigmatized by the diagnosis and failing to comply with treatment because they
lack understanding or are not convinced that it is the correct treatment.

Primary care reform is underway across Canada, and in recent years every province and territory
has shifted the manner in which primary care is provided. Three provinces — Alberta, Ontario,
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and Quebec — have moved into partnership with physician networks. The other provinces are in
varying stages of the process. They have been more focused on a primary healthcare model
looking at determinants of health and community development. All jurisdictions are looking at
shifting their focus from responsibility for caring for individuals to responsibility for
populations. They are looking more closely at who is receiving care and who is not. They are
also thinking more about preventative screening (for example, a patient may have come in for
her cold, but it may be an opportune time to get a cervical screen or mammogram as well). There
is also a move to multidisciplinary teams that vary with the needs of the communities they serve.
These can include nurses, occupational therapists, physiotherapists, dieticians, and others. An
important underpinning of each model is information management and technology that provides
a means of sharing information and improving the continuity of patient support. Underlying
choice for people is another focus and improved access is a strong indicator in all. Primarily, we
are looking at ways of providing 24/7 access to care and of addressing the unattached element,
that is, the many people in Canada who do not have a family doctor at present.

The new models take many different forms. There is shared care, where primary care physicians
partner with specialists, other healthcare professionals, or other programs already in existence.
There is team-based care with improved access to mental health professionals. This approach can
play an important role in FASD prevention, because a large part of the prevention we can do in
primary care is to recognize families and individuals of chaos (that is, people who have high-risk
behaviours). In my own primary care office, I have a behavioural therapist and I can get people
in to see this person within a week. Some of models emphasize co-location of teams, which is
also helpful because we can learn so much from each other. Primary care offices are also now
able to partner inside and outside of the health system in ways we never could before. For
example, the primary care network that [ am a part of is partnering directly with pediatricians in
the Kids in Care program in Calgary. Kids are accepted into care in one of our chronic disease
clinics, where they have access to pediatricians and ongoing care, but with the intention of
moving them eventually to a primary care provider.

The role of primary care in FASD has several facets. First, our role is very much about
prevention. New primary care models are giving us the ability to do more anticipatory
counseling and early identification with primary, secondary, and tertiary prevention. In the area
of treatment, we see people at a young age when they can be referred to specialists for early
interventions. Our longitudinal relationships with patients enable us to support both individuals
and families within the community. When an individual has a problem, other family members
often have their own issues and need support and coping techniques. Primary care also enables
individuals to remain in their communities, as we are able to monitor patients over the long term.

These are some of the strengths of primary care that can lead to successful partnerships in
addressing any complex condition, but particularly FASD. First, primary care is good at
maintaining continuous relationships with patients. This is a key benefit that primary care
providers offer to the healthcare system. Primary care maintains a community focus and keeps
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people in the communities in which they have lived all their lives, rather than institutionalizing
them. Team-based primary care provides a wider range of skills and supports, and the
multidisciplinary partnerships for which we now have the organizational structure will provide
some of the best intersectoral care in complex issues like FASD.

Jury questions and answers
(Lola Baydala, June Bergman, Robin Thurmeier)

Marguerite Trussler — Are any of you involved in or knowledgeable about the development of
the national alcohol policy, and, if so, are you aware of whether or not they are going to tackle
the issue of preventing FASD?

Nancy Reynolds — 1 hear many “no’s.” It seems that there is not an awareness of that and how
that is being dealt with.

David Butler-Jones — Lola Baydala, you gave us an excellent overview of the program that you
have put in place in the Aboriginal community, but you did not tell us what the results were in
terms of behavioural change. I presume it was successful in creating knowledge and awareness,
but what about behavioural change?

Lola Baydala — We are now in the second year of delivering the program. We have some initial
results from the first year that show changes in children’s attitude, knowledge, and self-esteem.
We do not have any markers yet of changes in substance use, as it is actually a six-year program.
Three years of the program are delivered in elementary school, in grades three, four, and five;
and then another three years are delivered in grades six, seven, and eight, or grades seven, eight,
and nine. Each year builds on the previous year. We know that the program is effective, so the
question is, Can we adapt the program and maintain the effectiveness? We will not know that
until the end of the six years, but the preliminary results show us that we can. The community is
very engaged, there is growth in community capacity, and the findings after the first year were
consistent with the literature on first-year findings in the full programs.

David Butler-Jones — My real interest would be well beyond when they are in grade nine. What
happens to them when they are in their late teens and early twenties?

Lola Baydala — The research on the program shows that the effects found at the end of the six
years were maintained up to six years after the program was delivered. So there is evidence to
support that, and there is no other program available that shows that. Interestingly, in Alberta,
one of the programs most widely used in schools is the D.A.R.E program. Every child that I see
in my office, as a pediatrician, gets this program in their school. And there is no evidence to
support its effectiveness. Not only that, but there is evidence to show that the program is not
effective; as a result, funding for that program has been pulled in many schools in the United
States. I think this is a very good example of evidence not being translated into practice. That is
why these conferences are so great, because we bring together the evidence and the policy-
makers.
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David Butler-Jones — This question is for Robin Thurmeier. Of all of the studies that you looked
at, did any provide for longitudinal research, that is, research that would look at how behaviour
had changed? Was there funding in those studies to do the longitudinal research? And a corollary
to that, what would be the appropriate amount of funding to allocate towards longitudinal
research as differentiated from short-term attitudinal research?

Robin Thurmeier — There was no longitudinal research. I think most of the post surveys were
completed six months after the campaign development, so those were, in effect, six months after.
In the Prevention Institute, we have been evaluating our FASD program and awareness
campaigns for the last five years. As a result, we have more evidence, and awareness is high; but
the evaluation of behavioural change has not been completed yet. As for funding, I am not sure.
One would have to contact a social marketing firm, or whoever is brought in to complete the
evaluation, to determine what needs they would have financially.

Rebecca Martell — Dr. Baydala, I appreciate your example of Alexis Nakota Sioux Nation, your
profiling of it as a unique community, and your proposal that the integrity of each community
must be honoured in the development of culturally adaptive programs. Do you see this being
done for all of the reserves in Alberta — where each reserve would be viewed as unique funds
would be made available to develop individual programs?

Lola Baydala — That would be ideal. As a result of this project at Alexis, we have received
funding to do a similar project at the Muskogee, Bear Hills, Cree Four Nations, and Hobbema.
We will be working with them to adapt the program into Cree. That will be four communities, as
well as the school at Pigeon Lake, which is an Aboriginal community. Projects in First Nations
communities, I have learned — and I think it is very wise — start very small and very
organically. You start with one thing and then there are two, and then there are four, and then
there are eight. Success comes from working that way, rather than from the top down, and from
allowing yourself to be led into the next step. These four communities will be the next step, and
then we hope there will be other communities. It will be a long-term process, but it will be worth
it.

Raisa Deber — Is there any evidence that these programs work differently in at-risk populations
than in a general population? Does the program rely on receptive language processing? And is
there any need to tailor it to the most vulnerable populations?

Lola Baydala — We have observed that the needs of the children in the community are different
from those of children in other communities. That is why it is so important that a community
program provider be trained to deliver the program — someone who knows the community and
knows the kids and the parents, and is able to relate to those children through kinship
identification, ceremony, or some other way besides just verbal communication.

Raisa Deber — I am wondering whether there is a difference in evaluation and prevention in
different subpopulations, because something that would work in one population might not work
in another.
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Lola Baydala — There is a parent component of this program. The community had a discussion
about adapting it so that parents could support what the children are learning in school. But that
particular parent program assumes that the parents of these children are healthy, and not all the
parents in that community are healthy. We are going to have to look at another way of addressing
that. So, no, it is not always adaptable, and that has to be considered.

Lee Ann Weaver-Tyrrell — This is a question for Robin Thurmeier. In your identification of the
262 resources, were you able to obtain data on the cost of creating those resources?

Robin Thurmeier — No, 1 was not.

Lee Ann Weaver-Tyrrell — Are there plans in place for the next phase of a changing-behaviour
program to share in the development of resources, or a provincial or interprovincial strategy to
work together on that?

Robin Thurmeier — Our research team is currently completing focus groups with professional
women who are over 30 and drink socially. This is one of the groups considered to be at risk of
having a child with FASD. We have been finding a little bit of resistance in this subpopulation.
These women look into the research themselves and they find current prevention strategies too
simplistic. Our research team is developing a survey to implement this winter, and we are
applying for funding to test a social marketing strategy with this group to see what type of
behavioural change we can create.

Christine Loock — My question is for June Bergman. I am very excited to hear you talk about
primary healthcare reform and opening the doors to more relationship-centred care and to
collaboration across the health and education sectors. We have universal health care founded on
the principles of accessibility, portability, and accountability, but there are inequities in access.
In our province, we are seeing a great deal of difficulty accessing care. We have walk-in clinics,
but we do not have continuity networks for primary care. What strategies are being created to
augment these walk-in clinics? It is difficult to have a frank discussion about drinking during
pregnancy or about your child’s developmental difference or relationship violence in the absence
of a continuity relationship. How will primary health reform address this issue of drop-in walk-in
clinics?

June Bergman — It is an interesting question. Walk-in clinics are business propositions. If you
change the environment and the business proposition is no longer viable, it will not continue to
exist in that form. We are already seeing that in most places across Canada. Chronic disease and
time-based care are becoming more important. As a result, we are seeing a shift away from walk-
in clinics because the care provided there is no longer much of a business proposition. That is
where policy and theory come into play. It is a question of what you value in a primary care
environment and how you choose to resource that primary care environment. The various
provinces are now doing such things as shifting fee schedules, providing money for
multidisciplinary teams, providing a different kind of incentive for outcome-based medicine.
You get the right outcomes only if you do the right things ahead of that, and the rewards system

Fetal Alcohol Spectrum Disorder (FASD): Across the Lifespan



is tied into that. That is being done right now in about 12 different ways across Canada. I believe
we will end up in a similar place, but the comparative evaluation has been limited by slowness in
the infrastructure of looking at primary care.

Anne McLellan — This question is for June Bergman. In reading some of the research, I was
surprised by the fact that family physicians do not appear to have a protocol for discussing the
risks of drinking during the pregnancy with pregnant women. I read that doctors in some cases
are even resistant to asking whether the woman in front of them, who is pregnant, does in fact
drink. I would have thought that was pretty standard for any doctor. How do family physicians
approach the young woman who comes to their office, who is of a certain age, maybe seeking
contraception, maybe not. Do they have a discussion at some point about the risks of drinking
and pregnancy, whether planned or accidental?

June Bergman — The prenatal forms in most provinces include a little check box for “Have you
discussed alcohol with this patient?” Whether individual physicians do it or just check it off, I do
not know. It is there as a reminder, and I assume that people do it in a very logical way. The
other question is a bit more difficult. As primary care physicians, we are right now shifting away
from doing annual medicals and moving into periodic health assessment. It is a different thing.
When we do a periodic health assessment, we look at people in the context of their lives, their
age and stage, and we apply a little algorithm to that so that we can say, “These are the risks for
you at this age and stage.” We may not listen to the heart all the time, but we address those
things. Are we doing it very well? Probably not as well as we could. That is why I am excited
about primary care networks. I think as we move into teams, as we get out of our isolation, those
kinds of things will be introduced more as the way you do business. Primary care networks shift
us from being independent, private practitioners running a business only — and doing the best
job that we can in that context — and bring us into a place where it becomes easier to do the
thing we should do than to not do it.

Gail Andrew — Physicians and their team members need to be able to work with that woman who
says, “Yes, I drink.” I think that is the barrier. You do not want to hear the “yes,” because what is
next? But if you have in your team the resources to give her the help she needs, whether it is a
brief intervention, motivational interviewing or connecting her with a higher level of treatment,
if that is at your fingertips, you will go there.

Audience questions and answers

Audience, John Sproule — 1 am wondering about prevention strategies in the area of
communicating to a woman’s partner or other family members the actions they might take if she
is drinking and therefore exposing the fetus to alcohol. What are the responsibilities in that kind
of communication? I know there are issues around the rights of a woman to have control over her
body, but other people might also have some participating rights. And a second question: I have
heard that there is some bias in reporting in FASD because of stigma — that a condition that
would be diagnosed as FASD in an Aboriginal population might be diagnosed as something else
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in a non-Aboriginal population. I am wondering if that is true and feeds into prevention efforts in
a primary care physician’s office.

June Bergman — One of the major benefits we have in a primary care environment is that we are
not an alcohol clinic, we are not a sexually transmitted disease clinic, we are not a whole lot of
things that have stigma attached to them. We are a primary care clinic. Everybody goes to them.
The second benefit is that we look at people in the context of their family and community, so it is
very easy to ask questions about what kind of supports they have. Oftentimes, we have already
identified women who are in chaotic relationships, and if we have the ability to provide
counseling, they often have already been there. In primary care networks, with an increased skill
set behind you, you can more easily ask the questions that get you to the place to say, “Okay, we
can easily do a small intervention here. We do not even have to go outside this clinic; all of those
services are here, no stigma attached.” The gender issue I find interesting. [ am the mother of
three sons and the difference in relationship between them and their children, and my husband
and our children, and my father and his children, is phenomenal. This new generation of men is
wonderful. They are part of the family in ways that I have not seen for a long time. So I think
those questions are becoming easier and easier to ask.

Robin Thurmeier — In regard to community action and prevention, any actions that are
suggested to the community must be carried out in a respectful, non-shaming way. Our efforts at
community engagement need to educate the community on FASD, as well as on what supports
are available if they want to bring up an issue with their partner, or with a friend, so that if they
choose to take action, they know what to do.

Lola Baydala — With regard to the diagnosis of FASD being higher in Aboriginal populations, I
know that FASD crosses socioeconomic boundaries. However, when you control for poverty, the
rate of diagnosis of FASD in Aboriginal populations is exactly the same as for the general
population. There is a huge confounding variable which is poverty, and that is the issue.

Gail Andrew — And on the other side, are physicians asking women from the higher
socioeconomic group the question, did you drink during pregnancy? We are not sure. In my
clinical experience, I see children from across the spectrum of socioeconomic groups. In several
cases, the birth mother has admitted to alcohol use, but has said, “I do not wish to have this
written any place but this will help you to understand my child.” I am therefore unable to make a
diagnosis. My part is to counsel her to get help for her child and, over time, I have had some of
those women come back and say, “Okay, I am ready to move on, to get the help we need to have
my child better understood and supported.”

June Bergman — From a primary care perspective, [ would add we are not looking for a fetal
alcohol diagnosis so much as we are looking for a child who is struggling, who is not developing
the way we would like. Our part is to identify the not normal, or the not average. From there, we
need resources behind us to help with identifying very clearly what is going on. Is there brain
damage? Is it mental illness? What is going on?
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Audience, Nancy Poole — 1 would like to answer the jury question about the national alcohol
policy. The prevention of FASD is not at all adequately integrated into the national alcohol
policy work, and it would be most welcome if the jury saw fit to make note of that. I have just
had the great pleasure of being a visiting scholar for two months in Australia, where I visited a
number of communities in which alcohol policies, including restrictions on alcohol availability,
have been put in place. This has had a tremendous impact on their capacity to reach women and
prevent FAS. T think there is much to be done to link up our work in FAS prevention with those
larger alcohol policies, and it is very important to achieve this integration. On that note, a
number of us are presenting on this issue to the Issues of Substance conference in Halifax, a
conference sponsored every two years by the Canadian Centre on Substance Abuse. We are
hoping to open up dialogue on this point with the designers of the national alcohol policy. I do
not think it can be over-emphasized how critical it is to link these two things.

Mentoring programs for at-risk mothers

Nancy Whitney, Clinical Director, King County Parent-Child Assistance Program, University of
Washington

I am here to talk about mentoring programs for mothers at risk and, specifically, the Parent-Child
Assistance Program (PCAP), which originated at the University of Washington in 1991. We
talked yesterday about risky behaviours and the populations that are at most risk of having
children with FAS. These are the mothers that we work with. The problem is maternal alcohol
and drug use during pregnancy. It puts those children at risk for health effects that will last for
the rest of their lives and it puts them at risk for compromised home environments. Poverty,
domestic violence, and untreated mental health problems are all factors that create a less than
desirable home environment for children to grow up in. Without intervention, there is a very real
possibility that these mothers will continue to have drug- and alcohol-affected children. These
problems are very expensive to our society, both in actual dollars and, for lack of a better phrase,
in injury to the soul. These families are hurting, and these problems are completely preventable.

PCAP started in 1991 as a federally-funded research program in Seattle. It has since acquired
state funding for expansion into nine Washington counties and has been replicated all over the
United States. Many sites here in Canada are based on the PCAP model, one of them being the
First Steps program here in Edmonton. This program is evidence-based. I will talk about
outcomes and how we measure whether or not we are doing a good job.

The primary goal of the program is to prevent the future births of children that are affected by
drugs and alcohol. Simple to state, not so easily done. This is an intensive three-year home
visitation program. The staff who do this work are what we would call paraprofessionals. That is,
we do not hire licensed social workers, we do not hire chemical-dependency professionals, and
we do not hire nurses. We hire women who have some life experience that puts them a little
closer to these clients and allows them to come to work with a little extra compassion for what
these women face in their daily lives. We call it a home-visitation program. That is a bit of a
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misnomer, because in the very beginning of our work many of the clients do not have homes.
The more accurate way to express it would be to say that we go where they are. If that is a street
corner, if that is a shelter, if that is a treatment centre, that’s where we go. I tell my clients,
“We’re going to stalk you for three years.” And they believe that, eventually.

The enrollment criteria are very simple. A woman is eligible if she is pregnant or up to six
months postpartum, has heavily used drugs or alcohol during the pregnancy, and is not
successfully engaged with community service providers. This is a little subjective, so the way |
explain it to social workers and people who recommend the program is that if you can give this
woman a to-do list and she will do it, or an appointment card and she will keep the appointment,
she is not a PCAP mom. A PCAP mom is the one who loses the card in the next five minutes,
calls you several times to get the information again, and still does not show up.

Some basic characteristics of our clients are as follows. The average age is 26; most are not
married; by the time we meet them, most have two children and are likely not caring for either of
them. They have not completed high school; they are likely to be homeless; they are
unemployed; they are on welfare as their main source of income; and they have been to jail at
least once. As my boss, Dr. Grant, is very fond of saying, these women are the children we are
trying to prevent. For 90% of them, one or both parents were substance abusers. So a significant
number of the moms that I work with are probably fetal alcohol affected and have probably gone
their entire lives without diagnosis or help. The majority have reported physical or sexual abuse,
or both, during childhood. Many of them have been in foster care. What is rather scary to me is
that although almost 90% of them were raised in substance-abusing households, only 25% were
likely to have been removed. This means that a significant number of them stayed in those
substance-abusing households for the duration of their childhood. Not surprisingly, 67% of them
ran away from that household as a child.

At least half of them report at least some alcohol use during pregnancy. At least 25% of them
report binge alcohol use, which we know is the most dangerous drinking pattern for FAS. They
are also poly-substance abusers (methamphetamine 58%, cocaine 34%, heroin 12%, marijuana
52%, tobacco 79%).

The PCAP intervention is a two-pronged approach. I have talked about the experience that the
advocates bring to the job. The other important aspect of the advocate is that she is very well
trained and closely supervised. We do not just throw these mentors out into the field. To do this
work they need a great deal of help and support, and we make sure that they get that.

The advocates have two jobs. The first one is to work with the client and her family, which
includes whoever is in the woman’s circle. It may be her children; it may be her mother; it may
be her boyfriend. We try to engage everyone in her circle in the process of her recovery, even if
that means offering them services or connecting them to services in the community. The second
job is to work with the community providers. You saw our earlier slide saying, “When case
management isn’t enough.” That was the title of the original article. The reason it was called that
is that these women had case managers, they had CPS [Child Protective Services] workers, they
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had welfare workers, they had probation officers, they had public health nurses, and still the
problematic behaviour continued. They were slipping through the cracks. So our job at PCAP is
to work with those providers to keep an eye on what they are doing with her and asking her to
do. If the chemical dependency counselor tells her to go to group three times a week and the
social worker says to do visitation three times a week and they happen to be at the same time,
these moms are not very good at advocating for themselves and saying, “I can’t be at two places
at once” or “How do I do this?” or “Can somebody try to switch the schedule?”” So they pick one
and they fail at the other. Our job is to keep an eye on those things and keep her on track. This is
a comment from one of our advocates, demonstrating where they come from:

“I know what it’s like to be a single parent, homeless, and on welfare. I share a common
ground with my clients as far as those things go. The difference is that I saw what the
obstacles were and overcame them. I just kept moving ahead and learned that where
there’s a will, there’s a way.”

PCAP is a model of effective case management. We tailor the program to the individual. There is
no curriculum that says that on visit one you do this and on visit two you do that. It is based on
the individual woman’s situation and needs. We promote competency in the individual. It is very
much strength-based. We believe that the relationship between the advocate and client is the key
to effective change. We actually believe, although we will never be able to measure it, that it
might be that relationship — the first positive, unconditional relationship that they may have had
in their lives — that is more crucial in change than any service that we may connect them to.
Somebody standing behind them and saying, “You can do this, and I’m going to help you,” is
what we really think will make the biggest difference. It is very family-centred, community-
based, and multidisciplinary.

This is how we try to envision what we do. Mom is in the middle, and the inner circle is
everyone who is important to her and who we are going to try to engage in the process. An
important part of this is what we do with the kids. PCAP moms are not the greatest parents,
because they did not have the greatest parents. So when we are doing our home visitation, we are
modeling parenting. We are sitting on the floor and talking to the kids, we are doing tummy time,
we are encouraging bonding and attachment just by role modeling. We are also keeping an eye
on those children. Is this child fetal alcohol exposed? What are the developmental milestones we
are going to look for and how are we going to get that child into early assessment and early
intervention if it appropriate to do so? And then there are all the community providers on the
outside.

PCAP does have a theoretical framework. The first of the three theories on which we base our
model is Relational Theory, the idea that women must have a positive relationship in order to
effect change. The second is Stages of Change: where is she in making those changes in her life?
She may be at several different stages, depending on the problems. She may be in contemplation
or action for chemical dependency, but she may be in pre-contemplation for domestic violence
and family planning. And, finally, Harm Reduction. She is not going to get to the exact place we
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want her to be today, but we are going to keep working with her to make incremental changes
and keep using motivational interviewing to move her along. These three theoretical foundations
and our identified core components (which I did not bring today) are the basis and defining
features of PCAP. If you want to call your organization PCAP, these are the things that you must
base your model on. On the other hand, PCAP tries to be very responsive to the unique needs of
its community. Within the state of Washington, we have 11 sites. They are in urban areas, in
rural areas, and on Native American reservations. And each team approaches their work as they
need to in order to engage in that community.

Our formula for preventing alcohol- and drug-exposed births is to motivate women to stop
drinking before and during pregnancy and to help women who cannot stop drinking to avoid
becoming pregnant by using family planning.

We have a great deal of data on the outcomes of the program and have published three studies.
Beyond that, we do ongoing program evaluation every six months and report that to our funder.
Here are some of our three-year outcomes. Ninety-six per cent of our clients in the state of
Washington have completed in-patient or out-patient treatment, or are in progress of treatment.
Forty-nine per cent have been clean at least six months, many of them more than six months at
graduation. And 84% of them have been clean and sober at least six months during the program.
We have numbers for people who go through the whole three years clean and sober, and for
people who have two years clean and sober. They are excellent recovery rates.

One of the other outcomes that we keep an eye on is the family planning. Seven percent of our
clients are using family planning when they enroll in our program and 68% are using it on exit.
And 61% are choosing a reliable method, such as the pill or the patch. Only 12% of our clients
have a subsequent substance-exposed birth. Reduced risks for subsequent alcohol and drug
exposed births is 76%. That represents the women who are not going to have another exposed
child, because they are either using reliable family planning or are clean and sober, or both.

Some other recovery-related outcomes are in employment, housing, and education. At
graduation, 37% of clients have employment as their main source of income; and whereas 72%
were on welfare when they started, only 37% are on welfare at the end. Seventy-four percent are
in permanent housing and 72% have attended or are enrolled in a training or education program.
I won’t read them all, but these are very good outcomes. They show that over the three years
these women really do start turning their lives around, from chaos to stability.

Outcomes translate to cost effectiveness. We can look at cost effectiveness on an individual basis
or we can look at it across a program. Here is an individual example. This mom had a warrant
out that she forgot about, and she got picked up. The offence was something like cheque forgery
and they wanted to send her to prison for a year and a half. She was clean and sober, she had
custody of her child, and she had housing. If they had sent her to prison, it would have undone all
of that and it would have cost us $18,000 to place her child in foster care for that time and
$50,000 just for prison itself. We convinced the court to put her on home electronic monitoring
instead, which would allow her to continue her treatment and continue to parent her child. The

Fetal Alcohol Spectrum Disorder (FASD): Across the Lifespan



cost of electronic monitoring was $6,500 per year. We saved the state of Washington over
$62,000 by helping with that change.

A study by the Washington State Institute for Public Policy looked at more long-term cost
savings for the kids down the road. They specifically looked at several evidence-based home
visitation programs, including PCAP. They found that for every dollar spent on PCAP or similar
programs, $2.27 was saved in the long run by keeping kids out of incarceration and other
specialized services.

The big outcome, however, is in preventing future alcohol-exposed births. Without PCAP, 78 of
the moms in a particular cohort were heavy drinkers and about 23 of them could have gone on to
have another exposed pregnancy. By helping these women to stop drinking or to use family
planning, or both, we reduced that by 66%, preventing about 15 alcohol-exposed births. Based
on the estimated 4.7% to 21% incidence of FAS births among heavy drinkers, we think that
PCAP prevented 1 to 3 cases of FAS. We talked before about the average lifetime cost of one kid
with FAS being 1.5 million dollars. If we prevent just one mother from having another alcohol-
exposed pregnancy, then we have funded PCAP for 102 women.

PCAP does not achieve good outcomes because we do all the work ourselves. We have good
policies and we have good support systems in our community. One thing that has been key for us
is that Washington State has continually supported treatment for women. We have 153 beds in
Washington where women can go to treatment for six months and take their children with them.
Not having their children with them is the number one reason why women will say they cannot
go to treatment. We took that excuse away and that is why we have a 96% success rate engaging
women in treatment.

At every three-year interview, we ask clients what they think about the program. Here are some
quotes:

“There were times when I felt like T was going to relapse and my advocate would be there
for me and she would keep checking on me and I’d get through it. I learned so much
about myself and how to be responsible again and a good mother. It was all what she
taught me and she changed my life.”

“I never thought about goals. They showed me the right direction. They showed me that I
am responsible. That no matter who I am or what I do, I am somebody. It’s never too
late.”

My recommendations are to support intensive case-management programs with the highest-risk
mothers in the community and to support specialized treatment centres for women where they
can go and take their children with them.
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Strength and support: A women’s perspective

Amy Salmon, Managing Director, Canada Northwest FASD Research Network; Clinical
Assistant Professor, School of Population and Public Health, Faculty of Medicine, University of
British Columbia

My presentation is going to encourage us to shift our focus from FASD prevention as a
children’s health issue — and a health issue that extends for those children across their lives —
to consider what it means to address FASD prevention from a women’s health perspective. I by
no means want to suggest that we look only at children’s health or only at women’s health in
order to do good FASD-prevention work. Rather, I want to try to balance our conversation a little
by noting that we talk a great deal about mothers’ drinking behaviour when we talk about FASD,
but women’s health often slips away from the conversation. I am going to focus on some of the
structural factors that sometimes frustrate our ability to address FASD prevention more broadly
as a women’s health issue. Nancy Poole will then present some of the solutions to these
frustrating challenges that have been put in place across Canada. Specifically, we will focus on
some of the work of the Canada Northwest FASD Research Network.

In Canada, our approach to FASD prevention is largely centred on children’s health. When we
look more broadly at care for women during pregnancy, which is of course crucial to FASD-
prevention work, we tend to think about such care from a social determinants of health
framework. We do that because it is an evidence-based approach, and alcohol does seem to have
greater teratogenic potential in the presence of what are sometimes called ’permissive” or
“provocative” cofactors. Most broadly, we talk about low socioeconomic status as one of those
indications.

We think about the health of women in pregnancy because we assume that healthy women have
healthy babies. But what produces health for women? In addition to biological factors and
genetic endowment, we look at social determinants of health. In the report “What Determines
Health?,” which many of us use to guide our work, the Public Health Agency of Canada has
enumerated social determinants of health to include income and social status, social support

Fetal Alcohol Spectrum Disorder (FASD): Across the Lifespan



networks, education, employment and working conditions, social environments, personal health
practices, healthy child development, culture, and gender. All of these factors are important
when we think about FASD prevention. However, it is important to note that social determinants
of health have been very unevenly supported by governments across Canada in the development
of policy and programs. In one study that looked at this very closely, Jim Frankish and
colleagues at the University of British Columbia surveyed all of the health regions in Canada to
examine how non-medical (or social) determinants of health are being addressed. They found
that we have invested a great deal in child development and personal health practices, and by
personal health practices, we mean specific actions people take to make themselves healthier.
The majority of health regions report making those investments both within their systems and
through intersectoral activities that include partners outside of the healthcare system. However,
culture, gender, employment, and working conditions, which are of course closely linked to
income and social status, received the least attention in most regions. This is a problem for us in
FASD prevention, because we recognize very clearly that culture, gender, income, social status,
and the potential for engaging meaningfully in employment are very important in supporting
women’s health, and the health of their children and families, across the life course.

We know that women who give birth to children with FASD are the ones most likely to have
their own health and well-being compromised by addictions and mental health problems,
including diagnosable psychiatric disorders, very high stress levels, depression and anxiety, and
extensive experiences of trauma, grief, and loss. We know that these women’s lives are impacted
by violence, by isolation, by poverty, and by lack of social support and care before, during, and
after their pregnancy. The complexity of these issues demands a coordinated response and
approach to care. The Parent-Child Assistance Program (PCAP) models give us an example of
how we can do that when we have strong infrastructure to make it possible.

Unfortunately, women who require such care are often bounced around programs and systems,
and many of the services that respond to these issues remain siloed. We see a great deal of this
with women who are at risk for having a child with FASD. A woman goes to an addictions
treatment centre to try to address her substance use and the addictions treatment centre says,
“Sorry, we also note that you have a bipolar one diagnosis, so you’re going to have to go over to
mental health services before we can treat you for addiction.” Mental health services says, “Sorry
you have to be clean and sober before you can come to mental health services.” In the meantime,
she is getting beaten up daily by her partner at home and she needs somewhere safe to go. When
she goes to the transition house, the transition house says, “We’ll be glad to take you if you’re
not using substances and you get some treatment for your bipolar disorder.” Eventually, these
women are bounced out of the systems entirely and we lose many opportunities to provide them
with the care they need.

We have talked a great deal about shame and blame and acknowledged that the lives of birth
mothers and children with FASD are imbued with shame and blame at a fundamental level.
Shame comes from many places, including women’s knowing that they should not drink when
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they are pregnant and yet lacking the supports they need to keep from doing what we often refer
to as “hurting your baby” — as though this is something they do on purpose. Blame often comes
from a woman’s acknowledgment that her children have disabilities or are experiencing
problems at school or in the community that are attributable to her substance use. When we think
about what this means for prevention, we have to think about the fact that most of our prevention
approaches have remained grounded in blame and shame, not just on an interpersonal level in
interactions between women and individual service providers, but also at a societal level. These
approaches to FASD prevention have been shown repeatedly to be ineffective at reducing
drinking among the highest-risk groups and result in many missed opportunities for providing
supportive care.

I have the tremendous honour of being able to do my research in Vancouver’s Downtown
Eastside, where I work with women who are teaching me a great deal about what it means to do
good FASD-prevention work at the primary, secondary, and tertiary levels. One of the things that
I have learned is that FASD as a diagnosis is different from other kinds of diagnoses because it is
rooted very much in shame and blame.

Here is an example from one study. Super Woman is a young woman who is raising her child.
This child is about seven years old. The mother managed to keep her child with her, largely as a
result of her engagement in a mentoring program. She had exited the sex trade, she had good
housing, she made sure that the daughter had the supports that she needed, and that she as a mom
had the supports she needed. Now, her daughter, who had a diagnosis of fetal alcohol syndrome,
was having problems at school. So this mother went to the school, as we are all supposed to do
as parents of children with disability, to do advocacy work. She talked to me about how
frustrated she felt after this experience. She said:

“I was the one advocating to get my daughter all of these supports. I’m the one who put
her on all the wait lists and signed her up and filled out all the paper work and advocated
for myself. And now she’s having problems and [because those problems are attributed to
a very specific diagnosis that is connected to her behaviour] the principal at the school is
telling me that the problems are stemming from home. And I told him, ‘No, there’s stuff
going on at school, too. I’ll take my blame or my responsibility for part of it, but there’s
stuff going on at school.” And he said, ‘No, I don’t think that is the case.””

We do not blame the mothers of children with other disabilities in the same way that we are still
very keen to blame mothers of children with FASD, and we do that in many different ways. Here
are a few examples of shame and blame being directed to substance-using mothers at a societal
level. On the right is an anti-smoking ad in which Britney Spears is coming out of a bar. She is
very heavily pregnant and she has just lit a cigarette. She is told, “You’re not just eating for
two... you’re breathing for two.” Even the breath sustaining her life is not her own. These
images encourage us to think that women who are drinking, smoking, and using other drugs
when they are pregnant are selfish and irresponsible, as opposed to being women who are really
struggling. On the other side is an example from an FASD-prevention campaign, which tells us
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that “Every year thousands of babies are poisoned in homes just like this one. Please don’t drink,
smoke, or use drugs during your pregnancy.” Again, this underscores the belief, which still
operates at a societal level, that women who use substances when they are pregnant are doing so
because they intend to hurt their babies. Yet the evidence that we have speaks very clearly to us
that this is not the case.

These messages not only reinforce the shame, blame, stigma, and discrimination toward
substance-using pregnant women, but often operate to exclude women from exactly the kinds of
care they need. Social isolation and marginalization decrease timely access to supportive care, as
we have seen documented across a wide range of sites. In the context of my research, one
woman described her interaction with service providers in trying to get this supportive care: “It’s
like T have to beg and, if it’s not begging for things that I or my kids need, I have to fall on my
face before they recognize that I have problems that I need to face. That’s the frustrating thing. It
makes life a lot harder.”

We have systems for responding to crisis, but we do not have systems that are able to work with
women in a preventive way to keep them from falling on their face or that tell women they do
not have to demean themselves or beg in order to get help that they need. We see this not only in
social services, but also in primary care settings. In a recent study that we did on access to
primary care for women who use drugs in the Downtown Eastside, one participant explained,
“When you don’t get health care, you don’t get a sense of belonging, you don’t get a sense of
your importance.”

If women are coping with feelings of marginalization and exclusion by using substances, we can
see the implications for FASD prevention. Mothers also see it. Again and again through research,
mothers have shown us that social support is critical to having a healthy pregnancy; and
interventions that increase social support, like the ones in the PCAP model, reduce the likelihood
of future substance-exposed pregnancy. We also see this documented in evaluations that Nancy
Poole has done of the Sheway program, and in evaluations of the Breaking the Cycle program in
Toronto. In a study at Sheway looking at the importance of social support, women were asked,
“Why did you get help from Sheway, and what was meaningful to you about it?”” One woman
responded, “Because they took me for who I was and they didn’t care that I used and they didn’t
care that I used when I was pregnant. They just wanted to make sure that I was fed and had
somewhere to go. I honestly think that if it wasn’t for this place, my children wouldn’t have
survived my pregnancy.” A very clear articulation of the need for a sense of belonging and
importance.

Unfortunately, we continue to find that while we have very good examples of standalone
programs that can work with women on an individual level, that work is more often than not
made impossible, or at least very frustrating, by a lack of system coordination and cohesion. This
further increases isolation and frustrates our efforts to provide care to women when they need it.
I’1l show you a couple of examples of what this looks like in British Columbia, which is a
relatively well-resourced province. These images come from a mapping study that we did with
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the Canada Northwest FASD Research Network. The study looked at the availability of specific
types of services that could be engaged in FASD-prevention work and are a part of that
coordinated system of care that women require. On this map of British Columbia, the white dots
represent places in the province that are densely enough populated that we would expect to find
services there. The blue dots are the locations of addiction treatment services that are prepared to
enroll women in treatment during pregnancy. You will see that many of the white dots do not
have blue dots. What this means in the life of an individual woman is that if she is thinking about
going for treatment, and that is what we all tell her she should to do, going for treatment means
going hundreds of kilometres away from her community — if there’s a bed — and always
leaving her children behind, unless she ends up in one of the fewer than 20 beds in the
Peardonville House treatment centre in Abbottsford.

These purple dots are locations of anti-violence services at the community level in British
Columbia. Again, we see a lot of white dots with no purple dots on them. These are transition
houses that are prepared to except pregnant women. If we were to map solely those transition
houses prepared to admit pregnant women who are using substances, most of those purple dots
would disappear. Here are the locations of pregnancy outreach programs that are prepared to
serve pregnant substance-using women and work with them on their substance use as part as a
healthier pregnancy. Again, you will see that there are many communities that do not have
pregnancy outreach programs and do not have addictions treatment services and do not have
anti-violence services for women. While we are very keen to blame and shame women for not
getting the care that they need when they need it, we also must think about the fact that we have
not built systems that are ready for women.

Recommendations

Evidence tells us that, within services, the most important aspects of service provision are to take
a welcoming, supportive, nonjudgmental approach that addresses the fear, shame, blame, stigma,
misinformation, and discrimination that substance-using pregnant women encounter on a daily
basis; to meet women where they are; and to help women with related harms. Between services,
intersectoral collaboration is critical, and note that in order to have intersectoral collaboration
within our communities we need multiple sectors at work. This requires collaborative efforts —
not simply knowing where the other services are, but cross-training, development of program
mandates and policies for working with women in a positive way, and providing support to
enable staff to collaborate with other agencies in the manner that is required. The evidence tells
us that collaboration is especially important between primary care, maternity care, addictions
treatment, mental health services, child welfare authorities, anti-violence services, and income
and employment supports.

Increasing system capacity for FASD prevention requires recognition that FASD is not only a
children’s health issue but also a women’s health issue. It requires responses to maternal
substance use that are meaningful, effective, compassionate, and which, in particular, recognize
the root causes of women’s substance use and are willing to work on those with women, when
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they need it and in a way that works. This requires increased systems capacity for interagency

cooperation that is wrapped around the mother, child, and family unit.

Prevention of FASD: A broader strategy in women’s health

Nancy Poole, Research Associate, British Columbia Centre of Excellence for Women'’s Health;
Research Consultant, Women and Substance Use Issues, British Columbia Women'’s Hospital

I am going to begin by touching on six foundational issues that prompt us to employ a women’s
health approach to FASD prevention.

1.

There are barriers to discussing substance use with women: women report that guilt,
shame, and fear of losing their children to child welfare authorities prevent them from
getting the help they need, and physicians report that they do not feel fully prepared to
discuss substance use with women.

This situation is exacerbated by highly negative media portrayals of mothers who use
substances. “A Motherhood Issue: Discourses on Mothering Under Duress,” a study of
Canadian print media over a one-year period, found that women were often portrayed as
deliberately using substances and harming their babies and that the system was
represented as having no responsibility for improving care to them.

We need to hear women’s voices on the impact of stigma and for women to participate in
designing services. The following quote from “A Motherhood Issue: Discourses on
Mothering Under Duress” shows that mothers are concerned about the systemic bias
against them and see a need for change: “We’re slipping through the cracks and
everything else, and when you push and shove and take away the children and stuff, I
mean, we’re losing mothers in droves here, you know, so there’s a flaw in the system.”

We need to attend to women’s health and link the interests of the mother—child unit.
Mary Berube spoke of the messaging on substance use. Often in the past we have
separated the interests of mothers and children as if they were not inextricably linked and
in so doing often demeaned mothers. This 1980s ad (“If you won’t think of yourself,
think of your children.”) illustrates how we disparaged women as not caring about their
children’s health.

The problem is not only alcohol. We need to attend to the determinants of women’s
alcohol use in pregnancy, both the more distal ones (determinants of health) and the
proximal ones (nutrition, use of other drugs, access to prenatal care, mother’s stress level
and overall health).

We need to improve access to high-quality treatment and care for Aboriginal women.
This is a critical issue in FASD prevention.

In summary, we recognize that we need preventative interventions that:

address gender-specific barriers to care;
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¢ reduce stigma;

e are women-centred, and link and enhance the mother—child connection;
o address the needs of diverse women and are culturally relevant;

e are oriented toward harm reduction;

¢ integrate social and vocational issues; and

e involve women in the design of services.

Next, I will speak about promising practices in four interlocking and mutually reinforcing levels
of FASD prevention. These are: 1) broad awareness building and health promotion; 2) discussion
of alcohol use and related risks with all women of childbearing years; 3) specialized holistic
support of pregnant women with alcohol and other health and social problems; and 4) postpartum
support for new mothers, assisting them to initiate and maintain changes in their health and
social networks and supporting the development of their children

Level 1: Broad awareness building and health promotion

We do not have all the evidence we need to determine the best strategies for broad awareness
building and health promotion, but organizations across Canada are balancing threat and self-
efficacy in their messaging about FASD and alcohol use in pregnancy. They are also thinking
about how to couple the research on prevention with messages that are sensitive to women and
culturally relevant. [Examples of messages on poster from BC Aboriginal Network on Disability
Society: “Healthy pregnancy. Healthy baby. Healthy Nations.” “Friends help friends choose a
healthy lifestyle. Please don’t drink alcohol during pregnancy.” “Your baby needs you to take
care of yourself. Please don’t drink alcohol during pregnancy.”]

We are also finding ways to deliver prevention messaging that is oriented towards harm
reduction and does not stigmatize women who are at the highest risk for drinking during
pregnancy [poster from Alberta Alcohol and Drug Abuse Commission: “It can be a fight every
day not to drink or use. Every step you take to stop drinking, smoking or using other drugs will
help you and your baby.”] We have also involved birth mothers in designing materials that take a
broader view of women’s alcohol use beyond pregnancy [booklet entitled Women and Alcohol:
A Women’s Health Resource, published by the British Columbia Centre of Excellence for
Women’s Health].

Another aspect of level one prevention is broad community development, as exemplified by a
project of the Public Health Agency of Canada that is taking place in the communities of Happy
Valley-Goose Bay, Winnipeg, Sioux Lookout, Edmonton, Burns Lake, and Kugluktuk. These
community-based programs link FASD prevention and intervention, and in best-case scenarios
also link to women’s health services.
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Level 2: Discussion of alcohol use and related risks with all women of childbearing years

Amy Salmon and I were involved in a systematic review of interventions for women in
pregnancy and pre-conception (“Double Exposure: A Better Practices Review on Alcohol
Interventions during Pregnancy,” published by the BC Centre of Excellence for Women’s
Health). We used the National Institute for Health and Clinical Excellence (NICE) guidelines for
selecting and appraising studies for methodological rigor and quality. Then we used the
Canadian Tobacco Control Research Initiative (CTCRI) Better Practices Model for producing
program components, approaches, and recommendations. Finally, we consulted the wider
literature on women’s health and substance use in order to frame the results of the systematic
review. We looked at three types of interventions: screening (18 studies), brief interventions (11
studies), and intensive interventions (nine studies).

The use of formal screening tools was endorsed in the studies of screening, yet [ have three
caveats regarding screening: 1) the studies compared screening to practice as usual and not to
brief interventions that use a nonjudgmental approach; 2) we found that women’s reporting of
alcohol use was increased by assurances of confidentiality, something that we cannot ensure in
our modern, high-tech healthcare systems; and 3) evidence was lacking on whether certain
screening tools are better with certain subpopulations of women.

All but two of the studies on brief interventions showed that women were helped to reduce their
alcohol use during pregnancy, the two exceptions being cases in which the reduction was
achieved through the screening process itself. Many of the successful brief interventions were
based on motivational interviewing (MI), an approach that has a strong influence on drinking and
other health-related behaviours beyond pregnancy as well. I want to acknowledge the work of
our American colleagues, particularly Dr. Louise Floyd and Dr. Karen Ingersoll, who have
helped to bring together the evidence for using MI in different contexts, including before, during,
and after pregnancy (e.g., Project BALANCE, Project CHOICES). In Canada, we have
advocated linking motivational interviewing with mother-centred harm-reduction strategies as
part of a compassionate and caring approach to discussing substance use in pregnancy with all
women of childbearing years.

To summarize the level two prevention recommendations, it is very important to:

o cstablish safety and trust in conversations with women and link the identification of
women who use alcohol to supportive action;

o tailor education for subpopulations of women with different drinking patterns;
o acknowledge the impact of multiple stressors on women'’s alcohol use; and

o acknowledge women’s family roles as mothers and partners and how these affect their
ability to focus on their own needs.
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Level 3: Specialized holistic support of pregnant women with alcohol and other health and
social problems

In the “Double Exposure” systematic review, all nine studies on intensive interventions found,
among other significant outcomes, that intensive programming helped women to reduce their
alcohol use in pregnancy. All program models specifically addressed barriers that prevent
women from engaging in services, and it is notable that the values of staff appeared critical to
success. An example of a level three service is the Sheway program in Vancouver, which meets
all the criteria identified in level three prevention. Sheway principles are to provide services in a
flexible, welcoming, nonjudgmental, nurturing, and supportive way; to support women’s self-
determination, choices, and empowerment; to offer respect and understanding of First Nations
culture, history, and tradition; to take a harm-reduction approach to substance use; and to link
women and their families into a network of health-related social, emotional, cultural, and
practical support. The many services that Sheway offers as specialized holistic support are all
grounded in this idea of reducing barriers to care.

I want to emphasize one aspect of Sheway’s work, which is supporting women in reducing their
exposure to violence and in building supportive relationships. We in Canada are doing a great
deal to link work on violence, substance abuse, and mental health issues, given the study by Dr.
Astley and Dr. Clarren showing the significant correlation between substance abuse and a history
of violence and mental health problems. At the British Columbia Centre of Excellence for
Women’s Health, we have studied the positive role of transition houses in supporting change in
women’s substance use, even when they provide minimal support that is specific to alcohol use.
The US SAMHSA-funded study on Women’s Co-occurring Disorders and Violence has also
shown the benefits to women of working on violence, mental health, and substance use issues in
an integrated way. And in fact, we are finding more and more evidence for doing “trauma-
informed” services and systems as well as providing “trauma-specific” interventions such as the
Seeking Safety program.

To summarize the promising practices in level three prevention (from the “Double Exposure”
systematic review), we need to:

e provide support to reduce harms related directly and indirectly to substance use;
o work with women to identify their own goals for change;

e appreciate that violence against women is common in relationships;

¢ address women’s multiple substance use, including use of tobacco; and

e increase accessibility of care through trans-disciplinary care integrated in multiple
settings.
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Level 4: Postpartum support for new mothers, assisting them to maintain/initiate changes in
their health and social networks and to support the development of their children

Level four work links postpartum support to the prevention that is done before, during, and after
pregnancy. There are many great examples of this in Canada. The Breaking the Cycle Program
in Toronto is an exemplary program doing this level four work. What we do not have enough of
in Canada is something that the Breaking the Cycle program does have, which is the Jean Tweed
Centre, a women’s treatment centre that accepts mothers and children and provides treatment to
both.

Foundations of this work

Finally, let’s look at the foundations of these four levels of FASD prevention. In implementing
prevention and intervention programs, working from principles is extremely important. Here are
the five principles we have established in British Columbia, from our FASD Strategic Plan:

1. respect, compassion and cultural sensitivity

2. comprehensiveness

3. collaboration, inclusion, and capacity building
4

balance (efforts are directed equally to FASD prevention through provision of support to
women, and to intervention through provision of support to people with FASD and their
families)

5. evidence-based

Six areas that we are attempting to link in our work in British Columbia are public awareness;
early identification and support for women; focused intervention with women; timely diagnosis,
assessment and planning for those with FASD and their families; comprehensive and lifelong
intervention and support; and leadership and coordination. I think that if we in Canada are
leaders in FASD prevention and intervention, it is because we got this part right: working from
principles and linking our work in a comprehensive plan.

My recommendations are as follows:

1. Bring a women’s health lens to the prevention of FASD and apply this lens when we are
doing research, evidence reviews, health promotion, brief and intensive support,
treatment, knowledge translation, and policy work.

2. Recognize the inextricable linkage of women’s health and children’s well-being and
demonstrate respect for women as mothers.

3. Continue to expand the practice and evidencing of these four complex and interlocking
levels of FASD prevention that exemplify women-centred care.

4. Ground FASD prevention in inclusive community processes and strategic plans that link
prevention and intervention initiatives.
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Jury questions and answers
(Nancy Poole, Amy Salmon, Nancy Whitney)
Raisa Deber — We hear a great deal about women. Is there a role for men?

Nancy Poole — There absolutely is a role for men. We have not done very much of that work yet,
but the implication of taking a gendered approach is that we balance work that is gender-specific
to men with work that is specific to women. Because women are the ones that get pregnant, we
started with women, but we are increasingly aware of the role of men. I am on a number of
research teams that are looking at the role of fathers in helping women to stop using tobacco in
pregnancy. We have found that it is important to do interventions with men, but to de-link those
interventions in some way, so that they are parallel but not necessarily integrated with the
interventions with women. Because of the issue of violence against women, it is important not to
force a woman into an intervention that includes her partner, but to do interventions that honour
the needs of both for recognition and action.

Nancy Whitney — There is an ongoing bias in our society that men are not important to the
parenting process. This is often reflected in child welfare: we hear that a woman has a child
taken away, but we very seldom hear that a child has been taken away from a father. When court
orders are handed out, it is the women who are required to do services; only now are we starting
to see them saying to fathers, here are the services we want you to do, and we’re going to help
connect you to those services. Very often in my program, women are put in a position of having
to choose between their partners and their children. They do not always choose wisely, and the
children get left behind in that process. One thing that I love about our program is that if a father
wants to be involved, and the mother says she wants him to be involved, the advocates will offer
connection and referral services for him so that he can step up and do the right thing and be clean
and sober as well. Too many times, however, the men in our women’s lives are violent, they are
prostituting them, they are the ones who give them their drugs, and they are the ones that drag
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them down. It’s very hard to separate the women from those guys. It’s an ongoing struggle for
us.

Amy Salmon — It is important to note that while the better-practice programs, such as Sheway,
are built around the mother—child unit, both Sheway and Breaking the Cycle are community-
based drop-in programs that welcome women to include whomever they define as their support
system. Sometimes that is the male partner, who may or not be the father of the target child.
Sometimes the men who are included are the woman’s father, brother, uncle, or other men within
her circle that she defines as being supportive. Part of the good practice at Sheway is to support
women in making those choices about who is supporting them and their children. Further to the
cautions that my colleagues mentioned on the issue of violence, there is some evidence — often
insufficiently attended to in policy— that when we provide addictions treatment to men who are
violent, their rate of violence toward their female partners actually increases. This is
counterintuitive. We build policy responses that assume that men are violent toward women
because they drink or use drugs and that when we remove the drinking or the drugging from the
context of their lives the violence decreases. The evidence shows that that is often not the case.
Therefore, it is very important when we are building systems that include support for men that
we continue to check in with the women, recognizing that their need for support around safety
and violence issues may increase, at least in the period immediately following their partner’s
treatment.

Christine Loock — This is a question for Nancy Whitney. Nancy Poole has talked about the
inextricable link between women’s health and children’s well-being. In the absence of universal
daycare in both of our countries, and in the absence of access to universal programs, how does
your program help women connect with programs when their kids need support for early
developmental concerns?

Nancy Whitney — We are rather spoiled in Seattle, and not all of the programs in the state of
Washington have access to the same services. If a woman is on welfare in Washington and if she
is staying in her program, going to group sessions, getting mental health treatment, those are
considered getting-ready-for-work activities, and daycare is paid for while she does those things.
We will try to guide her in picking a daycare that will support the goals of the child’s
development. Beyond that, in King County, we are very lucky to have Childhaven, which is a
therapeutic childcare program providing stimulation and smaller classrooms. Dr. Perry is a
consultant for them. In all of our communities, we have what are called Birth to Three Centers,
to which we can refer children for developmental assessment and interventions if necessary. At
the University of Washington, one step down from the Fetal Alcohol and Diagnostic Clinic, we
have the High Risk Clinic, which provides specific and sensitive assessments of development, as
well as hearing and vision, at a very early age. We try to use whatever the community has
available to us.

Mark Hattori — This question is for Nancy Whitney. We are hearing the words collaboration,
integration, multidisciplinary. Easy to say; harder to do. Apparently, you have the privilege of
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having some of those things happening in your area. What are some of the key elements and
what is the information that you are passing on to policy-makers in order to sustain that or to
make that happen?

Nancy Whitney — We do a kind of back-door collaboration, which is one worker at a time, one
program at a time, one client at a time. That is very hard to do, but as these mentoring programs
become part of the community, our expertise and efforts pay off and systems start to make
changes. It is difficult to answer the question about policy, because we do it rather backwards.
We do the work on the front line and the people upstairs notice and make changes. This is why
we have been able to increase the number of inpatient treatment beds, why we have therapeutic
child care that gets paid for, why we have 11 PCAP sites in the state of Washington. What you
must do in making policy is pay attention to what is working on the front line and support those
programs to the best of your ability.

Nancy Poole — When we started work on FASD strategic planning in British Columbia, we
included politicians right from the first day as a part of the network of people who needed to be
involved. I think this made a difference in getting the funding for the Canada Northwest FASD
Research Network, which the policy-makers in western Canada support. One of the ways that the
Jean Tweed Centre in Toronto brought trauma and children’s programming into women’s
treatment programs was by including policy-makers in the early discussions and even in learning
together what needed to happen next. It is not only collaboration between services that is
important, but collaboration between sectors. We have this discussion with policy-makers, with
researchers, with service providers, and with women themselves. And with those four sources of
evidence, we begin to make decisions.

Gail Andrew — In Alberta, we have the FASD Cross-Ministry Committee to bring together all
the key sectors to set our strategic plan. Sometimes we collaborate at that level, but the plan does
not get out the door. I think what is much more important is operationalizing it, getting it into the
community. We need to make sure that happens.

Nancy Poole — Sometimes it is dialogue that makes a difference in policy work, including at
conferences like this. I see some of the folks from the Public Health Agency of Canada’s FASD
Policy Unit here today. It was at one of the conferences on FAS that PHAC representatives in
conversation with prevention experts came up with the idea of publishing our perspective on the
four levels of prevention, to help policy-makers and service providers develop a better system of
care.

Lee Ann Weaver-Tyrrell — This question is for Nancy Poole. Could you comment briefly on any
national strategies or strategic plans and interprovincial strategies, and what your
recommendations would be in those areas?

Nancy Poole — We do not at this moment have a national prevention strategy in place, although
processes like this allow us to think about it. For instance, there were 26 of us from across
Canada who put together that idea of what a national prevention plan might include. Your

Fetal Alcohol Spectrum Disorder (FASD): Across the Lifespan



comment yesterday about using the national alcohol policy as a way of doing that has great
promise as well, of integrating prevention into our broader thinking about alcohol availability
and community-wide issues related to alcohol.

Amy Salmon — We have a very good example of a current and active interprovincial
collaboration in the Canadian Northwest FASD Partnership. This is an alliance of seven
jurisdictions — British Columbia, Alberta, Saskatchewan, Manitoba, and the three northern
territories — that have been working together for nearly a decade in all three areas of FASD:
diagnosis, prevention, and intervention. We have representatives from the steering committee of
that partnership here, and one of their functions is to fund the Canada Northwest FASD Research
Network. There are other programs that are benefiting from interprovincial collaborations as
well.

Audience questions and answers

Audience — When we started long ago with child protection — and we have a long history of
child protection in Canada — one of the unfortunate consequences was that we often pitted the
rights of children against the rights of the parents, or we pitted the interests of children against
those of their parents and families. There is an inextricable link between what happens in the
child protection system and these mothers that we want to wrap services around. A high
percentage of the mothers we work with in our programs have children in care, and, conversely,
there are many children in care whose mothers might fit this profile but for whom there are no
services. And, intriguingly enough, often it is the child protection or child welfare system that
funds programs for women who need the kinds of services we have been talking about; and when
there are financial challenges, choices have to be made. To separate in any way the needs of
children from the needs of mothers, particularly women who are under duress and are attempting
to parent, and to try to choose one or the other to support probably leaves us in far more trouble
than we want to admit. I would ask the jury, when they are considering their recommendations,
to please think about the mothers and children in the child protection system as inextricably
linked. They are not two separate groups.

Audience — In Washington State, we are now in our 42nd year of doing FASD prevention; and as
a professor in public health, I work with an interagency group that produced a document that
shares the 40-year chronology of everything that Washington has done since 1968 in public
health campaigns, education, the beginning of the FASD clinic and the PCAP program, and links
it with the Centers for Disease Control’s Pregnancy Risk Assessment Monitoring System (CDC
PRAMS) data. As other provinces and states are moving forward with prevention, you may be
able to learn from Washington State’s experiences. The document is posted on the “Prevention”
page of our website at <www.fasdwa.org>. [See Fetal Alcohol Syndrome Interagency Work
Group, “Fetal Alcohol Spectrum Disorder: Washington State History, 1968 through 2004.”]

Audience, Marilyn Van Bibber — 1 would like to speak to the members of the jury about the
question of the national agenda. You asked for advice on that. I am speaking from the
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perspective of an Aboriginal person. Fetal alcohol syndrome is a legacy of the history of Canada.
I have heard some fabulous intervention and prevention strategies here, but what I have not heard
is that the root causes, those things that cause the men to be violent and the women to drink, stem
from the colonization that took place in our history, in particular the residential schools and their
impacts and continuing impacts in present-day Canada. I think that in order to develop any kind
of strategy that is really serious about addressing fetal alcohol syndrome, you have to go a step
back. We have come a long way: first we looked at the child that was affected, and then we
looked at the child’s mother, and then the family and community supports. We need to look also
at the nation and what the state has done and continues to do. We need to look at the broad
policies and not look at this as just a health issue. It is much broader than that. I would also like
to say that we have an urgency in our Aboriginal communities. We have something good to offer
both the country and the world in terms of our perspective on how we live on this earth. If we
can take a much more holistic perspective on this issue, then I think we can have some good
benefits.

Audience — In discussing FASD prevention, we have talked about a few subpopulations. I’'m
concerned that we may be missing some of those. Nancy, you mentioned middle class women
and women who are over 35 years of age. A recent study in Alberta showed that women who are
over 35 and pregnant were very unlikely to stop drinking. Another study showed motor delays in
the children born to women who were older and continuing to drink. This goes back to the
incidence and prevalence. We need a better understanding of that, so that we can plan universal
and targeted strategies for addressing all subpopulations that are potentially drinking during
pregnancy.

Audience — This question is for Nancy Whitney. You mentioned supervision briefly. How
important are training and ongoing supervision of the advocates and mentors to the success of a
program like yours? And, second, do you see a difference in the needs of women who
themselves have FASD and those who don’t have FASD?

Nancy Whitney — Relational theory is a key piece in the success of our program model, and that
means that we need to retain our staff. To be able to do that means giving them very good
training and very good supervision, because this is very hard work. Working with these women
day after day wears on the soul. Supervision, for us, is not just “Come and tell me what’s going
on with your clients.” It’s “What are you struggling with? Tell me what’s going on. How can I
help? What training do you need? What are your clients doing that you don’t feel you are
prepared to deal with, and how do we increase your skills?”” Supervision is absolutely key, and I
don’t think that anyone who goes down this road and does not provide enough supervision for
staff is going to be successful.

To reply to the second question, about 25% of the clients I work with are probably fetal alcohol
affected. They also have cumulative traumatic brain injury because of neglect and physical
abuse, car accidents, and domestic violence. The challenges for them are very different; we have
to learn to set smaller goals. We have staff who become easily frustrated because these women
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do not make the kind of progress in the linear fashion that we wish and hope they would. There
is a great deal of supervision of staff when we are working with clients with brain injury. We
have to ask pretty hard questions, such as, “Can this person parent, and will she be able to parent
with the support systems that are available to her?” For each person, that’s a different support
system and a different answer, but we do have to ask that question. While we have heard
repeatedly that people with FASD need lifetime supports, my program is only three years. If [ am
not very careful, I make that mother look good when she is parenting for three years, and then
the day after I leave everything falls apart. We have to be very careful about what support
systems we put into place for her, for the rest of those children’s lives.

Question 5

What policy options could more effectively support individuals with FASD and
their families across the lifespan?

Educational system, parental, and community support

Frank Oberklaid, Director, Centre for Community Child Health, Royal Children’s Hospital;
Professor, Pediatrics, University of Melbourne

For several decades now we have struggled to formulate public policy and service responses to
issues and conditions, such as FASD, that interfere with children’s reaching their full potential.
As someone who is not an expert in FASD, I have asked myself a number of questions. FASD is
a condition that seems to be well described, and its etiology seems very clear. Why, then, does it
continue to be a public health and clinical issue? Is it due to a lack of information or a lack of
public policy or a lack of resources? Are the programs uneven or of poor quality? Is there a lack
of expertise among professionals working with these children and their families? Are there
cultural barriers to the introduction of effective programs focused on preventing abuse of
alcohol? What does the road map look like for the future? When I looked at what needed to be
done, the path forward at first looked quite clear to me: prevention, intervention, and high-
quality treatment programs — very straightforward. But as my colleague Don Berwick says,
“Nothing hard is ever easy.” Trying over the last decade to formulate policy and service
responses for the psychosocial and environmental factors that prevent children from reaching
their full potential, and FASD is a good example, has been among the most difficult challenges
of my academic career.

Let’s review for a moment the core concepts of development and why children are so affected by
the environment they grow up in. We know that from birth, or even before birth, all children
begin a developmental trajectory that can be either a positive one or a suboptimal one. Children’s
development is the end result of a dynamic and continuous dance between biology and
experience. This is called the transactional model of development: it is an interplay between
genetic and biological factors and the experiences that children have through their life course.
FASD very clearly is the result of biological insult. However, the subsequent outcomes, once
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that damage has been done in the developing brain, are very much dependent on environmental
factors. Therefore, if we want to influence outcomes for these children, we need to focus on
prevention in both the biological and the environmental spheres. [ am not certain that there is
strong evidence for the efficacy of prenatal alcohol-use prevention programs, but there is very
strong evidence for the various environmental factors that either promote or hinder good
outcomes. This research has been going on for decades. We know that throughout life, but
particularly in the early years, there are environmental risk factors that have the effect of pushing
what would normally be a good developmental trajectory down to a suboptimal one. There are
also, right through life, but particularly important in the early years, environmental protective
factors that can alter what would otherwise be an at-risk or suboptimal trajectory to a more
favorable one. It is this balance of risk factors and protective factors that largely determines
outcome in an individual child.

From a child development point of view, the way to make a difference — and this is not specific
to FASD — is to address risk factors and emerging difficulties before they become entrenched
problems. The goal is to diminish or remove risk factors, while at the same time strengthening
protective factors. This changes the balance between risk and resilience. The earlier we do that,
the better. It is never too late, but the research leaves no doubt that if we begin to change that
balance early in the life course, the cost is relatively low and the efficacy is relatively high. The
longer we wait, the higher the cost and the less effective our intervention. Public policy in most
countries has generally been to wait until problems become so prominent and so entrenched that
we cannot ignore them anymore, and then we throw money at them. The language of this type of
policy is in terms of dollars spent addressing the problem: governments, when challenged, say,
“We are doing a good job. We invested ‘x’ number of dollars.” But the dollars have been
invested at a time in the child’s developmental trajectory when the cost is high and there is no
really good evidence at a population level that those problems can be fixed. These can be viewed
as political rather than scientific responses. That is not to say that we should stop helping these
children, but at a population level this policy is largely ineffective. If we implement what we
know about the factors influencing child development, if we can close the gap between science
and policy, we can improve outcomes for children. In the gap between this ideal and our current
practice lies developmental opportunity. This is the opportunity that we have as governments and
as societies to lift outcomes to an optimal level whereby all children can reach their potential.

Now, how do we do that? I love this quote from H.L. Mencken: “For every complex problem
there is an answer that is clear, simple and wrong.” For those of us who are trying to influence
public policy, it is very difficult to simplify very complex issues of public policy and service
organizations so that they resonate with the media, with politicians, and with society. One often
touted simple solution is “more” — if only there were more family support workers,
occupational therapists, mental health professionals, and so on. Every professional group says,
“If only there were more of us, then we would see marked improvements in outcomes.” Of
course, there are shortages in all these professional groups, and of course we need more of all of
them; but my assertion is that we will never have sufficient numbers of professionals to deal with
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the large numbers of children who need assistance. Another wish is for “better” — if only we
could improve practice, provide better training, have better trained staff who devise better
interventions, and so on. And, yes, we need to keep on struggling for better, but I am not sure
that will make a significant difference either.

In Canada, in the United States, and in all other countries that I am aware of, there are many
examples of excellent programs that have been shown to improve early childhood development
outcomes. But there are also problems. The studies in the literature are fairly small. There are
difficulties in going to scale, such as cost and the question of efficacy versus effectiveness. There
are problems with program fidelity. There are competing models in many communities. In many
policy responses, there is a notion that one size fits all, despite the fact that every community is
different. There is no local ownership; this is a top-down model. There is a lack of data about
efficacy. There are issues of sustainability: the published literature is full of three-year pilot
programs that resulted in some very good outcomes and then stopped. The early child
development programs that we quote all the time, largely from the USA, do not exist anymore,
despite 20- or 30-year follow-up studies demonstrating very good outcomes. Finally, we still
have an individual rather than a population approach — we focus on individual children with
problems rather than take a whole of population preventive approach.

What I suggest, based on our 10 years of struggle with these sorts of issues, is that effective
solutions are not about “more” and not about “better.” They are about “different.” If we want to
make a sustained improvement in outcomes over a long period of time, we have to start thinking
differently. Let’s unpack this notion of “different.” First, we need to take paradigm-shifting
approaches rather than tweaking around the edges. We need strategies that move from
individuals to populations, thereby shifting the curve. We need to change the service system:
why are we still getting poor developmental outcomes when we have a service system that is
growing? How can we — and this is an important issue for governments — get better value from
existing services? We need to embed treatment and support services into the mainstream service
system rather than having them separate. We need to use data effectively: as the saying goes,
“No data, no problem, no solution.” We must use evidence wisely and in such a way that it can
be accessed by policy-makers and professionals.

In the old approach, the needs of the individual are addressed in isolation and policies are
focused on fixing individual deficits. There are strict eligibility requirements and a categorical
approach to providing services. Resources are allocated only when problems become severe
enough to warrant attention, and the policy criterion is how much money a government throws at
a problem. The services tend to be delivered in very narrow departmental and disciplinary silos,
although we have heard how important it is to have multidisciplinary approaches.

A new approach calls for:

¢ a focus on prevention and early intervention, not only in individual services but more
broadly across the system;
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e holistic interventions and support for children and their families;

e a flexible response to the emerging needs of children and families — acting at the
earliest signs of problems rather than waiting until they become established;

o addressing barriers to access (just because we provide services does not mean that
everyone can access them, and numerous studies suggest that those who would most
benefit from these services are those who are least likely to use them);

e increased participation by community and consumers in local policy and service
responses; and

¢ a focus on outcomes (most service agreements with non-governmental organizations
focus on occasions of treatment rather than on outcomes).

Our work in Australia suggests a number of principles to guide effective programs to improve
developmental outcomes. Such programs must be built on existing structures. That is, it is not
about adding more; it is about doing things differently. Programs must be sustainable; they must
encourage partnerships; they must be multidisciplinary, flexible and evidence-based; they must
have a quality framework, and so on. None of this is rocket science. It is fairly self-evident, and
yet we do not see these principles reflected in our service or policy response to issues such as
FASD. Traditionally, we have focused on directing more and more effort toward identifying and
then managing the “hard end” — the high-risk group or those with established problems. In our
country, we have come to the conclusion that this is too challenging, because there will never be
enough resources. We have tried this approach for a long time, and with some success; but if we
are going to make a difference to whole populations of children and families, we need something
different. What we suggest is a population approach. We understand that many risk factors and
conditions operate on a continuum, and we need a service response that reduces the risk among
the entire population rather than focusing only on the hard end.

Although most communities in Western countries have a good array of services, there is very
little connection between them, so that individual programs that focus on specific conditions
such as FASD are separated and isolated from mainstream services. And there are problems with
the existing service system: fragmentation, difficulty accessing services, uneven quality, a
limited model of care that focuses solely on treatment, and limited local community
responsibility and accountability. We would argue for a major effort to improve coordination and
integration of services. At present, you almost need a university degree in many communities to
find your way around services. People who finally get the courage to go to a service are told,
“Sorry, we can’t deal with you because you’ve got these problems and not those.” We need
linked services, so that there are no wrong doors. It should be that everywhere in a community
that a family and a child make contact with the service system, that is the right door, and they
can pass seamlessly from one service to another according to their needs. A seamless one-stop
shop, if you like.
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Some of the conceptual work that we have been doing is in trying to develop a much more
integrated primary, secondary, and tertiary response, and ensuring that this much more integrated
service system responds in a flexible way to the emerging needs of children and families. We
need to change the way that services connect, one with the other, in order to make the system
more accessible. We need to change what we provide: that is, change the services to make them
more responsive to families’ needs and circumstances. And we need to change the way we
deliver services so that we more readily engage with significant at-risk groups. To the traditional
school model with its focus on curriculum and governance, we need to make sure there is the
additional focus of addressing the various barriers to children’s learning, of which FASD is a
perfect example. Instead of waiting for these children to enroll in school and then wonder why
they do not learn, schools need to engage much more readily with their communities in a
comprehensive process to identify and address those barriers to learning that emerge well before
children start school.

These are the challenges that I see in addressing FASD. FASD does not exist in isolation. It is
associated with many other risk factors at an individual, family, and community level; and
interventions need to be broad enough to address those cumulative risk factors. Prenatal alcohol
exposure is the important biological risk factor; but once the biological damage is done,
intervention subsequently needs to be focused on the environment, where there is evidence that
we truly can make a difference. Other challenges are embedding programs in mainstream
services, making them sustainable, and, as I have said, gathering reliable data to inform planning
and to evaluate interventions.

Shifting responsibility from the individual to communities of care

Audrey McFarlane, Executive Director, Lakeland Centre for Fetal Alcohol Spectrum Disorder,
Cold Lake, Alberta

I am going to talk about shifting the responsibility from individuals to communities of care, or
communities that care. There is a common saying that it takes a community to raise a child. I
would add that it takes a community to support a child with FASD. But what does that
community look like? The Lakeland Centre for FASD is a good example of communities
supporting individuals with FASD. It is a unique, not-for-profit organization based on the
principles of interdependence, lifelong support, harm reduction, prevention of problems, and
respect. The rural area it serves is in northeast Alberta, about three and a half hours from
Edmonton. The travel distance within the area, from tip to tip, is about a three-hour drive. The
area has a population of about 100,000 people and consists of one small city, 25 small towns,
seven First Nations’ communities, four Métis settlements, and one military base.

The Lakeland Centre is the result of the hard work and dedication of a grassroots FAS committee
who believed that in order for systems to change, we need to provide good diagnostic services
and supports to families. The centre provides mobile, multidisciplinary diagnostic and
assessment services for children and adults, and functions as a bridge to local community
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services. Every person diagnosed in the clinic is linked to a lifelong outreach worker and to a
local system that follows through on the diagnostic team’s recommendations and deals with any
other issues that might come about. Mothers who are in a cycle of drinking and having babies are
supported with a mentor in the Parent-Child Assistance Program (PCAP), who works long-term
and intensively in an outreach capacity to support women to be alcohol- or pregnancy-free. In
addition, the centre provides training and education, organizes numerous awareness campaigns
and information-sharing activities, and has participated in community development in FASD
around the country.

In 2010, the Lakeland Centre for FASD will celebrate 10 years of FASD diagnostic services.
This agency is a wonderful example of community involvement in supporting individuals and
their families in a meaningful way. The community takes pride and ownership in these services.
The mobile diagnostic teams, which work a few days each month, are made up of professionals
from various government agencies and departments within the Lakeland district who provide
these services on an in-kind basis. Diagnostic team members may also provide front-line services
for individuals with an FASD diagnosis. Inviting community partners to build the diagnostic
team ensures that these agencies and departments are invested in providing better service to
individuals with FASD. It means that they have an FASD specialist within their organization and
that diagnostic services are accessible in their location. Canada is made up mostly of rural
communities, and this model allows rural residents access to services. I'm pretty sure that there
is not going to be a specialized hospital built in my community soon.

As for building capacity within organizations in communities, in the beginning it was not always
easy to engage the partners that we needed to have at the table. It takes time and continuous
effort to keep them there. My first policy recommendation is therefore that payment models for
professionals reward the work that is needed to serve those with FASD. Helping individuals with
FASD to remain stable takes a great deal of time and support. Professionals such as doctors and
psychologists are not supported to take this time. Diagnosis, too, requires significant professional
time that is rarely compensated for. Consideration should also be given to rewarding
organizations that provide in-kind time to participate in these collaborative efforts, such as
children’s services and local community agencies.

Our community involvement has not stopped with diagnostic services, but has extended to
mentorship of substance-using women who are pregnant or post-delivery. In each community,
we maintain informal partnerships with primary care services to better identify women at risk,
with children’s services to access supports to women post-delivery, and with community
addiction services. None of this would be possible if the communities we serve were not
prepared. General and targeted awareness campaigns have been extremely important in preparing
the communities to receive these services. The training of professionals to build awareness and a
desire to have services has been an important readiness tool. In community development work,
this is called building social capacity by using personal and professional networks to move a
particular issue forward. A second policy recommendation would be to allow communities the
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time they need to do this awareness and community-readiness work while they develop service
models. Many times, we have seen community services and projects fail because they have no
foundation or community support in which to grow.

I will give you an example of how the Lakeland Centre for FASD service works. A mother
sought diagnostic services for her teenaged daughter, who was experiencing extreme behavioural
problems. With the encouragement of Children and Youth Services, we were able to provide
diagnostic and assessment services. When the outreach services of the Lakeland Centre for
FASD became involved, it was discovered that the mother was in her 26th pregnancy and in a
cycle of binge drinking. She was offered the mentorship program, to which she readily agreed.
Since having the baby, she has had permanent birth control. The baby, who is now five years of
age, is waiting to be seen by the diagnostic team. After the birth of this child, we diagnosed the
mother with alcohol-related neurodevelopmental disorder (ARND). The teenaged daughter found
herself in an unstable relationship and became pregnant, but she did not use substances and she
had a healthy baby. However, she still receives extensive supports from the centre, as she has
developed some mental health issues and needs a strong advocate to help her access services.
The daughter has stable birth control. The mother’s other five living children are not in her care
and have been referred for diagnostic and support services. The mother, who continues to
struggle with binge drinking, has been hired by the FASD centre to be the centre’s cleaner. A
whole family has been supported by this wraparound service. It is great when we are able to
catch the whole family when the mother is on her first or second pregnancy, rather than her 26th.

Why did this situation work? There were multiple entry points and consistent ongoing supports
that this family could trust. It is also our experience that women having children with FASD may
also be FAS themselves. Not all situations work out this well, and the more work we do, the
more inadequacies we discover.

I would like to share some real situations in which adults with FASD find themselves that
highlight some of the policies that are needed and others that need to be changed. We diagnosed
a young man at the age of 10. At that time, he had a stable and loving foster parent in his First
Nations community. The centre had minimal involvement because the skills of the foster parent
were meeting his needs. Then, just before his 18th birthday, the foster mother died. The centre
was called in to meet with Children and Youth Services and provide extensive information on
what services they might consider applying for. It should be noted that this young man’s IQ is
51. After about a year, he came to our new satellite office and asked for help. He was homeless
and living in an abandoned car. People were looking for him to beat him up. He was using
alcohol and drugs when they were available. He had no money and his extended family had told
him that he was not welcome. What do you do? On reserve, Children and Youth Services said
that he was over 18 and not their responsibility, that he had not signed an extended agreement.
Provincial Children and Youth Services said that it was an on-reserve responsibility. On-reserve
financial services said that they had given him funds earlier in the month and he could get no
more, as he was now off reserve and did not qualify for further services. Provincial employment
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insurance would support him once he had an address; however, there are no shelters or homeless
centers in rural Canada for men and the extended family was unwilling to help. Provincial
Persons with Developmental Disability said that they could not open a file as he was considered
on reserve, but could not provide a date when he would be considered off reserve. Now this
situation is frustrating and downright maddening for our staff. How is a young man with an IQ of
51 expected to maneuver this system?

Too often, social services system abuse comes from well-intentioned agencies and government
departments, and it should be noted that as a centre we have very good working relationships
with these agencies. Here are a few policy recommendations for your consideration: The on/off-
reserve definitions are inadequate and need to be addressed. It cannot simply be on or off status.
People move about, they are homeless or couch surfing. It is virtually impossible to find supports
when they are in this in-between state. We need clear definitions and options to support people
who have neither status. Understanding the First Nations’ situation is important. It is not that
they do not want to serve individuals, but the funding they receive is inadequate to serve all the
adults in their community. The province simply says that it is a federal responsibility, and vice
versa. This situation is crazy making and needs to be addressed for all Canadians. There are
simply not enough resources for us to build separate systems of care.

We need to plan to serve the most complex of individuals with FASD, such as this young man. If
we meet the needs of the most complex, then it will inform systems to meet the needs of those
who are less complex. We have a tendency to serve the easiest first and somehow never meet the
needs of those with the most complex needs in our society.

Expansion of the Alberta AISH [Assured Income for the Severely Handicapped] Benefits
Administration Program has had a huge and positive impact on those with FASD. Individuals
who use this benefit can now receive financial guidance. This needs to be expanded to include
those who receive Canada Pension Plan benefits and Employment Insurance benefits. When
individuals with FASD have financial guidance and stability, their lives can move forward.

I suggest a shift in attitude in government departments, to ‘How can we help you?’ rather than
‘How can we exclude you from service?” Moving away from a focus on saving money will help
more people and will actually save real money for governments.

A second tale from the Lakeland Centre for FASD is that of a young man who was diagnosed
with ANRD around the age of nine and had the support of his father, with whom he lives. As the
young man became older, he began to get into trouble with the law. The first offense was not
wearing a helmet when bicycling — not much of a crime, but because he and his father, who we
suspect also has FASD, did not understand the legal system, they did not pay the fine, they did
not appear in court, and thus a warrant was issued, and the story continues in this fashion.
Months later, on probation, the young man got caught stealing a quad [vehicle], and many
months later ended up in jail. This took up expensive court time, and this case is only one of
many. Do parents learn to provide more supervision in such cases? No, they learn to run when
the police come to the door.
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Therefore, a further policy recommendation is to reduce the costs to the legal system by
redirecting first minor offences. Developing service programs that can help young people with
FASD to become more involved in their communities will be more cost-effective and will reduce
recidivism rates. I would challenge you to consider the volume of individuals with FASD within
the legal system. Instead of screening FASD in, we need to reverse the policy in order to screen
it out. Building a system based on this premise would change how we think about the justice
delivery system.

Not all situations are negative, although the negative ones tend to be the norm. But I would like
to leave you with a positive example. A young woman whom we diagnosed with ARND at the
age of 18 when she was finishing high school was struggling to know what to do with her life
and started to make some very poor decisions. She had a supportive and loving parent and
extended family who wanted to provide good direction for her. She was supported by the family,
the Lakeland Centre for FASD, and the community college to attend a program for a year —
which she did complete, but she did not like the field she had chosen. So the Lakeland FASD
Centre supported her in finding a job in a dog grooming business. Her abilities and limitations
were explained to the employer, who then made adaptations for her situation, and the
relationship blossomed. When the owner decided to sell the business, she helped the young
woman develop strategies to run and own this business. She is now very successful, she lives
with a stable partner, she calls her mother and grandmother every day for guidance about various
things, and she reaches out to the centre only when she is unsure of the guidance provided by her
family. This situation is successful because the family had a support system that was able to
navigate the services and obstacles for her — to identify in advance the risks and to take actions
to avoid them.

Therefore, here are some further policy considerations: In order for individuals with FASD to
enter adult life with stability and thoughtfulness, we need to build systems that can better support
families. Many families are unable to cope with their FASD child during the teen years, and this
leads to instability and disaster. Effective respites, including long-term out-of-home placements,
are important services to build if we want youth with FASD to enter adult life with positive
opportunities.

In order to build a skilled work force to serve individuals with FASD and their families,
advanced education needs to get into the game with specific programs and information integrated
into human service, medical, and legal education programs at all levels, including certificate,
diploma, and undergraduate. Consideration also needs to be given to college programs that are
designed specifically for this work.

It seems that we need to build residential continuums to serve youth and adults with FASD who
can no longer live within a family setting or on their own. In order to do this, we need to gather
evidence of what successful residential supports would look like. This requires a major shift to
provide capital funding to agencies that are willing and prepared to take on this task.

Fetal Alcohol Spectrum Disorder (FASD): Across the Lifespan

121



122

When we talk about individual responsibility in our society, we mean taking responsibility for
our actions. If we make mistakes at work, we are expected to take responsibility; if we mess up
as parents, we lose our responsibility as parents. Society expects individuals to follow its rules,
and, if we don’t, we will be punished. This is based on a belief that we are able to be responsible
citizens if we try hard enough. When individuals with undetected cognitive disabilities are held
to this standard, it frustrates us as a society that our punishments are not having the desired
behavioural changes. Part of this belief in individual responsibility is grounded in the goal of
independence. We want people to be independent in their lives. Government makes this a goal
for its citizens. We measure success in society by how hard we work, how much money we
make, what things we have, how many exotic trips we take, and sometimes by how much we
give to others. If we examine our lives, we do not do any of these things alone. Our partners plan
the trips we go on, we work only as hard as good administrative supports will allow us to work,
we rely on families and friends to help us when we have difficult situations, and we seek out
professional supports when we need them. We are not independent people. We are
interdependent people, who rely on each other for almost everything.

In reference to people with FASD, we have often hear phrases such as ‘If they would just get a
job,” ‘If they would just stop drinking,” ‘They are good until they get their paycheque and then
they are gone,” “We should just lock them up until they get the message,” “When they are ready
they will accept treatment,” and so on. In a shift to recognize the need for an interdependent
support environment, wouldn’t it be nice to hear individuals with FASD being asked, “How can
we support you to stay out of jail?”” or “How can I help you ensure that you do not get evicted?”
or “I’m sorry you missed your appointment. I’ve rescheduled you for next week. Can I give you
a ride to your next counseling session so that you don’t miss it?”” That would be refreshing.
Making the shift from individual responsibility to communities of care requires both attitudinal
and policy changes. The gift that FASD has given us is that it forces us to work in many
collaborative ways that we never have before. I challenge you to embrace that gift.

Education Policy

Elizabeth Bredberg, Education Consultant, Bredberg Research and Consulting in Education,
Vancouver, British Columbia

I am going to talk about directions in education policy rather than refer to any particularly
effective program as a basis for recommendation. First, I would like to mention where my ideas
come from. I spent seven valuable years as an education consultant on a multidisciplinary FASD
diagnostic team in Vancouver, and I thank the people here with whom I had the privilege of
working. They were great teachers. But as fine as the clinicians were, even more important was
the other half of that experience, which was to travel to 450 schools around British Columbia to
see the diagnosed individuals and their families and communities. It was an opportunity to see
what those multidisciplinary diagnoses looked like in the real world and to attempt to bring about
a synthesis of the diagnostic findings of the clinicians and the capacities and the challenges of
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communities, families, children, and teachers. I think that the most recent study on prevalence is
going to be very important for education and will finally get people listening.

I want to talk a little bit about a paper by Ryan and Ferguson, which was published by the
Council for Exceptional Children in 2006. It is called “On, yet under, the radar.” The following
quote from Ryan and Ferguson is a response by an education administrator to a multidisciplinary
diagnostic team in Alaska that had informed the school system that the child’s problems were not
behavioural, but the result of brain damage.

“The fact that you know something about this person, that they have FASD or their
mother abused a drug or used alcohol and this affects them and is going to make a
difference — I reject that premise. I don’t think it’s going to make a difference. The fact
that you know this is not going to change a thing in the child’s life, unless you get it
down to the level of what happens to the child on a day-to-day basis at home, in the
community, in the classroom. How does that child learn? How do we have to teach? How
do we have to adapt what we are doing, how do we change what we are doing to
accommodate his learning needs? That is different for a wide range of people with this
diagnosis. What you do for one is not necessarily going to work for another.”

Now there are two issues here. One is that this is represented as the education system not
listening to clinicians. The second is that the clinician has heard only one thing, that this person
has FASD. He has heard “brain difference.” Yes, there is a brain difference, but the brain is
complex. Schools need to hear that, but we are not getting that important message across. We
have knowledge transfer problems. How can findings from multidisciplinary diagnoses be
integrated into educational programs for students? Where does this fit into education policy?
Where does it fit into healthcare policy? How can these two fields hear one another? Not only
can education practice be informed by multidisciplinary diagnoses, but it was our observation
that diagnostic practice can be informed and enlightened by hearing from education. I think this
is critically important and I do not think it is sufficiently addressed.

Current education policy as it affects people with FASD comes under three headings: generic
education policy, special education, and explicit FASD policy.

Generic education policy assumes that one size fits all. It assumes homogeneity in the student
population in certain salient areas in which FASD populations are affected: eligibility criteria for
education; standards of conduct, attendance, achievement, and application; and disciplinary
policies, mostly involving suspension or expulsion.

Special education policy assumes that there are some salient differences in the learning
characteristics of students. One of the key issues in special education is categorical placement,
which is done in all provinces right now. Where are students with FASD placed in the continuum
of educational supports? This is not necessarily a physical placement but a notional placement.
Are they placed in the learning disability category or the mental handicap category? Are they
placed in an emotional/behavioural program? Are they placed with students who have medical
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disabilities (what British Columbia calls a “chronic health condition”)? Do they have access to
meaningful assessment? This is a critical question, and I will say more about that.

Where does 1Q fit in for students with FASD? Does it determine placement? We know that IQ is
a poor predictor of function, but it is often used in education policy. It is used primarily because
school psychologists are a scarce resource and, as such, they do the quickest thing they can do,
which is to administer an IQ test. Does it fit for programming? I don’t think so. A requirement in
all special education programs is that identified students have what we call variously an
individual education program or an individual program plan or, as I think it is called in
Manitoba, a personal program plan. Can programming be based on functional needs rather than
on the multidisciplinary diagnosis? If so, who is going to assess and prioritize the needs? There
are also capacity issues stemming from lack of professional development. Of the education
programs in universities in Canada, and I think this is also true in the United States, none
includes a course that is dedicated specifically to FASD — despite the prevalence figures we
have heard and despite the kinds of programs that are offered for populations with much lower
prevalence. Why? Well, part of it might be therapeutic nihilism. Are we adequately prepared to
support students with FASD? Almost certainly not.

Then there is explicit FASD policy. At the provincial ministerial level, there are few policies that
directly address FASD. There are exceptions: for example, there is a provincial outreach
program in British Columbia and there are some very promising ministerial initiatives in other
western provinces. There are school district initiatives that directly target specific populations
within the district’s special education policy. Those are the types of programs that I should be
talking about as models, but there are some issues with them. Inter-ministerial collaboration
requires communicative capacity and action both horizontally across areas of expertise and
vertically, and possibility diagonally. It seems to be very hard for tertiary level healthcare
professionals to talk to primary level educators, and vice versa. They do not hear each other very
well. If you have a Ministry of Education FASD resource program, it is very important that it be
staffed by people who are informed about the learning problems posed by FASD and about
policies and practices at the district level.

At the division level, what one finds are FASD-specific classrooms. These are often referred to
as pilot projects. There is an ethical issue here. Is a pilot the actual support or is it an
experimental project? Think of the analogy of medicine: we do not bring people in for an
experimental project and tell them that it is going to cure them. I think that we should think of
this as parallel. A second issue is determining eligibility for the pilot program. Is it dependent on
diagnosis, because, if so, you cannot evaluate that program in a valid way. If eligibility is based
on other criteria, such as age, behaviour, or IQ, what are those criteria telling us and what are we
actually using? What percentage of students in the district are receiving services in pilot
programs, if they exist? What is offered to students who are not included, and is this a typical
population of students with FASD, if one even exists? Is the program for the population with
FASD, or is it merely separating difficult students from the rest of the student population? As
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one of the leading special education specialists in one of the districts that I visited said, “We had
to start that program because those students were trashing our behaviour classes.” I don’t think
that is a good justification for programming.

What goals should be set for students with FASD? What is our idea of success? What is success
for the student? When do students follow an adapted program and when do they follow a
modified program? Schools prefer that kids follow an adapted program whenever possible,
because, for purposes of accountability, they want them to finish with a proper graduation
certificate. But it may not generalize into any sort of adult competence. So is it a good service?

Alberta, like other provinces, has a vision and a mission statement for education. However,
neither mentions independence. The terms of reference identify a generic student, but it is my
understanding that Alberta is talking about a shift from categorical funding and associated
medical assessments to functional assessments and service provision on the basis of strengths
and needs. The current state of affairs for FASD in Alberta is comparatively good. The Ministry
of Education has published one of the best guides to supporting students with FASD; and
through the Cross-Ministry Committee on FASD the groundwork is being laid for a
collaborative, interdisciplinary model of support for affected individuals and their families. The
Committee has also made available to educators three strong videos on FASD.

What will the future hold? What would be the impact of a non-categorical system for students
with FASD? What is a functional/needs assessment, and who is competent to do it? Will it be
situated within a multidisciplinary diagnosis? Will regional and cultural diversity be recognized?
If the brain domains are not recognized, will the supports be meaningful for the individual
student affected by FASD or will they be picked up from a program designed for another
condition? Will the supports reflect, as we heard from Dan Dubovsky, that we have an obligation
to address co-occurring conditions and that interventions will be different for students with an
FASD diagnosis? Is FASD just a medical condition? Advocates of functional, or needs-based,
provision of services seem to dismiss the categorical provision services as medicalized; but can
FASD be treated as something other than a medical condition?

Policy should mandate some things. All education professionals should receive pre-service and
in-service education about FASD, provided by educators who have current qualifications in both
FASD and education. We need to build into our FASD policies recognition that age and IQ are
misleading and useless as criteria for eligibility or exclusion from service. We have a mandate to
recognize that situation-specific learning may require that education move out of the classroom,
because the population does not generalize learning reliably. We need to recognize that
educational success is not always defined in academic terms. We need programming and
placement that is shaped by commitment to build on students’ strengths. It needs to be jointly
informed by multidisciplinary assessment and community and school assessments. A hopeful
thought: the Alberta review of special education has among its emphases a commitment to
respecting difference. This has the potential, I think, to allow students with FASD to play
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distinctive, contributing roles in their schools and in the broader community, as has been
described in the provincial mission statement.

Jury questions and answers
(Elizabeth Bredberg, Audrey McFarlane, Frank Oberklaid)

Marguerite Trussler — 1 am interested in what the budget for the Lakeland Centre is and what
your funding sources are.

Audrey McFarlane — Currently, our money comes from a number of government departments,
but mostly from the new Alberta FASD Network dollars that have been put out by the Cross-
Ministry Committee on FASD. Our annual budget is about $800,000, which is supplemented by
the society’s own fundraising efforts. Sterling Clarren asked how many kids we see. We see four
children and one adult per month. Overall, we have seen almost 500 people now.

Anne McLellan — 1 asked someone outside how many other Lakeland Centres there are in
Alberta and I was told none.

Audrey McFarlane — As far as I know, the Lakeland Centre is the only one of its kind in North
America which through one agency does all these things: diagnosis, support to families and to
high-risk mothers, training, education, resource development, summer camp, and so on.

Anne McLellan — 1t seems like a good example of a wraparound service delivery model. Can
you tell us why this forward-looking approach to service exists in Lakeland and does not exist
anywhere else? Was it your identification of need and likeminded people in Lakeland?

Audrey McFarlane — 1 think it has to do with the fact that we have been working at this since
1994 as a committee of concerned individuals. It started off, as most committees do, with raising
awareness, getting the message out, and learning more about the disability, and it progressed to
learning that we cannot change systems unless we provide clear diagnostic processes. It is
unlikely that education is going to change its practices unless a child has an actual diagnosis, not
a suspected diagnosis. We have seen education take tremendous leaps and bounds in the last 10
years as we have been able to provide clear diagnoses and reports. I think, too, that there is a
very good sense of community. When the FAS committee started, it was inclusive of anyone
who wanted to participate. It was inclusive of First Nations partners and Métis partners. It never
occurred to us, when we started to deliver service, to exclude those communities. This was much
to the chagrin of some of our funders, but, basically, they have accepted that we are going to
serve everyone. Our attitude has always been that we will keep serving everyone and hope that
the funding falls into place.

James Hees — Audrey, could you talk a little bit more about funding. More specifically, you
have professionals who travel the length and breadth of your area to do these assessments, and [
wonder if some of their work is done for free because there is not enough money?

Audrey McFarlane — Most of the professionals on the diagnostic teams live in the Lakeland
area. Yes, someone is always traveling to the various communities for clinic. The health
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authority provides the speech pathologist and the occupational therapists for one or two days per
month. The only people that are compensated are the psychologists and pediatricians, because
we do not have any in our area to do the assessments that we need. They travel in from
Edmonton and most have been with us the full 10 years.

Gail Andrew — 1 am going to steal one of Frank Oberklaid’s phrases, that you can develop
partnerships built on existing systems. As an example of another diagnostic system, our
diagnostic clinic at the Glenrose Rehabilitation Hospital has developed close partnerships with
Catholic Social Services in transitioning the families and kids after diagnosis into their
wraparound system of care. Fortunately, in a large community, we identified the existing
services and did not have to duplicate them. Our funding is through Alberta Health and
Wellness; their funding is from a very different source.

Christine Loock — We have heard that lack of system cohesion and coordination leads to
increased isolation. The challenge is how do we, as Frank Oberklaid said, “embed FASD
programs in mainstream services” and still have policy that allows communities to develop their
own programs; and how do we develop partnerships so that we do not have isolated programs
that separate moms’ and babies’ interests?

Frank Oberklaid — 1 think the cutting edge of policy and service delivery is in what we call
broad-banding funding. If you go to any community and map all the resources and services in
that geographic area and all the money going into various programs, there is a heap of money.
But there is often duplication, overlap, and lack of access. We are starting broad-banding funding
in our state now. This is where a community maps the services, finds out what the demographics
are, finds out what the needs are, and then develops a plan to improve outcomes. Each
community may be slightly different, but if it operates within a state government policy, then
ideally that community would be given a single cheque on the basis that the people in the
community know far better how to use that money to achieve those outcomes than would a
central agency. We call these tight—loose controls: very tight on outcomes, but loose on how the
community goes about achieving those outcomes. In our state, government has accepted this in
principle and has started discussions with a number of communities with regard to
implementation. They will not get a single cheque, of course, but they will begin the process of
moving towards broad-banding funding. I am convinced that we need to plan community by
community, because every community is different. You are not going to create any sustainability
and you are not going to get the outcomes you want from top-down funding. It is very
challenging for central governments, because it is about letting go. It is about trusting that a
community is going to do it better than you do. The challenges for central government, state
government and central agencies are to get the policy leaders behind it and then to develop
accountability and responsibility mechanisms and let the community then deliver those
outcomes. Difficult work.

Nancy Reynolds — How do you find that that kind of funding approach works within the
Westminster model of government?
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Frank Oberklaid — That is a good question. There is a science to this that really should transcend
politics. I think that early childhood is a perfect bipartisan issue. The left says we need to invest
in prevention and early intervention, because it is the right thing to do. The right has a more
economic argument, how to get a better return on investment. At the end of the day, perhaps we
should be framing this in economic terms — if we invest early, whether it be in FASD or other
developmental or psychosocial issues — we save money down the line. It is not rocket science. It
is about persuading government to go beyond ideology and just look at the evidence.

Sterling Clarren —1 was the founder of the FAS clinic in Washington State. Our program was
the grandfather of all the programs that do diagnosis is western Canada. We either trained them,
or the people we trained have trained others. From the very beginning, we received funding from
the Centers for Disease Control and Prevention (CDC) to demonstrate that the reason for a
unique clinic was to link FAS to prevention. It was our suggestion that The Parent-Child
Assistance Program (PCAP) begin working with alcohol-using mothers, not just drug-using
mothers, and members from their programs have sat at our table weekly from then until today. It
is very interesting, and this is the important sociological and structural point, as people came
from Canada and embraced the notion of a multidisciplinary clinic and took it back, most of
them got funding from provincial governments. However, the government cut the cord with the
prevention programs. The only people who have been able to keep prevention and diagnosis
together are people like Audrey McFarlane who work independently. This is a good example of
governmental interference with a model because of the silos at work. You have wonderful
programs like Audrey McFarlane’s that are very successful but not the way we usually deliver
services in Canada, and these excellent programs are struggling and do not get traction with the
government programs. I think that is absolutely fascinating.

Audience questions and answers

Audience — Elizabeth Bredberg, I believe you said that, to the best of your knowledge, there are
no classes or courses on FASD in North America.

Elizabeth Bredberg — 1 said that there are no classes or courses on FASD at the university level
in education programs.

Audience — Are there classes or courses offered in other faculties?
Elizabeth Bredberg — Yes, but they do not inform educators.

Audience — Audrey, I think it would be worthwhile for people to understand how you build
community capacity through the multidisciplinary, private money that comes in, as well as the
political work that you had to do.

Audrey McFarlane — In the work we have been doing since 1994, every activity has been built
upon another. It is similar to the concept that if I tell two people, they will each tell two people
and so on. That has worked very well. We have used our personal networks, which in rural

communities you can do because you know people and you have easy access to politicians and
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school board leaders. Those kinds of people we could engage. Our struggle was that we were not
always engaging the business population that thought that this disability did not affect them. So
we started to hold big fundraising galas and we specifically targeted the business people in the
community to come out and give us their money for a good cause. In the process, they learned
about FASD. About a year ago, [ went to an oilmen’s club to ask for money for the summer
camp. This was a room full of men who own oil companies and I asked how many knew about
FASD and was absolutely thrilled and shocked that about 80 per cent of them raised their hands.
I said, “Where did you learn about this?” They said, “Your fundraiser.” There are multiple levels
of community engagement, and we need to think beyond professional engagement to everyone
into the community. I was going to change the name of my session from “shifting responsibility
from individuals in care” to “shifting responsibility to individuals that care.” This is the work
that we have been doing.

Audience — 1 am a parent of a child with FASD. I want to go back to the name of the conference,
Across the Lifespan. I want to caution the jury against thinking that putting a lot of money in
early and less in later is going to solve problems. FASD is almost unique in that problems do not
become less with intervention. In fact, the need for resources later may be even greater. Many of
the parents that I talk to get Program Unit Funding, which is great in Alberta, but when the
children enter grade one, they get next to nothing, and when they get to grade four they get
nothing. A concern for many parents is that when children reach 18 they no longer qualify for
medication funding, yet the need for medication does not magically change at 18. Another big
concern is supervision. My son is 15 now; he wants to go to the mall after school. He cannot go
to the mall, but he does not qualify for daycare anymore. Many of our children get into trouble
when they do not qualify for supervision as they get older. I am asking the jury to keep in mind
that FASD is across the lifespan.

Audience — 1 work in the central and south central regions and I think it would be fantastic if we
could all have Lakeland Centres. I work with individuals from youth to adult. We have adults
that are 20 going on 10 and we cannot find homes for them. They are involved in the justice
system and we cannot get help for them — not through Persons with Developmental Disabilities
(PDD), not from anywhere. I hope the jury will take into account the funding needs; we need
help for all of these individuals.

Development of life skills: education, parenting, and family mentoring

Claire Coles, Professor, Department of Psychiatry and Behavioral Sciences and Pediatrics,
Emory University School of Medicine, Director, Fetal Alcohol and Drug Exposure Clinic,
Marcus Autism Center, Children’s Health Care of Atlanta

I am going to talk about intervention programs. In the 1970s, it was discovered that alcohol has
an effect on the developing fetus. In 2009, we are just starting to evaluate programs that attempt
to improve outcomes for affected individuals and families. There are very few evidence-based
programs focused on assisting affected individuals. People with FASD have to deal with
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significant problems throughout their lives and it is a very complicated process to provide
appropriate treatment for them. One of the many problems that make up the background of this
condition is that FASD often goes unrecognized. The developmental, educational, and
behavioural problems associated with FASD are often attributed to other causes. In many cases,
the diagnoses or treatments of FASD (or FASD-associated conditions) are non-specific and may
not be what is necessary or sufficient for all individuals with FASD or must be supplemented
with additional therapies or diagnoses. For example, individuals may need complex educational
programs; however, the school system is not experienced in providing these kinds of programs
and often has no idea what is needed.

There is a myth that because these children have brain damage, they are not treatable and there is
no known method to provide the services that they need. Individuals with FASD and their
families often have no advocate. Usually the advocate will be the parent — if not the birth
parent, then the adoptive parent. However, the etiology of this disorder makes advocacy more
difficult for the families, and frequently there is neither a family advocate nor a professional
acting as an advocate. The treatments available to individuals have generally been dependent on
what is available based on local laws and regulations. But what is available may not meet the
needs of individuals with FASD. Until recently, there was no support for FAS-specific programs
and there were no evidence-based interventions. FASD is a lifelong disability, but there are no
long-term programs or plans that have been evaluated.

There are also a number of myths surrounding the treatment of individuals with FASD. Many
clinicians believe you cannot identify FASD at infancy; however, it is possible and it is regularly
done, and we should stop using this excuse that prevents us from diagnosing people who are
being more broadly treated. Another widely used excuse is that FASD occurs only in certain
ethnic groups or social classes and it is not possible to work well with those groups because of
their various characteristics. I do not believe this either. Another myth is that children with
FASD cannot learn and do not respond to therapy. People say that people with FASD cannot
generalize — that is, when they are taught a skill they cannot apply that skill elsewhere. This is
also not true. Another myth I hear frequently is that behavioural modification or behavioural
techniques do not work with these individuals because they have certain types of brain damage.
Also, many people wrongly believe that all individuals with FASD have attention-deficit
disorder (ADD) or attention-deficit hyperactivity disorder (ADHD).

I am going to talk now about an intervention program that has been evaluated and shown to be
effective. At the Marcus Autism Center, we used a number of different funding sources to start a
program that would provide services that were not otherwise available in Atlanta. The program
includes early diagnosis and certain standard therapeutic interventions used for children:
behavioural management, psychotherapy, family therapy, certain medical interventions, and
educational interventions. If you are going to start looking at what works, you have to start here
because these are the existing treatment modalities. It is essential to make a diagnosis of FASD.
Many people still ask, “Why don’t we just diagnose the pieces of FASD and not worry about the
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totality of FASD?” There is strong evidence of the neurobehavioural basis for the problems we
see, and we believe that a diagnosis of FASD helps to organize observations and govern the
expectations of the child and the family. It also focuses the health professionals and educators
involved on the multiple risk factors that must be dealt with and provides a guideline for
intervention and treatment.

Currently there are no standards of care for FASD and little research on the standard treatments
of individuals with FASD. When someone asks me, “My child has FASD. What is the standard
treatment?” I have to say that we will have to make it up as we go along. Potential treatment
options are changes to the environment, skill-building programs, medication, various kinds of
therapeutic interventions, and vocational programs.

Very few programs or clinical trials have published research on the effects of particular
interventions for FASD. A few studies, some in South Africa, some in Atlanta, and some in Los
Angeles, have looked at specific intervention programs, most of them with school-aged children.
A study published in 2009 by Bertrand et al. summarizes a number of evidence-based programs
and looks at five studies that the CDC in the United States supported to evaluate the effects of
specific interventions on FASD. Very recently, a program from the National Institute on Alcohol
Abuse and Alcoholism (NIAAA) has funded programs to study evidence-based treatment. This
effectiveness research is still in its infancy.

Because there is little research, we cannot tell the school systems or the funders or the medical
programs what actually works. This has been one of our major problems. We are now just
beginning to be able to provide an answer that has some evidence behind it, but there are still
some unexplored areas. The studies that have been done suggest that targeted interventions
improve the specific outcomes they target. Affected individuals will respond to standard
treatments if treatments are adapted to the special needs that we find in FASD.

Very few drug treatments for FASD have been tested. A great deal of medication is given to
alcohol-affected individuals, but many FASD-affected children do not have a pharmacological
response to the medications that is consistent with the response of people who are diagnosed
with other conditions. Thus the small amount of empirical research argues against drug treatment
because it does not produce a consistent and reliable outcome. A recent review paper by Peadon
et al. (2009) from Australia looked at the few interventions that are targeted specifically. They
noted that the pattern of hyperactivity in FASD seems to be different from that in ADHD, and
that healthcare professionals still have the perception that there are no effective interventions.
Streissguth noted earlier (although this was a study without control groups) that a stable
environment instituted early in the child’s life leads to much better outcomes (Streissguth et al.,
2004). Some might think this is obvious, but it is not well recognized by the system. Early
diagnosis, receiving services, and having your basic needs met lead to better outcomes.

Dr. Bertrand (for the FASD Intervention Consortium, 2009) made the following
recommendations based on the improved outcomes that they were able to achieve:
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1. Existing methodologies can and must be adapted to the special needs of FASD.
2. Intervention treatments can be provided within existing networks.

3. One of the most important factors is caregiver involvement: the parents have to be part of
the treatment and intervention.

4. Explicit instructions are effective in helping children learn new skills.
My recommendations for policy are as follows:

1. We must diagnosis early to prevent negative habits. We also need to provide
interventions throughout the lifespan, but it is better to start early.

2. We must provide environmental stability and a high quality of care.

3. We must develop and use focused treatments that take into account the characteristics of
FASD, the special learning abilities of people with FASD, and the special needs of
people with FASD. Caregivers must be central to this process, because without their
support and help we cannot do any of it.

4. We must make education and healthcare professionals and policy-makers aware that we
have programs that work, that we have demonstrated methodologies that can make a
difference. In the United States, and I would assume in Canada as well, we need to
change the educational social service regulations to include FASD as a category that
qualifies for care. Otherwise, people are prevented from receiving the education that they
need.

Life stages and transitions
Brenda Bennett, Executive Director, FASD Life’s Journey Inc., Winnipeg, Manitoba

Our agency, FASD Life’s Journey Inc., is quite an anomaly in this country, as we work solely
with adolescents and adults who have FASD. We started our work in 2002 as a community
development initiative. In the absence of research or best practice for this age group, we saw the
lives of people impacted so adversely by FASD that we were very motivated to find ways to
assist them. We have developed a broad range of supports for adults and adolescents, including
residential supports, from fully staffed community homes to assistance with interdependent
living in the community. We also have professional services that frame our work with this group,
including the services of a psychiatrist and a psychologist. A year ago, we began a new initiative
in partnership with our provincial government, called the Spectrum Connections Program. The
program was designed to assist youth who are in state care to evolve into adulthood. This has
been a great venture for us and has taken us back to our beginnings, to the reasons that we started
this work. We do not consider the journey to adulthood as a transition to independence for
people with FASD; we consider it a transition to interdependence. We do not believe that there
are strict time or age markers of life’s passages for someone with FASD. What we will do today
is look at coming of age in Canada and some of the risks and protective factors related to this
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stage of development. We will also look at how the transition to interdependence might look for
someone with this disability.

A marker we all look toward in adolescence is that magical coming of age. Typically, it is
defined as a chronological age, the age of majority in Canada being 18 or 19 years, as
determined by the provinces. It is both directed by the law of our country and entrenched in our
societal expectations. Regardless of whether we have a disability, coming of age is a two-sided
coin. We think, “Oh, wow, it’s going to be great to be on my own.” But we also look at it with
some apprehension: “Am I prepared? Am I going to be able to manage to do this?”” The same is
true for people affected by FASD, but for them it is further complicated because areas of their
brain have been damaged by ethanol exposure.

The law presupposes that by the time we have reached the age of majority, we have the
competence to make that magical transition into interdependence; but we are well aware that this
is not always the case with the FASD population. The age at which adolescence ends is
particularly difficult to define for this group. In most of our services, it is 18 years; and in many
federal government programs, it is 29, which is probably much more reasonable. For the people
we work with, the transition out of adolescence is a process specific to the individual. We have
to forego the expectation that it will begin or conclude at a specific time. In seeking agencies or
processes or cultures that manage this well, many are looking to the Aboriginal community,
where family members are loved, cared for, and supported throughout their lifespan. Certainly, it
is a model that we could all espouse.

Most of us are biologically and psychologically able to acquire the skills needed to manage as
functioning adults out in the world. But over the last 20 years, there have been some significant
shifts in social trends. Many of us can attest from personal experience that young people are
making the transition to interdependence at a later age. They may be affected by economic
realities or may require parental support for a longer period of time while gaining an education.
For those coming of age with FASD, there are some specific issues that add significant
complexity. A person who is younger than the chronological age of majority is considered a
minor. For a person with FASD, age 18 is going on age 10 developmentally, and the individual is
typically affected by an array of co-morbidities and contextual factors. Therefore, we need to ask
when adulthood begins for individuals who are affected by FASD. For them, the developmental
trajectory has not yet been identified. We have a great deal of experience and anecdotal
evidence, but we do not have life trajectories defined by research. A good question for all of us
who are working with FASD individuals is, when does this population emerge into adulthood?

Many of the people we work with are trying to make the transition to adulthood in the context of
having a brain that is permanently damaged. But in addition to those issues, a number of other
complexities affect them. We have to frame our expectations around their realities. Many of the
folks that we see have significant cumulative risks. They have low stress tolerance and are
egosyntonic with respect to substance abuse. This may not be something that they want to
address. Meanwhile, we have to continue to provide for them while they are actively using
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substances. This is the profile of many of the people we work with in Winnipeg. They are not the
easy clients. We took those who were on the street, homeless, and chronically unemployed.
Many of them did not have a source of revenue when we met them. They had very poor health
outcomes: diabetes, sexually transmitted infections, tuberculosis, AIDs, and HIV. Many had
profiles of long involvement in the criminal justice system. Many had acquired brain injuries
from their youth in care, and over their lifetime had had partners and loved ones who were very
abusive.

When we first met this group of people on the street, we acted as a community intake service
which had only one door. Referrals would come to us and we would determine which support
program in Manitoba they would qualify for. We found that many of them were in the same
predicament. They had come out of structured programs and residential supports as youth in the
care system — as we know, many of the kids in care are affected by FASD — and were facing
the reality of “Oh, my God, now what am I going to do?” We call it the “surprise after surprise
— welcome to adulthood!” Just a week ago, an individual came to see me one afternoon at about
four o’clock. She was going to be 18 at midnight and she wanted to know where it was that I had
the house for her, and the telephone, and the new clothing, and the TV set and furniture. That
was her expectation of what a transition would look like.

I asked “Cheryl,” my foster daughter, if I could share her story because it was the reason that we
were motivated to do something to help people with FASD during this very awful period of
change as they emerge into interdependence. Cheryl was a child in care, beginning when she was
four. She attempted to kill herself 12 times, and at the age of 13 was removed from her northern
reserve and sent to Winnipeg to a specialized secure facility. She met other girls there who had
had very difficult early life experiences in which they were sexually exploited and physically
harmed. They taught her how to find a pain-free presence, and for her it was using crack cocaine
to kill the memories of her horrible and traumatic early life.

I first met Cheryl when I received a call from an emergency ward in one of our hospitals. They
said, “Brenda, could you do something for this young girl? She has been beaten up” (she was
found hanging off the second-storey balcony of an apartment after being beat up by a ‘john’),
“she has some head injuries, but she is refusing care and we cannot do anything to help her.” In
the emergency ward, I met this absolutely amazingly resilient, beautiful Aboriginal woman. I got
her a pair of pants to wear, stopped at Wal-Mart and got her a pair of shoes, and off we headed to
detox. On the journey, I asked her how she ended up where she was. She said that she had been
in care, and a month before she was to evolve out of care at the age of 18, her Child and Family
Services worker had obtained an apartment for her. The apartment was rented in her name, it was
furnished, it was all ready to go with groceries. They waved goodbye after they gave her her
birthday cake, and a month later, when she came back to her apartment, her key would not work.
So she talked to the landlord, and he said, “Well, no one has paid the rent, Cheryl.” She asked,
“What about all my stuff?” He said, “That will have to pay for this month’s rent that no one has
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paid.” Between that time and the day we found her in the emergency ward, three years had
passed and she was then 21. Her story since then has been much better, as she has had support.

That story is typical, certainly not an isolated case. As we know, many of the kids with FASD
are permanent wards and are evolved out of care early, with less support than any of us had at
that stage. Deborah Rutman has done some great research on the condition of some of those kids
who have lived in care. We can add the information she has acquired to what we know about the
situation of individuals with FASD who are evolving into interdependence. It is not a pretty sight
in light of their disabilities. They are expected to do more, sooner, and within the context of a
permanent brain-based disability that is often invisible. They may look like you or me out in the
community, and many times people have no awareness that they have permanent brain damage
until, for example, they forget to pay their rent.

The magic wand discriminates against FASD. I have one that hangs in my office and it has never
worked, no matter how much we have willed it to. Many people do not appreciate that the social
vulnerability of these individuals does not diminish at age 18. It does not go away. I was in court
a week ago with one of the young ladies I work with. The judge said, after hearing from her, “If
she was a youth, I’d know exactly what to do with her.” He had the impression that at the age of
18 something magical must happen. That truly is a fallacy. Many of them are socially isolated
and excluded due to their social illiteracy; many of them have significant social adaptive deficits;
they struggle with poverty. Many individuals who are affected by FASD are homeless, living on
the streets. They are lonely. They do not have that emotional support that they had when they
were in care. They are incredibly anxious and fearful. Imagine living on the streets in the core
area of Winnipeg. It is similar to living in a war zone, and in many cases they are out there with
the adaptive ability and developmental level of someone who is age 10 or 11. It is not hard to
figure out why such horrible things happen to them in such a hurry. This is the transition-by-
default destination. It is the black hole in rural and urban settings, and it is typically where the
kids in care transition to.

To review the risk factors, many individuals with FASD are not equipped for independence and
there are all kinds of deleterious outcomes for these folks: homelessness, poverty,
unemployment, criminal activity, and incarceration. Many of them are unprepared for
employment. If we could start helping them to develop skills at a much younger age, when they
are four and five, they would be a little better prepared when they are adults. Criminalization due
to disability is another risk factor. We see it all the time, in the absence of a diagnosis. In many
cases they look like you or me, and the criminal justice system therefore treats them as if they are
typical individuals. But the codified principles of sentencing require that courts impose sentences
that take into consideration any mitigating circumstances relating to offenders. The Charter of
Rights and Freedoms further requires that the accused be given equal benefit and protection of
the law without discrimination on the basis of disability. This is certainly something that we
struggle with in Winnipeg. We have some very innovative projects, such as our youth justice
diagnostic project which has had a significant impact in this area. However, there are no
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diagnostic services for adults in our province, so they largely go unidentified and invisible. There
are also very few adult services directly related to FASD. As I said, our agency is quite an
anomaly in that we are one of the only agencies in the country that provide support to this
specific population.

Our recommendations are as follows:

Make FASD diagnostic services available to all Canadians, regardless of age, so that
service providers can focus interventions on areas of known disability. Do not forget
about adults.

Develop a range of specialized supports and services, including access to mentors, to
provide adolescents with assistance and guidance when they need it.

Provide individualized strengths-focused and disability-sensitive services.
Neurobehavioural service systems are often driven by ethical principles that are very
counterproductive to specialists in this disability, particularly in the corrections system.
We need to shift our focus from intelligence as the purpose of the brain to functionality
and individual uniqueness, so that we can normalize the people we work with and
alleviate that huge stigma of not being intelligent.

Base our services on the level of support needed right now. Harm reduction is incredibly
important. Housing is greatly important as well. It must be structured housing that is
interdependent and sustainable. It is not as if we are planning for these folks to move out
on their own one day. They will always need a certain level of support.

Consider lifelong apprenticeship or non-traditional supports so that adults with FASD can
sustain jobs.

Extend the period of transition to interdependence. Much of the work that we do for
youth in care can be extended to age 21. We may need to look at a gradual and extended
transition period of interdependence for all FASD-affected youth.

Recognize that for people with FASD, adulthood cannot be framed by traditional life
trajectories. Establish life trajectories and analyze the costs and benefits of extending
care.

Learn from cultures in which there is lifelong inclusion and support.

Let’s put an end to the black holes in our communities!

Social services and corrections

Sharon Brintnell, Professor, Department of Occupational Therapy, and Director, Occupational
Performance Analysis Unit, Faculty of Rehabilitation Medicine, University of Alberta

The title of this presentation should be “Health, social services, and corrections in adults with
FASD.” However, the evidence in this area is limited. I did not find anything of an empirical
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nature that specifically addressed adults with FAS/FASD in the correctional system. Instead, we
are limited to evidence from descriptive studies of offenders and the environment of corrections.
I will be presenting recommendations from those studies, but it is essential to note that more
research is needed in this area.

My argument is that social services are essential supports to people with FASD within the
correctional system and immediately upon release. When we speak about community integration
for people with FASD, we are talking about crossing domains in service delivery in a way that
we have not done before. Here are some statistics on the size of the challenge of FASD in the
correctional system. I think that many people are familiar with these numbers and it is one of the
reasons for the interest in using corrections as an environment in which to deliver services to
individuals with FASD. FASD affects 2% to 5% of the population in North America and Europe
(Malbin, 2004; May et al., 2009; Fast and Conroy, 2004), and there is an estimated 10 times
greater incidence of FASD in the correctional population than in the general population
(MacPherson and Chudley, 2007). This means that approximately 20% of incarcerated people
may have FASD. Some of the statistics are not quite complete and are difficult to substantiate
currently, but you can see that there is good reason to look at corrections as a place where we can
meet some of the responsibilities that we have failed to meet at an earlier time in affected
people’s lives.

The following are my key discussion points on this topic:

e FASD and recidivism: At a recent planning meeting for the integration of health services
into corrections, we were told that 14% of chronic offenders account for 43% to 47% of
the corrections admissions. These are individuals who we suspect have FASD or serious
compromising mental illnesses.

e Social determinants of health: I applaud Amy Salmon and Nancy Poole who gave you the
details on the social determinants of health. I do a great deal of international work, using
the World Health Organization (WHO) documents as a framework. I think that some of
the comments about the neurobehavioural and societal issues associated with FASD can
be reframed within the social determinants of health as elements to be addressed in
tertiary prevention efforts.

o The legal rights of persons with disabilities, not just people with FASD: It took the
international Year of Disabled Persons, which was way back in 1981, for wheelchair
ramps to be installed in buildings. We need a similar focus for people with significant
developmental disorders, including brain dysfunction or impairment. The adults with
FASD are not improving. In fact, there was even anecdotal evidence given in Vancouver
that some people with FASD were showing declines in some of their test scores. These
were people who had been tested multiple times and were in their early 20s. What are the
functional implications of that? We do not know. But if the declines are in executive
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functioning, that has major ramifications for our transitioning, for our supportive
environments, and our long-term care.

e We need to look at how people with disabilities, including FASD, fit into the larger
framework of services needed to ensure equality for all citizens. Currently, adults with
FAS/FASD face challenges, such as being cut off from programs and services at a
particular age or not being provided with services at all because of the lack of a medical
diagnosis (even though from a functional viewpoint they are obviously in desperate
need).

e Physical co-morbidities: Most people with FAS/FASD have co-morbidities, both mental
and physical. I want to highlight the physical issues, as we have not had much discussion
about this aspect of FASD. Myles Himmelreich told us this morning, “I get up in the
morning and I am tired. I have sensory problems, my muscles ache, and I do not move as
well.” All of those problems have implications for somebody who wants to live and work
in the community. Physical co-morbidities may also include those common in substance
abusers or addicts, such as HIV and Hepatitis C. We must remember that the brain is
connected to a body, and the body has needs as well.

e System integration: Health systems, correctional systems, and social systems must be
integrated. Right now, coordination often happens informally rather than as a built-in
characteristic of the systems. Coordinated programs will ensure that mental health needs
are being met, not only while adults are in corrections but as they are released into the
community.

o Life skills training: An effort must be made to improve the skill sets of adults with
FAS/FASD. In order to perform the activities of daily life, people need to be taught
systems and skills that will help them function. Myles Himmelreich referred to his habits
and routines as important factors in his success. Correctional settings provide an
opportunity to rehearse tasks and start beneficial routines that can be continued in the
community on release.

e A menu of programs: There is a debate between those who favour individualized
programs and those who advocate generalizeable programs. I believe we need a menu of
programs to meet the diverse needs of individuals with FAS/FASD. No two people are
alike and their needs differ in intensity and change over time. A menu of programs that
cross disciplines would allow us to select the appropriate programs as they are needed
and in the intensity that is warranted.

o Transition support: Undoubtedly, there are problems with recidivism in the population of
offenders with FASD. We see people being re-arrested 24 hours after they leave, because
of the company they keep and the environments that they go to. Housing is a critical
factor in transitioning to the community.
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Screening and diagnosis: Within corrections, we have the opportunity to screen and
diagnose adults with FAS/FASD. We know there is a cohort of individuals in the
corrections system who have never been diagnosed or whose diagnoses are not in their
files, and consequently they are not being properly managed. These individuals often
appear to be non-compliant and belligerent. There is a need for special units within the
correctional system to better meet the needs of offenders with FAS/FASD.

Where does this lead us? What does it mean? What can be done to intervene? Here are some
recommendations that I have extracted.

Adults in the justice system should be screened for FAS/FASD and assessed for the life
skills needed to sustain community tenure upon release.

We need to respond to organic brain disabilities by providing appropriate environments
and instructional strategies.

We must integrate health and social services into corrections. People with FAS/FASD
need a thorough physical examination.

An individualized pre-release and post-release program should be established before the
individual leaves the correctional system. I have had experience with two programs
directly. One is for women, called Corrections to Community (C2C), done in
collaboration with the Bissell Centre, for incarcerated Aboriginal women with FAS or
suspected FAS. We are in the planning stages of a program called Corrections and
Connections to the Community (3C) that targets male offenders with FASD.

FASD programs must be evaluated for their integration with other programs. We cannot
look at functional outcomes without considering how much opportunity people had to
participate.

This comment relates to rural and urban splits of resources. I am a believer in community
development. We have to work with what is there in the community; we have to enhance
it and support it. We cannot continue to put programs in. Instead, we have to do things
differently.

Training should be provided to corrections, justice, and parole personnel in order to help
them understand the special circumstances of people with FASD. A larger effort should
be made to ensure that teachers, health professionals, lay workers, experts, and the
general public know more about FASD.

Formal community support in transitioning from the correctional system to the
community should be provided to adults with FAS/FASD by case managers who are
assigned to them while they are still in corrections.

Health literacy programs are very popular and we need to be sure that FASD is one of the
topics covered.
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My key argument is that services may begin within corrections and be offered immediately upon
release, but they need to continue as the adult transitions into the community. The factors that
reduce recidivism are more in the social domain, in my opinion, than they are in the health
domain.
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Jury questions and answers
(Sharon Brintnell, Claire Coles)

Lee Ann Weaver-Tyrrell — Dr. Coles, I wonder if you could give a brief description of how you
are diagnosing at infancy.

Claire Coles — Depending on the age of the infant, we look at the birth records and maternal
history. We look at the infant’s physical characteristics and behaviour, just as we would look at
an older child, and if they meet the criteria for fetal alcohol effects, we diagnosis them. It is just a
matter of experience to know what we are looking at.

James Hees — 1 wonder if each of you could talk a little bit about the research that needs to be
done. I think Dr. Coles talked about drug research, Brenda Bennett about transition to adulthood,
and Dr. Britnell about research within corrections to determine FASD rates and how to reduce
recidivism.

Claire Coles — We need more clinical trials of treatment methodologies in order to determine
whether or not the standard treatments are in fact effective. That applies also to medications of
all kinds. We see children coming into the clinic who are five years old and on eight
medications, which is insane. Therefore, more appropriate evaluation needs to be done of
effectiveness, and then more reasonable guidelines need to be developed. The same applies to
any other treatment.
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Sharon Brintnell — The identification process and the research is underway with guidelines and
the use of screening tools in FAS diagnostic clinics. What we need to do, then, is to follow up on
those strategies. I think the missing part, and a part that we are going to focus on, is the
functional assessment. The diagnosis in itself and the general characteristics do not tell us how
people will deal with day-to-day activities. In the 3C project, we are not only looking at
functioning, like crossing the street and managing money, but also doing a fitness test. We know
that exercise has an impact on the brain, so we are going to offer that. Ours is a demonstration
project, not technically a research project.

Gail Andrew — 1 like the word ‘function,” and I think that is something we need to keep in mind
in research when we evaluate whether an intervention is getting the right outcome. What is the
right outcome? The outcomes need to be functional for the individuals and their situation in life.
If intervention provides a discrete skill that is learned in a particular well-prescribed place and
time, and at a specific age, will that be generalizable? Is this going to carry over across time and
across settings? It comes back to the International Classification of Function (ICF). We have to
move beyond the biological; we have to move into the biopsychosocial. We have to look at the
activity and participation of the person across life. Those should be the guiding principles as we
go forward in evaluation of our interventions and programs.

Treatment for FASD

John McLennan, Assistant Professor and Child Psychiatry Consultant, Departments of
Community Health Sciences, Psychiatry and Pediatrics, University of Calgary

I am practicing child psychiatrist and I see children with mental health problems, with and
without prenatal alcohol exposure. My research interests are in examining the attempts to
improve the delivery of evidence-based services to at-risk children. I will start with my policy
recommendations and will follow with a series of rationales to back up these policy
recommendations.

1. There is no compelling scientific evidence to support the creation of separate services and
treatment tracks for children with FASD and their families at this time.

2. Treatment and services required by children with FASD and their families should be
delivered within a needs-based service system, not one driven by a diagnostic category.

3. Emphasis should be placed on strengthening the existing service system to better deliver
evidence-based interventions to all children with service needs, including those with
FASD.

Rationale #1. Many of the difficulties seen in children identified as having FASD in referred
clinic populations (that is, kids who come in for treatment or assessment) are similar to
difficulties seen in other children with developmental and/or mental health difficulties. The
overlap far exceeds any unique difficulties. This is not suggesting that there are not unique
difficulties, but many of the characteristics and problems are seen in other clinical populations.
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Rationale #2. The diagnosis of FASD, in and of itself, provides little or no information about the
specific needs of individual children and hence it does not inform treatment planning. I will give
you two examples. The first is a child who is referred to me with an FASD diagnosis. Using the
4-Digit Diagnostic Code, the child comes in with 3-4-3-4, that is, demonstrating growth
retardation, facial features consistent with FAS, a ranking of three for central nervous system
damage, and high-risk prenatal alcohol exposure. This diagnosis and pattern provide little
information to inform treatment planning. In contrast, the following profile can be informative
for developing a treatment plan. Mary meets criteria for a learning disorder in math and
demonstrates severe attention deficits. Her mother suffers from a major depressive disorder. This
clearly leads to provisional plans for treatment. What is important, though, is that whether or not
Mary has FASD does not necessarily alter what we recommend for treating this group of
characteristics.

Critics will presumably raise the issue of alcohol exposure in this case and inquire about the
treatment implications of the alcohol use or abuse by the mother. I would make two points here.
First, if our aim is to identify and aid mothers with alcohol-abuse problems, we should develop
an approach to identify this need and not rely on the manifestation of FASD in offspring as the
primary indicator of maternal need. There are mothers with substance-abuse problems who do
not have an FASD child, so you would not want to use FASD as your only indicator of maternal
alcohol abuse. Second, why would you focus on a single maternal risk behaviour, in this case
alcohol use, in order to flag potential need for more services or supports? What about flagging or
prioritizing maternal mental illness, domestic violence, and so on to inform treatment planning?
Certainly, when we plan treatment and assessments we consider this. What I am questioning is
why we would flag or prioritize only one single risk factor when developing and planning a
treatment service system.

Rationale #3. The needs of different children identified as having FASD are so heterogeneous
that grouping them together for specific services or treatments is likely to be misguided or, at a
minimum, inefficient.

Rationale #4. The needs and difficulties manifested by a child with FASD are not all due to
prenatal alcohol exposure alone. Each child is influenced by many genetic and environmental
factors and their interactions. This is true of FASD kids, as it is for all other kids. This has very
important treatment and service implications. One example of the importance of looking at other
risk factors is illustrated in an important paper written by Sood et al. and published in Pediatrics
in 2001. The study looked at a number of risk factors and whether these factors predicted
behavioural difficulties in a birth cohort of six- and seven-year-olds. The researchers had
information on prenatal alcohol exposure, nicotine exposure, and many other risk factors. They
did demonstrate that prenatal alcohol exposure is related to child behavioural difficulties, but it
explained only 0.6% to 1.7% of the variance in child behavioural difficulties. In contrast,
measures of maternal psychopathology in the prenatal period explained between 13% and 29%
of child behavioural difficulties.
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Here is another simple example that illustrates some points. Johnny has FASD because mom
drank during pregnancy. On further inquiry, we find that Johnny also has an attention deficit. We
make the assumption that his attention deficit is either a manifestation or a component piece of
the FASD and perhaps directly related to the alcohol exposure as well. But on further inquiry, we
find that mom has attention-deficit hyperactivity disorder (ADHD). ADHD is one of the most
heritable disorders in child psychiatry, and if mom has ADHD there is a high risk that Johnny
will have attention deficits, whether or not he has FASD. We must now ask whether our initial
attribution of attention deficit to the alcohol exposure or the FASD may have been a
misattribution. There is some support for this. Some recent, sophisticated studies have tried to
tease the genetic role in ADHD out from the influence of such things as substance abuse and
prenatal alcohol exposure. One was a twin study (Knopik et al., 2006), and one controlled for
maternal alcohol use in a quasi-experimental way using a large US data set that was able to tease
out some of these factors (D’Onoftrio et al., 2007). When they controlled for some of these other
factors, the relationship between attention deficit and alcohol exposure decreased or disappeared.
Therefore, we know these other factors are quite important. We also know that ADHD kids are at
risk for substance abuse. Mom in this case had ADHD before she was pregnant and before she
was drinking alcohol, given that ADHD is a childhood-onset disorder. On further inquiry, we
might find that dad has ADHD, and, of course, there is a genetic link between a father’s ADHD
and attention deficits in kids.

I now need to raise the issue of referral bias. Much of our clinical experience with FASD, and a
number of FASD studies, are based on children who have been referred to specialty clinics.
What we need to take into account in studies of clinical populations is the high risk of referral
bias, or what is also known as Berksonian bias. Kids come to services for a reason, not
necessarily just for assessment. Referral bias can lead to spurious or exaggerated associations
between conditions, such as between FASD and behavioural problems. A child may come into
services because of the severity of the behavioural problem, not just because of the alcohol
exposure.

Within the population of prenatally alcohol exposed children in the community, some kids have
behavioural problems, but not all; some have learning problems, but not all; and some are in
foster care placements, but not all. The kids we are likely to see in the FASD clinic have some or
perhaps all of these factors. They are not representative of the larger population of children
exposed prenatally to alcohol. We study this clinical population and often make assumptions that
it is representative of the whole sample, which is unlikely to be the case.

Continuing with the ADHD example, often FASD kids seen in clinics have attention deficits.
Some debate whether that is ADHD, but let’s go with that assumption for a second. Burd et al.
(2007) recently did a summary of co-morbid mental disorders, primarily looking at clinic-based
studies, and estimated that ADHD diagnosis occurred in about 48% of kids with FASD. There
are many methodological problems with the studies contributing to that review, but I think if you
talk to the people working in FASD clinics, they will say that they frequently see attention
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deficits in this population and perhaps even higher rates than reported overall in the summary
paper by Burd et al. (2007). Again, these clinic-based studies are at high risk for referral bias.
What we need are population-based studies, and we have some of those now. For example, the
Italian study that Philip May presented earlier (Aragoén et al., 2008) avoided referral bias by
using population-based sampling that included collecting information about the rates of ADHD
in these populations.

Teachers’ ratings of ADHD symptoms reveal an excess of the inattentive subtype of ADHD in
the FASD population (17%) compared to a comparison sample (0%), but a lower rate of
hyperactive-impulsive behaviour among FASD children (0%) than in the comparison group
(4%). Nine per cent of the FASD group and 5% of the comparison group exhibited both
inattentiveness and hyperactive impulsivity. These values are much lower than what we see in
the clinics, likely because clinical rates reflect the referral bias mentioned earlier. I would argue
that much of the ADHD that we then see in children with FASD in the clinic-referred groups is
likely not a function of alcohol exposure or FASD but is rather the same as for other children
with ADHD. Some of these kids have generic ADHD. Not necessarily all of them, but some
certainly do. This does not contradict the scientific evidence that there may be unique attention
problems in some children with FASD, as demonstrated in some of Dr. Claire Coles’ work, or
that there may be overall higher levels of attention problems in this population. What I am saying
is that the clinic population comes in with many different problems. Some are related to the
alcohol exposure, but many are not, and this has treatment implications.

One of the treatment implications is that children in FASD clinics who present with ADHD
ought to be offered evidence-based interventions that have been demonstrated to be effective for
ADHD. We have quite a robust literature on evidence-based interventions for ADHD. Certainly,
medication and certain behavioural modifications are the only two robust evidence-based
strategies for short- and medium-term effects in ADHD. My concern is that the current approach
to carving out FASD services actually may impede access to evidence-based interventions. As
was raised earlier, some people seem to believe that behavioural modification strategies do not
work with FASD, even though there is no scientific evidence to support this belief. I have never
seen a single reputable paper that demonstrates that these strategies are not effective for children
with FASD. It is a very important treatment option that has been beneficial to many children
with a range of difficulties, and if you create a structure that separates out these children based
on beliefs associated with them that are not necessarily accurate, this may impede access to
treatment. There may be a benefit to linking children with FASD and their families to evidence-
based mental health or developmental services aimed at addressing a given child’s individual
problems or challenges, that is, based on a pattern of need, as opposed to creating a separate
service infrastructure driven by a diagnostic category. The same rationalization may be argued
for other difficulties, and this is not specific to ADHD.

Rationale #5. Findings from the very limited number of treatment intervention studies of children
with FASD indicate that treatments can lead to improvement. That was presented by Dr. Claire
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Coles, and there was also a good review paper recently published. However, I would argue that
these promising treatment approaches work, or are likely to work, with non-FASD populations
that share the difficulty targeted by the treatment. Thus a math intervention may benefit other
kids with math disorders that do not have FASD. In fact, the social skills study actually borrowed
the social skills intervention that has been demonstrated to be effective in other populations.

Rationale #6. The scientific evidence that would challenge the policy recommendations that I am
making would be findings identifying treatment approaches that are uniquely or preferentially
beneficial to FASD children and their families and not to other children and their families with
overlapping needs. That would argue for consideration of creating separate service pathways. To
the best of my understanding, there is no evidence of this type for FASD at this time.

I will conclude with three points:

1. There is a substantial need in Alberta for improvement in services for all children with
developmental, social, academic, and mental difficulties. There are huge gaps in our
service system.

2. Children with FASD represent one group within this larger population and should be
served within an expanded evidence-based service system for all at-risk children.

3. Emphasis should be placed on improvement of the overall service system and, where
appropriate, unique components built in for particular subgroups where there is
compelling evidence that these components are uniquely or preferentially affected for the
designated subgroups.
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Justice issues
Mary Kate Harvie, Associate Chief Judge, Provincial Court of Manitoba

The criminal justice system is very much the repository of society’s problems and it is ironic
that, despite the fact that society expects us to address these issues, we are often given very few
tools with which to do that. One of my colleagues once described it as like being asked to treat
cancer with a band-aid. FASD is no exception to that particular challenge.

The criminal justice system presupposes a couple of things. It presupposes, first, that individuals
have the capacity to learn from their mistakes. This is something that we refer to as specific
deterrence, when the court metes out a sentence that seeks to address the individual offender.
The criminal justice system also presupposes that members of society as a whole have the
capacity to learn from the mistakes of others. We refer to that as general deterrence in the
criminal code. The Youth Criminal Justice Act modifies that a little bit by focusing more on
rehabilitation and what we call meaningful consequences. It is very unnerving when one
considers the possibility that for some members of our society our criminal justice system is
based on false premises. If we ask ourselves what we do about those individuals who cannot
learn from their own mistakes and cannot learn from the mistakes of others, we are left with a
daunting and in some respects scary proposition: that while the people involved in the criminal
justice system want to do the right thing, we have perhaps been doing it wrong for a number of
years.

I will begin by making some general comments based in part on the Manitoba experience. I am
fortunate to work with some judges who are very advanced in their knowledge of FASD and of
education and community issues generally. There have been a number of educational programs
about it. However, while the issue is known of, it is still not well-known by people in the justice
system. I think there is suspicion, or has been until recently, that a significant number of
offenders are affected by FASD, but very few solid assessments have been available to the court.
The court system relies on the information that is provided to it by counsel and it is difficult for
counsel to get access to such information. The criminal justice system is very poorly designed to
deal with challenging and often complicated issues like FASD. We seem to have mastered the
sausage-factory approach to dealing with offenders — the system is able to process people on a
mass basis, but when you ask us to step outside the box and deal with specific issues, we are
quite challenged.

In an effort to break that pattern, we established the Manitoba Youth Justice Program. We did
this in the youth system because the Youth Criminal Justice Act allows us to consider
rehabilitation and, more importantly, has provisions under section 34 which allow the court to
order assessments. The program began in September 2004 with federal funding and has carried
on with provincial funding since October 2006. We are very grateful to both the federal and
provincial governments for their support, and to Dr. Longstaff and Dr. Chudley for the support
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that they have given us through the Clinic for Alcohol and Drug Exposed Children, which is now
the Manitoba FASD Centre.

The goals of the Manitoba Youth Justice Program are to:
e assess youth involved with the criminal justice system that may have FASD;

e provide recommendations to the courts for appropriate dispositions consistent with the
Youth Criminal Justice Act;

¢ build capacity within the youth’s family and community while enhancing government
and non-government FASD supports and services; and

¢ implement multidisciplinary interventions and reintegration plans with supports for youth
affected by FASD and their families.

We focus largely on youth who have come before the court system and have never been
diagnosed. It is not about getting them off, and it is not a diversion program. There are diversion
programs within the community that try to steer youth out of the criminal justice system before
they get involved, but we deal with youth who are within the system. Most of the youth that we
deal with are in custody because of their difficulty in following court orders and complying with
the general expectations of the justice system.

I will not describe the process in detail, but will emphasize a few things that contribute to the
success of the program. Once a youth is identified and an assessment is ordered, the youth is
paired with a coordinator. The coordinator works with both the family and the youth to prepare
the young person for the assessment, and continues to advocate for and assist them throughout
the case and after the disposition in court. About 50 of the youth we see are in care, and a
significant number of those continue to have a relationship with their birth mother. The
coordinators work with anyone and everyone who is involved with the youth. As you can
imagine, this is very time consuming, but it is one of the successes of the project. The
coordinators provide the kind of continuity that is often unavailable within the criminal justice
system. Linda Burnside spoke about how challenging it is for youth to see different social
workers, different probation officers, and different intensive support and supervision officers.
For an FASD-affected youth, this can be an even bigger challenge.

To date we have received 332 referrals, which I think speaks to the lack of availability of
assessments within the community. That is improving in Manitoba, but we have a long way to
go. There have been 94 assessments completed and all assessment reports were forwarded to the
court, including those for youth who did not receive a diagnosis of FASD. Sixty-six of those
youth received a diagnosis of FASD of one type or another, and 55 of those diagnoses were
alcohol-related neurodevelopmental disorders (ARND).

I want to pause for a moment and emphasize to the members of the jury that these numbers
reflect the invisibility of FASD. I have had exposure to some of these youth through the
sentencing process. Some are highly affected and very low functioning; yet when they come into
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the courtroom one cannot guess that there is anything wrong them. They have the appropriate
social responses readily available. I spend time with all youth, questioning them to ensure that
they understand the system and what is happening. These kids are giving the right answers, but
they are sometimes leaving the courtroom with no understanding of what has gone on. They
present with a wide range of disabilities. You have seen the brain domains that are affected by
FASD. Among these youth we have seen virtually every one of those brain domains affected in
different ways and in different groupings. The average age is 15.5 years. This is very interesting,
because it points to the group that is falling through the cracks.

Some of the recommendations that I want to make are related to the fact that, to date, we have
limited this project to youth who come under the Youth Criminal Justice Act. The Criminal Code
of Canada does not have the provisions to allow the kind of broad-based orders for assessment
that are available under the Youth Criminal Justice Act — and it is not only FAS assessment that
can be ordered under the Youth Criminal Justice Act, but assessment for a broad range of
disabilities. If the Criminal Code were amended to allow us to do with adults what we have been
doing with youth, that amendment would need to be coupled with the availability of diagnosis
and supports in the community.

One of the questions that [ am frequently asked is, “What is the point of a diagnosis? FASD is a
health issue and not a justice issue.” I think that the extent of involvement in the justice system
of youth and adults with FASD does make it a justice issue. Once we have a diagnosis and know
what the deficits are, we can use a sentence-conferencing provision in the Youth Criminal Justice
Act that allows us to get everyone together to talk about what we are going to do to support this
youth. What kind of orders can the court make that are appropriate? These are not necessarily in
exchange for a custodial disposition. Often it is planning for when the youth returns to the
community. It has been very interesting for me to hear how difficult it is for the mothers to
navigate the many different systems that exist in support of families, many of which are very
well-meaning but operate independently of one another. When we are dealing with families who
are disadvantaged already and who are challenged and perhaps intimidated, and further, with
families in which the mother may be affected by FASD herself, we are setting up an impossible
task. Sentence conferencing brings everyone in a room to work together.

We have put a great deal of time and effort into high-risk groups because they are just that: they
are high risk. It is important to remember that some of these youth are involved in very
dangerous activities — dangerous to themselves and to the community. We had one young man
with an IQ of 55 who cannot read, cannot write, and cannot tell time, but he can beat the
immobilizer on a Chevy Avalanche in under 60 seconds. When he is out driving around in the
community, it is a very dangerous situation. Let’s talk a little bit about the characteristics of this
group. They are involved in gangs and substance abuse. Thirty-five of the 322 youths are not
attending school, and 44 of them have an IQ under 70. This is a very disadvantaged, vulnerable

group.
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As for outcomes after diagnosis and intervention, we are seeing a significant decrease in the
severity of the charges, a significant drop in admissions, and a decrease in the rate of charges,
particularly after six months. It seems that if we can keep the youth out of the criminal justice
system for six months, we can have some significant success.

We need to recognize that a diagnosis is not enough. We need to increase support for people in
the community who are involved in the justice system. For example, we need to review the role
of probation officers and parole officers. What is our expectation of them? If our expectation is
changing, they need to be supported so that their caseloads can reflect the work that we expect
them to do. You have already heard that those affected with FASD are challenged in accessing
community support and housing. We need to re-evaluate the use of an IQ of 70 as a determining
factor in assessing whether or not individuals can access support and housing. That absolutely
has to change, because it is not relevant to FAS youth.

I have looked at some of the crime statistics in Winnipeg. The Winnipeg police service posts
crime maps on the Internet so that you can see the crimes in your community. This is a picture of
the crimes committed in one of the high-risk areas in Winnipeg during the last six months of
2007. The houses on the map represent house break-ins (589), the other buildings are
commercial and other break-ins (640), the S’s are sexual assaults (14), the cars are stolen cars
(931), and the dead bodies are homicides (10). This is the environment that we are asking people
to live in. We are sending them back there without supports, and that is a huge problem.
Therefore, one of my recommendations is that we establish halfway houses or community homes
for adults and youth so that as they reintegrate themselves into the community they have some
support and some ability to follow court orders.

Finally, we focus a great deal on the accused and often forget about the victim. Crime victims
with FAS present in court as poor witnesses because they tend to be fidgety and easily distracted.
There is a fear from counsel’s point of view about bringing forward the fact that their witnesses
have FAS because the court may not accept them. We have to try to educate people within the
court system so that we remove some of that stigma, some of that fear of the FASD victim. We
also need somehow to include victims of crimes committed by FASD-affected offenders. Every
time I have victims come to court, which is not very often, it is a positive experience, because
they learn a little bit about the person who committed the crime. It demystifies and helps to
explain it a little bit. I think that reviewing the present sentencing process to allow for greater
victim participation and therefore greater community awareness is something that we need to
take a long hard look at.

Policy development in FASD
Dorothy Badry, Assistant Professor, Faculty of Social Work, University of Calgary

FASD presents a number of complex, multi-dimensional issues that have implications for policy
development in the areas of health (including mental health), social welfare, education, and
justice. The delivery of human services to individuals and families living with FASD should be
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considered from a human rights perspective that appreciates the complexity of FASD. Children
with FASD have a predisposition and vulnerability to psychiatric disorders and are at risk for
abuse and neglect over their lifespan. The invisible disabilities and biohealth fragilities that are
endemic in FASD lead to cascading vulnerabilities in the social world. (In electrical systems,
cascading vulnerabilities mean that if one part of the system goes out, the rest follows.)

It appears that for policy purposes, FASD service delivery falls into the realm of disability
supports. However, the current policy framework that uses IQ scores as a determinant of
eligibility cannot fully respond to the unique needs of persons with FASD. We need a new
paradigm for treating individuals and families living with FASD, one that applies scientific
medical research to the development of social service responses. Social science research in
FASD has not kept pace with biomedical research. Traditional practice, which is structurally
related to economic rationalism, managerialism, rationality, and generic competency
frameworks, does not work in the case of FASD. We must look through a new lens that
acknowledges the similarity of FASD to other disabilities while appreciating novel differences,
such as multi-layer problems and complex intergenerational social histories.

In the past, the Canadian response to disability was to encourage parents to institutionalize their
children and forget about them. While the focus is now on community living, individuals with
FASD require lifelong supports in order to succeed. Without these supports, history threatens to
repeat itself for individuals with FASD, who are vulnerable to institutionalization by the child
welfare, mental health, and justice systems. A lifespan-management policy model must be
developed. Those who intervene in early childhood must consider the implications of those
decisions in later life. A multilateral, cross-disciplinary, collaborative approach that offers 24/7
treatment models is required. Such intensive and life-enhancing supports can mediate against the
vulnerabilities of FASD. In response to FASD, individualized service plans that extend beyond
current policy allowances and case-management practice standards, particularly those standards
that limit time per case because of economic considerations, require examination. The FASD
Cross-Ministry Committee of the Government of Alberta has representation from all the
ministries listed in Figure 12 and is under the jurisdiction of Alberta Children and Youth
Services. This Cross-Ministry Committee is an outstanding example of collaboration in the
development of policy and practice that recognizes that individuals with FASD need program
support in all areas of their lives and that intervention models need to expand in scope in order to
meet these needs effectively.

Policy must also be developed regarding post-secondary education of professionals with a focus
on practice-based strategies and case management that recognizes FASD as distinct from other
developmental disabilities. The role of case management is an area requiring greater attention by
policy-makers, as is a much needed increase in case work hours. We are currently doing a study
of FASD child welfare practice standards in Alberta. This study’s pilot was carried out between
2003 and 2005. The current study, with $100,000 in funding over the next two years from the
Alberta Centre for Child, Family and Community Research, includes five regions of Alberta
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Child and Family youth services. Approximately 240 children with FASD or suspected FASD
are involved in this study. We are realizing benefits very early in the research, as we did in the
pilot, from case management standards that dictate more contact with children and foster homes.

The provision of care for those with FASD should focus on health promotion and not on blaming
women. It is important that we intervene prior to the birth of children with FASD. We cannot
develop social policy regarding the morality of alcohol use during pregnancy, but neither can we
reasonably and ethically ignore the right of the fetus to develop in a healthy way. The Network
Research Action Team on Women’s Health has developed a mothering policy framework, but
there is no corresponding fathering policy. This is a huge gap. It is time to start talking about the
fathers in relation to alcohol treatment programs such as Alcoholics Anonymous, and it is time to
begin a dialogue on how to involve fathers.

Although FASD conferences and training courses are venues for practitioners to inform service
delivery, various constraints limit attendance. There is no consistent educational framework
across disciplines, and this contributes to uneven service delivery.

Alcohol education policy is very important, considering the role that alcohol plays not only in
FASD but in domestic violence, crime, and health. Since alcohol use is normalized and legal,
educational policy must be instituted and curriculum developed to teach children about the risks
associated with alcohol use. These education programs should be introduced in grades five or
six, with follow-up in junior high and high school. This is one tangible way that we can
contribute to teaching future potential parents about FASD. The severity of the impact of FASD
is often not realized until substance-abuse problems develop in an individual. Children with
FASD are having children with FASD.

Child welfare policy plays a crucial role in our response to FASD. Many children with FASD go
into the child welfare system, but care of a child with FASD is not considered a lifelong mandate
in child welfare. If we examine the long-term picture of children’s lives, including their multiple
placements and the wounds and trauma related to their families of origin, perhaps a more
compassionate understanding of these children will emerge. It is not their fault that they have a
disability that is complex, difficult to manage, and encompasses the physiological, physical,
emotional, and spiritual dimensions of their lives. Blaming children for the problems of their
alcoholic parents, who also had their own problems, is not just.

A very important point that I believe has not been addressed in this conference is the need to
develop Aboriginal policy in relation to FASD. There is an over-representation of Aboriginal
children in care. FASD is not a racial issue. However, we should develop policy that is culturally
relevant and specifically addresses the needs of any community where FASD is found. To date,
policy and programs that are culturally relevant are limited. Aboriginal children who have FASD
and are in the care of the child welfare system reflect a history of intergenerational trauma
related to the residential schools. Groups developing policy and responding to FASD within
Aboriginal communities should reflect on this history and on other issues such as poverty.
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That mental health is often a reflection of social health is an important consideration in policy
development. Mental health policy (and social policy in relation to mental health services) for
persons with FASD requires ongoing development. The mental health system has a key role to
play in helping individuals who are struggling with the social problems associated with FASD.
Professional practice models generically demand client-driven responses, yet expectations of
independence permeate social practice and there is little appreciation of the explicit need for
managed care of FASD. Although independence is desirable, this response inevitably fails
individuals with FASD.

We have no national framework for FASD, and no federal minister has yet championed this
cause in relation to developing federal policy. I recommend that we appoint a minister with such
a portfolio. Further, it is important that there be advocates for children with FASD in every
province in this country.

These are some key policy recommendations that I would like to make:

o Develop discipline-specific standards of practice (e.g., in psychology, social work, and
related disciplines) in response to FASD.

¢ Develop alcohol-education modules starting in elementary school and continuing in high
school and post-secondary education.

¢ Inform young people at all ages of the risks of alcohol use. Develop a framework on how
various programs offer education on FASD, from those on the front line to those in
program administration.

e Engage a new model of lifespan planning for children in care: life-trajectory planning
that recognizes that these children need support in the community.

e Develop policy that maximizes support and improves quality of life for children with
FASD, who live with challenges all their lives while professionals move on to new cases.

¢ Open a channel of informational research (at the federal level) that encourages the
development of best practice.

¢ Develop a unilateral model of understanding FASD from a social paradigm that is
consistent and easily applied with respect to specific geographical needs.

e Develop child welfare policy and practice that support longitudinal case studies. We do
not currently have the infrastructure in our research policy frameworks that give funding
for such research.

o Reduce differences in youth transition experiences across provinces and territories. We
need greater cooperation between federal and provincial governments, between urban and
rural communities, and between social services, education and health authorities in order
to reduce duplication of program development spending.
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Figure 12
The Alberta FASD Cross-Ministry Committee (FASD-CMC)
The FASD-CMC is made up of:
e Alberta Children and Youth Services (Co-Chair/Administrative Lead)
o Alberta Health and Wellness (Co-chair)
e Alberta Aboriginal Relations
e Alberta Advanced Education and Technology
e Alberta Seniors and Community Supports
o Alberta Education
e Alberta Employment and Immigration
o Alberta Justice and Attorney General

o Alberta Solicitor General and Public Security, including Alberta Gaming and Liquor
Commission

e Alberta Gaming and Liquor Commission
¢ Alberta Housing and Urban Affairs

The FASD-CMC also has adhoc agency involvement from the Public Health Agency of Canada,
First Nations and Inuit Health, Alberta Health Services, and Safe Communities Secretariat.

Jury questions and answers
(Dorothy Badry, Mary Kate Harvie, John McLennan)

Edward Riley — Dr. McLennan, would your rationale for policy recommendations hold true for
many other developmental disabilities besides fetal alcohol syndrome?

John McLennan — 1t certainly could. Partly, we have to look at what evidence-based tools and
interventions we have and track kids that will benefit from those services. Unfortunately,
diagnostic categories do not line up particularly well with our treatment options, and we see a
great deal of co-morbidity across different developmental and mental health difficulties. Yes, I
would make the same argument for other populations.

Edward Riley — Thank you for raising one of the big issues we have in the diagnosis of alcohol-
related neurodevelopmental disorder (ARND), which is trying to separate genetic factors from
teratogenic factors. There are heritable genetic factors, such as in attention-deficit hyperactivity
disorder (ADHD), that may influence drinking and be passed on to the child as well. I would like
to know if you have any ideas about how we might better inform the medical-psychiatric
community that there is a great deal of data showing that even non-dysmorphic individuals with
heavy prenatal alcohol exposure have brain damage, and that the animal models, where one can
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control for environmental stresses, show similar types of behavioural problems as well as similar
brain damage? It seems that much of the medical community attributes these behavioural
problems to ADHD genetic factors or to parenting. How do we make them aware of the potential
that these problems are due to underlying brain damage?

John McLennan — 1 do not think the medical-psychiatric community necessarily ignores that.
think that the notion of multiple risks is broadly recognized: certainly, alcohol is one exposure,
and certainly there is accumulating evidence of the impact of nicotine exposure in utero. Ideally,
one would look at multiple factors. But when it comes to treatment services, what strategies can
we use to address those things? My argument was around separate treatment services. I am not at
all questioning the brain injury impact of alcohol, but the issue is whether that has treatment and
service implications. I do agree that there is a lack of understanding of the effect of alcohol
exposure. [ would say there is a lack of understanding of many other exposures as well. There is
lack of understanding of the impacts of nicotine and cocaine, as well as a lack of appreciation of
the role of genes, in particular for mental illness, despite a substantial evidence base.

Christine Loock — Dorothy Badry, you mentioned in one of your recommendations the need for
a specific policy for standards of practice. I assume that this would also involve training in the
mental health, social services, and health professions, which would include child psychiatry,
pediatrics, developmental medicine, and so on. I am challenged by Mary Kate Harvie’s remarks
that the majority of kids that come before her in court have never had a diagnosis. Our
experience is that children born in the 1990°s, before we knew what FASD was, did not do well
without a diagnosis. My question is to John McLennan. What policy would you recommend
towards training child health professionals, including child psychologists and pediatricians, to
deal with maternal psychopathology — or, as Nancy Poole put it, mothering under duress — and
adverse childhood experiences? How can we constitute child development clinics to deal with
complex intergenerational histories in the context of delivering services to kids without
incorporating such complex social determinants? What should we do in our training to prepare us
to do that?

John McLennan — In my training, we learned to be fairly comprehensive and to look at all risk
factors, such as domestic violence and multiple exposures. We continue to do that in training. It
is not clear to me that we have a training gap. There is certainly a service and treatment gap. I see
many kids each day, and I know what questions I am supposed to ask, and I ask them. I can
identify many problems — a need for parenting, housing, income support, and so on — but I do
not have those services to offer them. The biggest problem is the absence of services. I am not
saying that we do not need any more education, but lack of services is a much bigger problem
than lack of education. I hear every day that we are struggling in our child mental health and
child developmental clinics due to lack of services. We can identify the needs, and we can make
recommendations, but the services are not there.

Gail Andrew — When training my residents, I go back to the 4-Digit Diagnostic Code. We look
at the rankings for growth, the brain, the face, and the alcohol exposure. But there are two boxes
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that I highlight and make sure my residents work through. I tell them to look carefully at all the
other prenatal factors and to rank them. How many of them are influencing the child’s
presentation? Then we go through the same exercise in the postnatal box. How many of them do
you think are there? That needs to be considered in both your differential diagnosis and your
treatment plan.

Christine Loock — My follow-up question is about the capacity of working in shared-care
models. It is my experience that we do not do well at training in a multidisciplinary or a multi-
sectoral way. We need to recognize that we cannot do this as single practitioners or in a single
model, and that the proper clinic for kids with such complex histories would be one having those
resources in a program. That is an argument in favour of having multidisciplinary clinics that are
able to address complex multi-generational histories such as present with FASD but may also
present in some other developmental disorders.

Anne McLellan — 1 have a question for Mary Kate Harvie. The judicial system, like the
healthcare system and the social welfare system, are stretched for resources. While you talked
about support from the federal and provincial governments, you did not put a price tag on the
program that you have in place. What are the actual costs, and is your project viewed as a pilot
project or has it been integrated into the justice system in such a way that you do not need to
worry about losing funding for it?

Mary Kate Harvie — We costed it out on a pilot basis. I do not have up-to-date numbers on the
cost, one reason being that we expanded to The Pas [Manitoba]. Second, part of the challenge in
costing is that we have so much in-kind funding. The doctors, for example, provide services for
which they do not bill us, including the preparation of reports. It is very much a team
collaborative effort in that respect.

When we try to cost it out, certain costs are often challenged. Out of interest, we costed out one
of our high-risk youths who had been in custody for virtually his entire youth, from age 12 to age
17, before he became involved in the project. Over a 50-month period, he was in custody for 32
months. During that period, he was convicted of 31 auto thefts along with a variety of other
charges. We thought it would be interesting to find out how much that cost, even though it is
only one case and does not provide the cross-section needed for statistical support. Our friends at
Manitoba Public Insurance tell us that when a car is stolen there is an average of $3,500 in
damage. If you do some basic math, 31 times $3,500 is $108,000 of damage to vehicles. He
spent 973 days in custody. If you average the cost of the custody, depending on the institution, it
cost the system upwards of $251,000 for the period of time that he was in custody. For the period
that he was on community supervision, we estimated the cost to be approximately $53,000. He
was arrested 22 times, and if you estimate 8 hours per police team per arrest at $150 an hour, that
is $26,000. If he had gone into community care after that, the community care cost during that
period of time would have been $74,000. We did not include medical costs, judge costs, lawyer
costs, court costs, or other costs of that nature. I raise this as an issue that everyone needs to give
some thought to, because I was challenged on some of these numbers. The response I received
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was, well, we are running an institution anyway, so you do not save us any money by keeping
him out of custody; and they said, well, we have a police force, so you are not saving us any
money if he’s not arrested. The best response I could come up with is that that is very stupid. I
couldn’t think of anything else to say other than that only in government would you say that it is
free to have someone arrested or kept in jail or put into community services.

It would be very helpful if we had some recognized cost factors so that we could say, yes, it is
acceptable to factor in the costs of having a kid arrested 22 times by the police, who are crying
for more police officers; and it is acceptable to factor in the cost of having him in custody when
all of our jails are overcrowded. Our project, when we last costed it out before expansion to The
Pas, and not including some of the in-kind funding, was about $423,000 annually. We figure that
one youth was costing over $10,000 a month. I think we need to know what is acceptable to
include in the costing amounts.

Anne McLellan — Is your program under any threat, or have the evaluations shown outcomes
that the system sees as positive and therefore you will continue this program indefinitely?

Mary Kate Harvie — We are embedded in the system now, and the provincial government is very
supportive. That does not mean that we will never be at risk, and we find that there are not
enough resources available provincially for statistical analysis and evaluation. We started doing
that ourselves, because we need to be able defend the program if it is ever challenged. Manitoba
is very positive and proactive in addressing FAS, but one of the challenges and one of the
legitimate criticisms of the project is that we focus on diagnosing and supporting youth who
come into a system without a diagnosis. We have a huge community of youth who come before
the court with a previous diagnosis who are not eligible for our program simply because we are
not sufficiently resourced to include them. Their lawyers come to us and say that their clients are
not eligible because they have a diagnosis already, but they need as much support as some of the
other kids. One of the things that I and people in corrections have been advocating for is an
expansion to allow support for some of those youth. That is where I think we need to expand
next. There and into some of the regional areas.

Lee Ann Weaver-Tyrrell — 1 am assuming that individuals who have developmental disabilities
other than FAS are also eligible for this program.

Mary Kate Harvie — For our program, no. We focus on FASD youth. We receive a great deal of
information about youth apart from this, such as in pre-sentence reports that come to the court.
We target FASD because we saw a gap in services in the community and had concerns that we
did not know what was going on with some of the youth appearing before the court. We needed
to get some answers.

Audience questions and answers

Audience — 1 am a consultant pediatrician in Igaluit, Nunavut. I have a comment and a point to
make to the jury. If we are talking about creating policy that is truly universal, then we should
not forget the Inuit in Nunavut. It is a small population of about 31,000 people, but it is a
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population that struggles with alcohol and with behavioural and developmental problems. I very
much appreciated Dorothy Badry’s comment about making policy that is culturally relevant.
This is very important. I hope that one day we will be able to provide diagnosis, assessment, and
management plans locally, but we will not be able to do this until we have more professionals up
north. In the meantime, we rely heavily on expertise and specialized diagnostic and management
teams in the south. One of the frustrations I have is that we have trouble accessing these centres.
As an example, for the past year I have been managing a little eight-year-old boy who has been
an unbelievably difficult diagnostic dilemma for me. He had encephalitis as a child and has
neuropsychological problems as a result. He is in foster care, likely was exposed to alcohol in
utero, and has significant attachment and psychological issues. I think I have asked every single
diagnostic centre across the country to accept a referral for this child, and I have been refused
every single time. The reason that I have been given is that, I am sorry, but you do not fall into
our catchment area. This is a serious problem. I think that when we talk about developing policy
we have to keep in mind that it does need to be universal so that all Canadians across the country
have access to appropriate services.

Audience — 1 am from the Bigstone Cree Nation. [ am a survivor of an Indian residential school.
Surely, the victimization that has been done to our people can be recognized as part of the
outcome we are facing today in our communities. Family is the most important factor in a child’s
ability to thrive. Is it any wonder that foster children go searching for their biological parents to
find that connection that is missing in their lives? Our reserves continue to have high rates of
suicide, substance abuse, and criminal activity. It is obvious that the system has failed our people
when we see four to six per cent of Aboriginal children in care and a very high percentage of
people of Aboriginal descent in our jails. It is a heavy weight on our society. As Aboriginals, we
have our own unique culture, traditions, and values. We have accepted the apology from the
Canadian government, and healing has begun, but we also need a voice to deliver our own
services and policies within our own communities.

Audience — 1 want the jury to consider Dr. McLennan’s comments. The system of care was
changed because of a need. The system of care that we had for FASD kids led to no diagnosis
and many of these children fell through the cracks. They were given behavioural diagnoses, but
the possibility of an etiologic diagnosis of brain injury was ignored. My son was diagnosed by a
child psychiatrist as having ADHD and he is now is an owner of a very successful business. He
does not have FASD; he has ADHD. Kids with attention-regulation problems, functional
memory problems, and executive function and social adaptation problems, who constitute the
majority of FASD kids, do not often experience that kind of success. The diagnosis requires
considering the possibility of FASD, and the previous system ignored those children. A recent
survey done through the Public Health Agency of Canada showed that physicians are
uncomfortable about diagnosing FASD. This is a special, unique situation that requires special
care and a multidisciplinary approach. I want the jury to consider that Dr. McLennan’s views are
not isolated, and not new. Our approach now to diagnostic clinics and assessments and treatment
programs is a result of doing things differently.
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Mpyles Himmelreich — John McLennan, thank you for your presentation. My question has been
touched on by the jury and in this last audience comment. I am wondering if you are saying that
someone with ADHD would not have the same behaviours as somebody who has FASD?

John McLennan — Presently, most people are using the Diagnostic and Statistical Manual
(DSM) for ADHD diagnosis. The approach in the DSM has been described as a
phenomenological approach — a description of signs and symptoms. It is not a system that
determines the cause, or etiology. We make the diagnosis and then speculate whether the
etiology was alcohol exposure, genetic influences, low birth weight, exposure to nicotine, and so
on. The diagnosis is somewhat separate from the determination of etiology in the way we have
set up our diagnostic system. When we diagnose FASD and see attention problems, some of that
may be a function of the alcohol exposure or intrinsic to the FAS, but some of it is ADHD that is
not alcohol-related. It is very hard to see a distinction at a clinical level. Under research
paradigms, some differences have been demonstrated, but within the clinical population it is not
clear how one separates those things or what the treatment implications are. I am not saying that
an attention problem is all parental genetics, but a component of it is; and sometimes the
attention problem is all attributed to alcohol or FASD, and that is probably inaccurate.

Gail Andrew — 1 think there is uniqueness in FASD. I am a strong believer in universal access to
early intervention programs for all children and, in fact, young children with FASD benefit from
being with their typically developing peers. They learn visually; they copy good behaviours; they
learn from their peers. Peers are the greatest teachers. But in many of the early intervention
programs, there is a strong parent component through which parents learn strategies so that they
can follow through in the home environment. I question, with the FASD population, who brings
the kids to the program? Who works with them within the program? Who is going to follow
through at home? We have different levels of caregivers. Many of the foster mothers that I see
have six or more children with FASD in their care. How much time do they have to come to the
FASD intervention program and how much time will they have for the follow-through? What
about a birth mother who has FASD herself but has not been diagnosed or, even if she has been
diagnosed, is not connected with the support services? Will she be able to learn the strategies in
the program and carry them over to home, or will she just be failing one more thing? I think that
is one aspect of the uniqueness of FASD: it is not only who they are, but who they come with.

Question 6

What further research into FASD is needed?

Health and social policy

Sterling Clarren, CEO and Scientific Director, Canada Northwest FASD Research Network;
Clinical Professor, Pediatrics, School of Medicine, University of Washington, Clinical
Professor, Pediatrics, Faculty of Medicine, University of British Columbia
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I would like to start by taking us back to the beginning of the day. I hope that Myles
Himmelreich will forgive me if I use his excellent description of a day in his life as a case study
for what FASD is all about. What many people have attempted to do is put a human face on what
we are trying to grapple with; but at the end of the day, what we are trying to grapple with is
mystery. Fetal alcohol spectrum disorders have been, for me and many of my colleagues, an
endless mystery.

Think about what Myles talked about this morning and imagine that we are observing a day in
his life through a two-way mirror. What do we see? We see a fellow who is tall, thin, strong,
probably athletic, good looking, has great presence, can walk up onto a stage and give a coherent
talk, and tell a good story. And he’s funny. Not only is he funny, but he uses irony. We see a
very well put-together guy and what do we assume? We assume that his brain function is normal.
Now, when he gets to work and sits idly for an hour and a half, what do we see? Do we see
somebody who is depressed, hung over, drugged, despondent, lazy? All of those words and 10
more are going to come to our minds before we think of brain damage. How does he get through
his day? Does he walk up to everyone and tell them, “I have FASD. Be nice to me.”? Absolutely
not. Myles is doing the best he can. I am guessing that the people in his office know something
about him, so that when he sits there for an hour and a half, they cut him some slack. And when
he needs help sending a fax, they help him. If he asks them again, they help him again, because
they understand. They have looked through the invisibility and mystery of this disability and
they understand it to some extent. Myles goes home at the end of a horrible, awful, miserable
day, and he makes himself some supper and plans to go play volleyball. Even though he has had
a miserable, awful day, he knows how to do some self-nurturing and get on with his life; and, in
part, he can do this because of what he has learned. It is not a question of etiology; it is a
question of understanding and of appropriate intervention for a population that is persistently
mysterious.

I will give a brief outline of what we have attempted to do in western Canada over the last three
or four years. Ministers of child services and health from the four western provinces and the
three northern territories started meeting about 10 years ago and realized that they needed more
data to inform public policy on FASD. The Canada Northwest FASD Research Network was our
response to their request. It is a potential model for bringing data to the subjects of FASD
diagnosis, prevention, and intervention.

What came out of our initial consultation work in 2004 was recognition that over 170
demonstration, implementation, and research projects on various aspects of FASD were
underway in western Canada. Virtually none of them was being assessed and few of the groups
were talking to or learning from one another. We brought them together into what we call
Network Action Teams (NATSs). These are five teams responsible for data gathering and research
in diagnostics, intervention, and three prevention topics. Why three prevention topics? Because
in 2004 the people in prevention did not want to work together. Group one were people who
wanted to do universal prevention, ad campaigns, and teaching. Group two were people who
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wanted to work with high-risk mothers. Group three were people who wanted to do FASD work
through the determinants of women’s health. All of those people are now working together
because they realize they have a great deal to offer one another and that this work has to be
integrated.

We then organized Network Implementation Teams (NITs). These are smaller groups that work
across the Network Action Teams to provide everyone with key information on First Nations
sensitivity, knowledge transfer, data management, and ethics and methodologies. The network is
administered through our central office and led by a board of directors and, ultimately, our
ministers.

I am confused about the difference between the terms ‘clinical research’ and ‘quality
improvement.’ I have been very persuaded by the work of Don Berwick, and my favorite quote
from him is, “Every system is perfectly constructed to give the result that is achieved.” If we do
not like the result, we have to try to understand what we are doing to produce that result. That is
what clinical research is. That is what quality improvement is. This is what we need to do. We
need to evaluate what we are doing, to evaluate how it might be done better, and then to
implement and disseminate change.

Clinical inquiry on FASD has four aspects that inform one another and need to be advanced
synchronously: prevention, diagnosis, intervention, and surveillance. Accurate diagnosis has to
drive prevention and intervention; and if you are not doing surveillance to understand what it is
that you are doing, you are not going to make progress. Diagnosis depends on diagnostic
capacity. If we assume, as a simple estimate, that the prevalence of FASD in Canada is one in
100 people, then the incidence of new cases of FAS is approximately 3,200 per year, the number
of cases of FAS is 32,000, and the number of cases of FASD is 340,000. Yet the number of
evaluations that we can do annually in all of Canada right now is 1,500.

How are we going to increase that diagnostic capacity, and what should we increase it to? My
way of thinking about it, and the way that most of the clinics think about it, is as follows.
Normally adaptive people are those who have normal temperament and mood that directs their
conduct, normal cognition and information processing, normal environments, and normal ability
to learn. What we see, on the other hand, are people with psychiatric conditions, with cognitive
processing difficulties, with medical issues, and with adverse environments, all of which suggest
maladaptation. Does every one of those 340,000 need to come to an FAS clinic? Of course not. If
their disease is mild and focal, they will go to a doctor, psychologist, or psychiatrist and get
treatment, and they will be fine. If their IQ is 40 from fetal alcohol exposure, they do not need an
FAS diagnosis. With that IQ score and their general level of disability, they will get the
interventions they need. But what we see in our clinic are the people who need more, and we are
not sure how many of them there are.

Not all maladaptation is approached in the same way. If we think that a maladaptation is due to a
health or environmental issue, our societal judgment is that it is a disease, and our intervention
goal is to treat it or cure it. If we believe that maladaptation is due to temperament or mood —
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that it is psychiatric — we may still think it is a disease and intervene with treatment or cure.
However, that same maladaptation of temperament might be called disobedience in the court,
and the intervention might be punishment or separation. If the issue is cognition or performance,
our societal judgment then, and only then, is that it is a disability that we have to accept or treat.

What is mysterious about the FASD population is that they have all of those maladaptations at
once. That is why we need a multidisciplinary group who can assess them at the same time, and
preferably over time, to see what percentage of the maladaptation is actually brain damage.
People may go to genetics clinics, or to developmental disability clinics, or to psychiatry clinics
or neurology clinics. The problem is that those programs in Canada are already oversubscribed
and they operate as silos. Developmental programs focus on functional deficits rather than
etiology. Genetics clinics try to determine etiology, but are not equipped to provide the
interdisciplinary assessment needed to establish brain dysfunction. Most people work in only one
area. The integration simply is not there, and that is why these clinics have been built. What we
are trying to do with the Canada Northwest FASD Research Network is to operationalize this by
bringing everyone together in action teams to ask and address questions that will inform policy.
We believe that the data, when brought together, can inform policy. We have very little funding,
and it is very expensive. We are persisting nonetheless. Most of the people on our teams work
for us as volunteers.

The type of questions that we think need to be asked right now are as follows. How much should
we increase capacity? Where should new programs be located? Who should staff them? How do
we monitor them? Answers to those questions come by analyzing the clinics themselves. Who is
on the staff? How much time do they spend? Do they need more time? Could they do it in less
time? What is the experience in different places? Are urban clinics different from rural clinics?
These data is being gathered as we speak.

Clinics should not be isolated, but rather linked to prevention programs. We need to be able to
integrate services, as Audrey McFarlane has done in the Lakeland Centre for Fetal Alcohol
Spectrum Disorder. But how do we link clinics to prevention programs when, as Amy Salmon
has told us, prevention programs are not necessarily available where the clinics are? We can start
by using common forms so that we can all understand the functional diagnoses of patients. We
know that there is a laundry list of functional problems, but which ones are the common ones?
What are the common treatment recommendations? Are people successful in getting these? Are
they available? What do they cost? Those are questions that we could answer now if we had a
chance to do so.

What about surveillance? We know that passive surveillance is not working. It did not work 10
years ago, it is not working now, and it is not going to work in 10 years. We can do active
surveillance, but there are legal, ethical, and fiscal issues in doing that. Somebody has to be
brave enough to sit down in government and say, let’s work through this, we need to count this.
We do not know what works in intervention, and that information is not going to be available
any time soon if we do not evaluate the success of the work that is currently being done. It is a
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golden opportunity, but no one funds the demonstration and implementation projects to evaluate
themselves in a way that allows us to understand how they are like other similar programs.

As for prevention, again what is missing is the understanding that every aspect of prevention is a
piece of a whole. I beg you not to be overly concerned about what the right public health
message is and whether people should be told whether they can drink or not drink. That is a
small piece of the pie. It is cautioning the low-risk people to be no-risk people. Creating public
awareness is extremely important, but we have been listening to people telling us about very
difficult populations that need to be reached in effective ways, and that has to be coordinated and
counted. We can do that too. This is not beyond us. We just need a chance to get people of good
will together to talk about what they are doing and understand it.

In summary, we do not know how to do this work effectively, but we can learn from our shared
experience. If we are doing the same things in six months that we are doing today, we have
failed. If our practices differ more from each other in six months than they do today, we have not
learned from each other’s experience. Persistent and sustained effort will make a difference in
this field.

Clinical

Sara Jo Nixon, Professor, Department of Psychiatry, and Director, Biobehavioral Core,
Clinical and Translational Science Institute, University of Florida

I was asked to talk about the kind of research that we need to be doing to inform our next phase
of clinical development. As I reviewed the literature, one of the key points that stood out is the
challenge of dealing with the hallmark of fetal alcohol exposure, which is heterogeneity of
outcome. That heterogeneity is reflected, first, in structure and function dissociation — that is,
when a part of the brain is not functioning well, how is that reflected in the neurocognitive
behaviour, IQ score, and functional adaptation? I hope that with the development of more
sophisticated imaging and related measures, including behavioural measures, we will become
better at determining that. Perhaps more fundamental is the dissociation between alcohol
exposure and outcome. This is a problem for us, because it interferes with our messaging to
pregnant women. In the literature on both animal and human studies, a great deal of attention is
given to the quantity, frequency, and timing of alcohol exposure and to the idea of critical
periods of fetal development — that if alcohol exposure occurs during this period, the face will
be affected, and if it occurs later, the face may not be affected but there will be neurobehavioural
outcomes. But no one can say exactly how much alcohol and when. That uncertainty leads us to
recommend that no alcohol be consumed during pregnancy, but we all know that there are
women who drink at some point during their pregnancy and do not have an affected child. What
are we going to do about that? How do we deal with an uncertain dose-response curve?

We see in the literature increasing attention to co-morbid substance use and co-morbid
psychiatric disorders. Certainly, we now know that the interaction of tobacco and alcohol is not
merely additive, but synergistic, and its outcome for babies is negative. Smoking does not cause
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FASD, but it increases the opportunity for a negative outcome; and it does so in a way that may
affect placental integrity, child growth and a variety of factors that play to that. If we look at the
women least likely to be able to quit drinking while pregnant, a number of them smoke or are
exposed to second-hand smoke. We also know that domestic violence may lead to hypoxic
episodes that are related to various negative outcomes. These are co-morbid issues that play into
the neurobehavioural outcomes that we see. There is growing attention, particularly in animal
studies, to the protective effects of dietary supplements. Is it relevant to the human condition that
facial dysmorphology is not observed in alcohol-exposed mice when zinc is administered? What
does that say about the opportunity for early intervention, even after exposure? We can ask the
same questions about choline.

All of this comes down to the issue of fetal risk. For reasons that we do not understand, not all
fetuses have the same probability of a negative outcome when exposed to what we know are
neurotoxic effects of alcohol. We must indeed come to a better understanding of what fetal risk
conditions are. This is particularly true if our desire is to remove the stigma and the blame and to
focus on maximizing outcomes for children who may have been exposed to alcohol prenatally.

The second area for research is the development of models. At present, we do not have a
particularly good model of neurobehavioural deficits. One thing that always amazes me is that
we talk about emotional behaviours, such as mood and temperament, as though they are not
behaviours. We look at an individual’s neurobehavioural functioning, and here we are talking
about math and reading, and we look at adaptation to the world as reflected in mood regulation.
Those are all behaviours and they are all moderated and mediated through the brain. All of the
actions, outcomes, and areas of deficit or dysregulation are linked to brain damage. None of what
we observe says that the disease is not in the brain. Rather, it says that many things are mediated
through the brain; and when the brain is exposed to alcohol, there are effects, and those may or
may not be the direct effect of alcohol.

We heard in Joanne Weinberg’s talk about the need for a systems approach — looking at the
stress-diathesis model, for instance, and the implications of that for temperament and other
aspects of behaviour. If we are going to model neurobehavioural deficits effectively, we have to
ensure that we have the appropriate control groups. If we are interested in the effects of alcohol
on the brain, and if we want to examine that separately from attention-deficit hyperactivity
disorder (ADHD) and mood disorders, then we need control groups that allow us to dissociate
those things. These are expensive studies, but they are the only way to isolate the effects of
alcohol from other factors that affect the brain and behaviour.

Another area that we need to look at is our approach to analysis. We very often do endpoint
analyses, looking at the IQ and achievement scores; but a more subtle and sensitive measure
would be to look at process orientations. Claire Coles has done that in some of her studies,
where, for example, the aim is not simply to say that there is a memory problem, but to identify
more specifically that the problem lies in the encoding or in some other process. Then, when we
narrow it to encoding, we can look further at very specific areas, such as attention. Is it really an
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inability to attend to what is relevant, or is it an inability to ignore what is irrelevant? This is not
a matter of semantics. It is a matter of differential brain damage and it calls for different
interventions.

Next, we need to look at compensatory mechanisms. Instead of skill building — the idea that the
individual is bad at math, so we have to do more math — we need to focus on skill substitution.
What can help this child to achieve the goal, if, for example, the goal is to go grocery shopping
and have enough money but the child cannot add? How do we substitute appropriate skills for
those that are not working right? We do not have enough research to help us direct those
interventions, and so we go by the seat of our pants.

We need also to identify the links between what we call neurobehavioural deficits and social and
emotional skills. We know that they are related. We know that sometimes deficits in particular
aspects of cognitive and emotional processing are associated with general areas of the brain.
Knowing this, we can move backwards. That is, teachers and others who see these deficits can
say, “I need to know if this is related to a brain issue.”

And, finally, we need to look at opportunities for intervention. When we talk about prevention,
we talk about prevention through abstinence. If we are going to focus on maximum outcome in
these babies, we also need to consider the neurobiology of later intervention. We have to
understand that the nervous system is highly plastic and that there are many opportunities to
intervene in its development, even after birth. We have often stayed away from that. We have
identified the alcohol exposure and looked at the deficits, but we have not done a particularly
good job of looking at interventions that would have a direct effect on brain development.

We have an inadequate interface with the growing sciences that could help us address this. The
behavioural, developmental, molecular, and cognitive neurosciences have direct impact on the
questions we are asking, but people who are doing molecular work or basic behavioural work are
often not very interested in FASD. They do not see it as a way to increase their understanding or
their contribution to brain research. They think FASD is a clinical question, and yet the two are
inextricably intertwined.

So what do we need to do? What kinds of research do we need? We have pointed out that
maternal health interventions are essential. Healthy moms have healthier babies. However, we
need to be willing to consider the possibility of post-exposure intervention, both in utero and
after birth. For instance, we might consider direct fetal intervention if we came to understand that
a particular dose of choline could offset alcohol effects and we knew how to administer that
choline. Is it reasonable to consider that, or would it give a mixed message about drinking during
pregnancy? Following birth, we need to look at neonatal, infant, childhood, and adolescent
interventions. It is not over when they are born; in a way, it has only just begun. Considering that
the frontal lobes and the connections, the white matter tracks, continue to develop until the 20s,
surely we can make better use of that time. We can do that through specific kinds of behavioural
interventions; for example, we know that enriched environments help and we know that stability
helps. We could also look at specific pharmacological interventions that are known to have
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neurotropic effects. This is not particularly popular, and it places the emphasis on the baby rather
than on the mother; but if we are serious about not blaming, we have to focus on maximizing the
outcome, and our research efforts should do that. It does raise questions of how much, when, and
who gets what. There are limited resources, and people are not always in a position to receive
those resources. How do we go about making resources that we know work available to a larger
or universal population?

In regard to personality and temperament, a question has come up repeatedly about the role of
inheritance of related disorders that result in behavioural dysfunction and can arise from either
parent. In studies of children of alcoholics who are not themselves alcoholic, we have found that
children of alcoholics are prone to having a number of externalizing and internalizing behaviours
that are not dissimilar to the problems we have seen in children that have had exposure to alcohol
in utero. We must therefore ask, is it the fetal alcohol exposure, or is it the fact that the woman
who gave birth to this child is involved with an alcoholic, or she herself is alcohol dependent? It
is a tricky question, but one that we need to address. It does not downplay the significance of
fetal alcohol exposure; it just says that it is more complex than that. We see similar issues in
neuropsychological assessments of impulsivity, behavioural inhibition, frontal lobe functioning,
executive function, and even abstraction and planning. We see it neurophysiologically in
differential brain activation and, in particular, in brain changes known to be affected in working
memory and attentional processes.

The bottom line is that we need a clinical research agenda that integrates the progress we make
in animal models with the opportunity to address these questions through clinical trials with
humans.

Child health and well-being

Bruce Perry, Senior Fellow, Child Trauma Academy, Houston, Texas

I believe that we are well intended, but the concept that we can take this incredibly complex set
of problems and, in three days, summarize and come up with consensus recommendations is,
with all due respect, a bit arrogant, not that I don’t want to be part of that process. What I want to
do is share a few things that should be taken into consideration in this process.

The first one is best summarized by this: that the problems of fetal alcohol spectrum disorder are,
in my opinion, related to very complex transgenerational issues related to the deterioration of
culture. The big elephant in the room is that FASD issues in most of the Western countries have
to do with the over-representation of FASD in indigenous populations. There is a gift of insight
in this observation, because FASD that occurs in non-indigenous populations is also related to
deterioration of past culture and of family and community relationships. When we think about a
research agenda, we need to take into consideration the complexities of FASD and recognize that
there is not going to be a particularly useful recommendation that is fragmented. Instead of
fragmentation, which led to where we are today — the silos of funding, the fragmentation of
service delivery programs, the fragmentation of educational models — we have to create more
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integrated, relationally sound models of education, research, child rearing and many other things.
We have to try to recapture those elements that address our neurobiological need to be
interconnected. We need to acknowledge that when we are not interconnected, when this
fragments, it creates distress and increases the probability of physical health problems and the
likelihood that we will use substances to minimize our stress and deal with our pain. My
recommendations are related to this.

The fundamental issues of FASD are intertwined with the brain. All of the manifestations of
FASD are manifestations of a brain that has been insulted during development, either directly by
alcohol or indirectly through attachment issues associated with early caregiving that is impaired
by substance abuse, or through domestic violence that influences the stress response systems,
which then cause a cascade of problems in the organization of the brain. It is unbelievably
complex and our current models of solving problems in this society are inadequate to deal with
it.

Let me give you some visual images that will help you appreciate this challenge. This is a
cartoon showing different areas of the brain. As you know, the top is the cortex and the bottom is
the brain stem. There are certain very important neural networks that originate low in the brain
and have direct connections to all other parts of the brain; and these — dopamine, serotonin,
norepinephrine — are not the only ones, but they are some of the most important. This lower part
of the brain is organizing in utero, so that developmental insults in utero are going to cause
abnormalities in the organization of those networks. Because of the central role that these
neurotransmitters play in so many functions and in the development of higher areas of the brain,
insults to those parts of the brain result in predictable abnormalities in every part of the brain
where they send information. This is part of the complexity of FASD: that alcohol exposure in
different doses at different times and in different patterns can lead to completely different
functional outcomes.

Going from the simple triangle model of the brain, we have been using a functional approach to
create a functional map of the brain. Different functions are mediated by different areas of the
brain. The functional map is a gross oversimplification of the neuroscience of the brain, but
fundamentally it is accurate. We use this for clinical purposes and some research purposes. Each
box corresponds to a function or set of functions. The boxes on the top are neocortical functions,
and the boxes on the bottom in the red area are brain stem functions. These include sucking,
swallowing, gagging, the fundamentals of attention and tracking of information, extra-ocular eye
movements, and so forth.

Tommy Doe, whose brain is represented here, is a child who experienced multiple
developmental insults: he was exposed to alcohol in utero, his mother was in a domestically
violent relationship, and he was sexually abused when he was older. The little brain boxes on the
right have numbers — 12s, 11s, 10s, 9s — and are coloured in. Higher numbers and dark colours
mean that that area of the brain is organized and functional; lower numbers and lighter colours
mean that it is disorganized and dysfunctional. This gives us a matrix picture of Tommy Doe.
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This is a SPECT scan, looking at the neuroimaging of Tommy Doe. Any colour on the brain
image indicates something that is at least two standard deviations different from a normal brain.
It is either overactive or underactive. The dysfunctions indicated by the colours correspond very
closely with those found in the functional assessment that was done.

This is Danny Doe, also with prenatal exposure to alcohol, but with a completely different
pattern. You can see what his brain should look like, and you can see dysfunction in multiple
domains of the brain and the neuroimaging that corresponds with that. This is Jane Doe, affected
by prenatal exposure to alcohol and then other cascades of developmental problems. Each of
these children, now young adolescents, had been in and out of the special education and mental
health systems and given multiple diagnoses — the story that you all know. Only as an
afterthought did people say, “Fetal alcohol exposure may be a factor here.” These children’s
problems had never been linked to prenatal exposure to alcohol, even though I would argue that
alcohol played a significant role in their dysfunctional presentations.

Part of the problem that we face is that these children can walk in the door of the education
system, the mental health system, and the juvenile justice system, and at each place they are
formulated in the context of the frame of reference, the forms, and the outcome measures that
that system uses. They all get inadequate care, because we treat fragments of kids; we treat one
part of the brain. We look at Tommy Doe’s stress response systems and see that they are
abnormal, his capacity for abstract cognition is abnormal, his self-esteem is abnormal, his
psychosexual development is abnormal, his fine motor control is abnormal. And we say, “Fine
motor control is abnormal? Oh, you’d better go over to the occupational therapy division.”
“Psychosexual/social development is abnormal? You’d better go see the shrinks; we do not do
psychosexual here.” “Abstract cognition is abnormal? Clearly, you have to go see somebody in
special education.” We fragment these kids. We try to solve their problems in fragments; we do
our research in fragments. Everybody here has talked about the need for integration. That would
be a brilliant thing. The only way that we are going to solve these problems is by reversing the
entire frame of reference that led to these problems, fragmentation.

All of these things are done in the context of ongoing clinical service delivery. These are not
research. We will use the data to get a broader picture of these problems and to track the
outcomes and the efficacy of the things that we are doing to change a part of the brain. We’ll see
whether or not the occupational therapy is going to change the fine motor control parts of the
brain. We’ll see if the mental health services are going to change self-esteem. We’ll see if the
music and movement therapies are going to improve balance and coordination. We use a
standardized assessment process, but what we do with each one of these kids is develop an
individualized intervention plan.

My recommendations are the following. We need to integrate research, education, and service.
All of the service delivery programs, all of the wonderful things that are going on, need to have
elements of both research and capacity-building. We need to have more people in every
discipline who understand these things better — who understand development, who understand
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risk, who understand attachment issues — and we will do this only if we stop fragmenting. We
have schools of social work, we have schools of medicine, we have schools of law, and we all
are the blind men feeling this elephant. We’ve got to take off our blinders and see that we will
never have solutions to complex problems unless we develop a more integrated capability.

Many good things can come out of that. Many people who do service delivery are afraid of
research. “You are going to do experiments,” they say. “You are going to dehumanize.” But that
is not true. You can do research in a very humane and sensible way. It is immoral to do service
delivery in a resource-depleted world when you do not have the ability to comment on what you
are doing and self-correct. I don’t care how great your program is, it could get better. There are
parts of what you do that probably are not very effective, and you can stop doing them; and there
are probably parts that are very effective and you can enrich them. We have to build in the
capacity to self-correct. Government has to demand that in new programs.

That has to be in combination with a research plan. There has to be some approach to the way we
take what we know and use it to effect change. One of the sad things is the way in which data are
starting to be used to de-fund programs, the way data are being used in a socio-politically
selective way to maintain the status quo and resist change. It is very interesting, for example, that
in the mental health field, psychopharmacology is not subject to the same standards of evidence
that are applied to cognitive-behavioural interventions or animal-assisted therapies or the use of
music and movement. The fact is that there is no evidence for almost any of the
psychopharmacology in children. Most of the evidence is the product of drug-company-funded
studies that are tainted.

I am not saying that data are not important. They are essential. But we also need to know what to
do with data. We do not need to do a study on every single aspect of every single condition of
every single age group. We have to be able to do a reasonable study and make plausible
extrapolations. If we are not allowed to do that, there would not be enough money in the federal
budget of the United States if every dollar were dedicated to child mental health research to
study every single aspect of every single problem that needs to be looked at in order to address
issues in FAS. We have to look not only to research studies for useful, truthful input, but also to
the wisdom of the elders in the Aboriginal community. We have to look to common sense. We
have to look to things that are working, and if we have a concern that there is not enough data,
we need to have a way to measure and then comment on it in a couple years. We do not need to
stop it and then say, “You can have the money back after you prove that it works.”

Jury questions and answers
(Sterling Clarren, Sara Jo Nixon, Bruce Perry)

Lee Ann Weaver-Tyrrell — Dr. Perry, thank you for giving such an appropriate address at the
conclusion of the session. Thank you.
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Raisa Deber — Regarding the research that was mentioned, particularly to validate some of the
diagnoses and treatments, how much is in the pipeline now that one might expect could be used
and how much is going to have to be set up and started?

Sara Jo Nixon — The issue is that we need to develop conceptual models that will allow us to
build integrated studies that would link the animal and the human work directly. Obviously, we
cannot do in human studies what we can do in animal studies, and right now a great deal of
meaningful work for the human condition is being done with animal models. What we need is a
strong statement that this is the kind of research that we want to see. We want to see integrated,
innovative work that will go beyond developing another catalogue of deficits and will instead
focus on intervention, on strengths, and on things that could be used more effectively.

Raisa Deber — Is there evidence, for example, that choline and zinc could be safely added to
prenatal vitamins and all women encouraged to take them, or is there a potential risk?

Sara Jo Nixon — The bottom line is that obviously we need more studies. We do not know what
the safe dose is. We do not know the best way to administer it. We cannot administer it in the
way we administered thiamine: put it in everything and wait for things to get better. We don’t
have the answer, but we can get that answer. That’s the point. This is an answerable question.

Malcolm King — There is a clinical trial going on in choline supplementation, looking at
outcomes in normal children. They should have an answer in about a year or so.

Sterling Clarren — People have been hoping for 30 years that the studies of basic mechanisms
would lead to a simple fix. We all pray every day that one of these things is going to turn out to
be the magic bullet that we need. In the meantime, we need to keep doing what we are doing. We
cannot just hope the fix will be found. We have to do both at the same time. We have to do the
human things we can do now, while we hope for the medical intervention in the future.

Christine Loock — In taking on Bruce Perry’s comment about embedding research-accepted
outcome measures into service delivery, how can we build into our clinical programs ways to
link research that supports or helps us understand what we are doing? Sterling Clarren talked
about linking clinical diagnosis with prevention. We need to talk about surveillance. How do we
make partnerships to do that?

Bruce Perry — Whenever we are doing clinical work or consulting with people about program
development in clinical areas, we always encourage them to create an information-management
model, to use standardized questionnaires or metrics that are resonant with the clinical mission,
and to ensure that staff are taught how to use these instruments in a way that is clinically
sensitive. You can do your clinical work and at the same time gather data in a way that, over
time, will allow you to understand the broader population, not just the children that you work
with. The clinics of most academic centres have a process of assessment and ongoing charting
that incorporates elements that would be appropriate for tracking outcomes. I think that we have
to get better at that in non-academic settings. A network would help us design the template that
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we should be using. You can modify or you can add; but the template would define the core
information that you should be gathering in a systematic way.

Sterling Clarren — Going back to quality assurance and management concepts, there are some
human issues that need to be understood. Everyone thinks they are very busy. Most people think
they are busier than their co-workers. Most people do not want any more change in their lives.
When we attempt to effect change in a system top down, that is the resistance that comes back
up. When trying to develop new systems, as we are doing here, what we found most effective in
western Canada was recognizing that the early adapters are those at the bottom who understand
that there is an issue and want to try to do things differently. If you can capture their experience,
you can then motivate other people to change. I think this is an endless, ongoing experiment that
is human-based and not system-based.

Bruce Perry — One of the reasons we developed that functional brain map was to provide a
useful tool to the clinicians, families, and foster parents. Rather than having the research-based
assessment elements feel intrusive, the maps were actually helpful and they liked them. Directing
thought to that kind of thing is always important. We are asking people to make a cultural shift
when we ask them to implement some of these things.

Malcolm King — The presenters have made a strong case for integrated interdisciplinary
research, networking, and so on. That makes a lot of sense to me, as [ am now a funder in a
sense. Sterling Clarren, you said that you need to double capacity for evaluation and that you
would probably need to triple it, or more, in order to do the catch-up required to handle the
people who have not been evaluated. Is that feasible?

Sterling Clarren —1 don’t think we know how much capacity we need for these very complex
kids. It is very safe to say that we are enormously under-resourced at the moment. I think that
challenges us to do two things. One is to make sure that what we are doing is right. Understand
what it costs and understand how we do it before we increase capacity. That’s just good
planning. At the same time, we need to be working with people that have new ideas, because
their ideas could change the way we do business. I would like to respond to one other very
important question, which is why should this be FASD-specific? This kind of interdisciplinary
complex evaluation of the brain is necessary for a subset of the population as a whole, and I’'m
sure that a large percentage of those kids are affected by alcohol. Alcohol, therefore, is an
effective driver for getting this started. In western Canada, we already know that the way to get
into clinic is to have a history of alcohol exposure and a longstanding history of mysterious
maladaptation. That’s all it takes. In 70% of the cases we find organicity, and that’s important. If
you do not have alcohol as a marker, you find that there is a much lower percentage of organicity
and you have a lot of professionals asking why those children are in clinic. From a pragmatic
point of view, if you are interested in helping this very difficult population that is very expensive
and very much in need of help, using alcohol as a marker is a practical way to do this. Having
said that, should this be limited to people exposed to alcohol? Of course not. We have a long way
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to go to understand this. Unless we start collecting data, we aren’t going to be any smarter in five
years.

Malcolm King — Dr. Nixon, were you suggesting that high-risk women who continue to drink
during their pregnancy should be given a choline supplement and, since they likely wouldn’t take
it, you would have to inject it in a time-released form. Is that what you are suggesting, and is that
feasible?

Sara Jo Nixon — I am saying that if the focus is on the baby, then we have to focus on what
would improve the brain capacity of that baby whom we know has been exposed. Can we
demand that someone take choline? Can we somehow put a time-release capsule under the skin?
I think there are more fundamental questions that have to be asked before we can address that.
We have to know whether we are willing to go that route. Where is the line drawn? That is what
an integrated research program could do for us.

Malcolm King — So you would have to include ethicists on the team?
Sara Jo Nixon — Absolutely.

Rebecca Martell — Dr. Perry, I'd like to thank you for acknowledging the inherent knowledge
and wisdom of First Nations people and the importance of relationship. Myles Himmelreich also
spoke to relationship when he talked about the importance of finding his birth family and
sustaining connections with his adoptive family and community. Dr. Clarren, will it be possible
for First Nations communities to determine their own prevention strategies — for example, on-
the-land activities that develop cultural competency, when the programming is not evidence-
based?

Sterling Clarren — It is an enormous and very important question. Developmental medicine, as
you and many people on the jury know, was invented in the 1950s and 1960s by a small group of
people who recognized a need to support people with disabilities. It was largely funded by the
United States government through the National Center for Child Health and Development. They
built three brick buildings, one in Baltimore, one in Boston, and one in Seattle, to do
interdisciplinary diagnosis, with the thought that people would then take this diagnosis into the
community and there would be all manner of interventions ready to help. The model has not
been challenged, and there has been very little work done to see if it works outside of dense
urban centres. Western Canada is a wonderful workshop for testing the theory and fetal alcohol
is a great topic with which to test it. I think what we are trying to do with children is get them
ready for their life, and if the life of folks on reserve or in the north looks different, there is
nothing invalid in that; we should be getting them ready for that kind of a life. It might be that
the interventions are much simpler, much more effective and quite different. It’s all part of
organizing more data: You don’t have any evidence on that? Well, we don’t have any evidence
either, so we might as well collect it together.

Edward Riley — Is the network that is set up now similar to what a national registry for this part
of Canada would be like?
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Sterling Clarren — A registry collects names and opportunities for people to do research. This is
much more active data gathering. We have asked the 40 clinics in Canada to provide us with
their data shells. Even though they were collecting over 3,000 pieces of data per child in clinic,
most of that data was shredded at the end of clinic, and what was kept could not be compared by
a computer. Over the last 18 months, we have worked to develop a common data form that is
now computer-ready. Alberta has volunteered to be the pilot site over the next three months, to
be followed closely by Manitoba and then the Yukon. We are working with every single clinic in
Alberta to see that they like the form, that they understand the questions, and that it is organized
to meet their needs. It will be a rich source of information and will give us opportunities to look
at antecedent issues before you get to these kinds of clinics: what are the functional diagnoses
and what are the treatment opportunities? There will be about 1,000 children a year. The plan is
to do a similar collection of information on the Mother Mentoring programs, the Canadian
Parent-Child Assistance Program (PCAP) model, as well as among the determinants of women’s
health groups. It goes way beyond a registry. We hope to create a data set that can be mined.

Audience questions and answers

Audience, Frank Oberklaid — As a non-FASD person, [ would like to challenge some of these
assumptions. The data worldwide suggest that 20% of children have some sort of developmental
behavioural issue that gets in the way of their function, and within the 20% there might be 4, 5,
6, or 8% that are severe. If you categorize those, there are literally dozens of categories and co-
morbidities. It makes no sense to me, with respect to Sterling Clarren, to set up separate
programs for each one of them. I’'m not saying that children with FASD do not deserve a
comprehensive assessment and intervention. Of course they do. But so do children with autism,
and cerebral palsy, and mental health problems, and child-protection problems; and there will
never be enough resources to set up separate programs for these, nor should there be, because
there is significant overlap among these conditions. Yes, we need research into etiology and
more research into pathways and interventions, but it seems to me that every one of those 20% of
children needs what you are proposing for children with FASD. They need a good
comprehensive assessment, done holistically, not categorically. In my country, and the literature
suggests this is true worldwide, systems of care set up outside the mainstream are always under
stress. Mental health, disability, and child protection systems are always in trouble. There are
never enough resources. There’s burnout among staff. No matter how much money you pour in,
it’s never going to make much of a difference because these children and families still have
things in common that all children and families need, and they need something else. It is very
important that we do not fall into this trap of ‘more,” this Mencken’s thing — that for every
complex problem, there is a solution that is simple, neat, and wrong. I don’t think the answer is
doubling or tripling the number of programs or clinics. It is thinking differently about how we
manage those children. Every one of those children deserves comprehensive assessment.

Sterling Clarren —I'm a big fan of Mel Levine, and he talks about doing brain profiles on all of
us. All of us have a pattern of strength and weakness. One of the things that Mel Levine says that
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I love is that most of us, after we leave high school, never have to deal with our deficits again.
We pick a pathway where we can live mostly within our strengths. I think Frank Oberklaid is
right that 20% of the population as a whole have a pattern of weakness that is increasingly less
easy to avoid acknowledging. But we still help only the people who are at the bottom, who have
so many deficits that they cannot make it on their own. It isn’t 20%. I don’t exactly understand
what Frank is saying. I work in a developmental clinic, as he does. He has set up a cerebral palsy
program; he has set up an autism program; he has set up a cranial-facial program. He has set up a
number of programs because that is a functional way to deal with a large volume of patients with
like needs. A lot of people who work with fetal alcohol have found that it is simply so that the
team we need and the group of people that we work with is somewhat unique. Having said that, I
couldn’t agree more with what Frank Oberklaid said. I worry, too, about FASD diagnosis. It
doesn’t make any sense to me as a doctor to have an etiologic clinic, except that it pragmatically
helps us get started. I don’t know how many of these very complex assessments we need, but the
whole group of people with diffuse brain damage is not being served by his clinics or by mine.
We have absolutely ignored this population since we stopped using the phrase “minimal brain
dysfunction” in 1964. And this population has been suffering, and everyone who sees them feels
their pain. That is the human issue we are dealing with here. I am willing to throw out everything
we have built if we have a better model tomorrow, but I don’t want this to be misunderstood and
to abandon the population again, thinking we are serving them, when we are not.

Audience, Claire Coles — 1 want to comment that there is in fact a study going on in the Ukraine
in which women using alcohol are receiving choline supplements. There is no outcome data yet,
but if all goes well, there will be.

Sara Jo Nixon — Claire, has there been a problem in compliance?

Audience, Claire Coles — I'm not the one running it. Tina Chambers is, and she tells me that the
women are taking the choline supplements, something like ten pills per day. But they are
apparently taking them because they are doing blood work to determine whether it is going into
the blood. This study is going on at present, and we will see how it will turn out.

General Final Conference Questions and Answers

Audience — 1 come from a small northern community. Our goal this year was to diagnosis, and
we were given the funding to diagnose 12 children. The pediatrician in my community does 10 a
month. Our capacity needs to be broadened quite a bit.

Audience — 1, too, come from a small northern rural community. I have worked in FASD
prevention, intervention, and support for the past 19 years. We have many professionals come as
new graduates into our community to practice as social workers, teachers, nurses, probation
officers, RCMP. They stay with us for one or two years and then go off to another community.
What I’'m doing in my community work is trying to educate people so that we are all on the same
page, and it baffles me that still to this day we are graduating people who don’t have any
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understanding of fetal alcohol exposure, yet the population they are working with is over-
represented by people who have FASD. I want the jury to come up with a plan or a
recommendation so that universities include this in their curricula in a meaningful way, so that
when practitioners come into the field they know what they are doing.

Audience — 1, too, subscribed initially to the social model of social disability. My background is
in developmental disability: I have a master’s degree in community rehabilitation and social
work and a PhD in education. What I have learned from 8 years of practicing with adults with
developmental disabilities and 16 years of work in child welfare is that children with FASD
present a very unique complexity. These are often children without a voice. With other
disabilities, families, foster parents or substitute caregivers often will act as a voice and an
advocate for the person with the disability. We find that people with FASD do not have that
voice; they do not have that advocate. I interviewed birth mothers for my doctoral dissertation
and one of them phoned me before I was finished my research to ask if [ would come to court
with her. I asked what was going on. Her children, ages 15 and 16, had been re-apprehended by
the system. She said she had nobody to come with her, and would I come? I had to go back to
ethics to get clearance to go to court with this birth mother. I watched in the courtroom as the
lawyer for child welfare, the system I used to work for, took every opportunity to shame, blame,
and degrade that mother. For me, that was a real insight. She was doing the best she could. The
kids had run away, but they had come home the following week. We put in all these resources
because we are mad at these women, we are mad at these kids, we are mad at people around
them that contribute to their problems, and it is unfair. I have to echo what Sterling Clarren said.
I do not agree that this is a disability that does not need a unique response. It does need a unique
response. Everyone in this room is evidence to that. I have one other point in relation to post-
secondary education: I myself created a course in the Faculty of Social Work in 1999, before I
was teaching full-time at the university. I have had both undergraduate and graduate students and
at least 100 cross-disciplinary students who have taken that course as part of their social work,
nursing, or other program degree. It is better when it is cross-disciplinary and people bring
different things into the mix. I agree that it is important for students in social work, child welfare,
case work, youth, and child care to have this education, but it is just as important for everybody
else. We need to increase the infrastructure to provide that education to everyone out in the field,
at least to impart knowledge about the distinctions in case management.

Anne McLellan — Question for Gail Andrew. What I would like to know is, based on everything
you have heard and based on all these recommendations — and the jury will certainly not be able
to adopt them all — if you had the opportunity to identify one recommendation that you would
like us to take up and deal with seriously in our consensus report, what would it be?

Gail Andrew — 1 was just reflecting on my opening comments. I started this conference thanking
the scientific experts who have informed my work and the people and families with FASD who
have informed my practice, and talking about the need for us to be the voice and the advocate for
this group, because often they don’t have enough energy at the end of the day to be a voice and
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an advocate. I think that has been weaving through the whole of the two days’ proceedings. I
don’t think I could identify a recommendation in one area, but in each of the three pillars —
diagnosis, intervention, and prevention — there might be one.

In the diagnostic pillar, I would look at having consistency in the diagnostic approach that
focuses on functional assessment that has meaning for life, at whatever stage of life that
individual is, and for that assessment information to be connected directly with appropriate
intervention services that will translate that into action, so that it will not be simply a list of
words. That would connect the diagnostic piece and the intervention piece. In intervention, I
think we need to keep in mind that we don’t have best practices: we have promising practices.
We need to establish a consistent way of identifying what the outcomes are, and the outcomes
should be functional; and then we need a common set of evaluation tools so that we can evaluate
that over time. The third pillar is prevention. As Sterling Clarren illustrated, in the Canada
Northwest FASD Research Network we have three prevention pillars. If I had to pick one, I
would pick the work with the high-risk mothers, the mentorship program. At the end of the day,
those are the mothers that are giving us most of the children, and if I have only a few million
dollars, I’'m going to put it there. Then hopefully the other parts of prevention will fall into place.

Jury chair reads the consensus statement (see Appendix 2)

Questions and discussions after the reading of the jury’s consensus
statement

Anne McLellan — 1 am going to call on Malcolm King to inform you of two small but important
changes that the jury worked on this morning, but did not have time to add to the text as you
have it.

Malcolm King — These are additions that we think are particularly important because they
identify the need and rationale for a statement about the Aboriginal population. Under Question
2 (“Do we know the prevalence and incidence of FASD in different populations, and can the
reporting be improved?”’), we would like to add the following at the end of the first paragraph:
“There is Canadian data that indicates greater prevalence in rural communities, foster care
systems, juvenile justice systems and Aboriginal populations.” We heard that very clearly in this
conference. Then, that continues, “The high prevalence in the Aboriginal population is
symptomatic of historical and multi-generational trauma associated with events such as the
residential school system.” The recommendation associated with these statements belongs in
Question 5 under Lifelong Services. There, we would like to add a fourth recommendation, as
follows: “There should be special attention and support for Aboriginal people affected by FASD

s

who have experienced societal breakdown due to historical and multi-generational trauma.’

Dan Dubovsky — 1 greatly appreciate the work of the jury. In the 35 years that the terms FAS and
FASD have been recognized, it has been very difficult to come to consensus, and the expectation
that all of you would be able to do that in two and a half days is remarkable. I have three things
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to add. The first has to do with gathering data, but also with providing appropriate care. There
needs to be a requirement that those in systems of care ask about prenatal alcohol exposure. This
question should be asked routinely in all intakes, whether it be in the health, corrections, mental
health, or child welfare systems. Secondly, I think there are physicians in Canada and the United
States who are still telling women that it is okay to drink during pregnancy. A specific point
needs to be made in the prevention section about reaching physicians to ensure the delivery of a
clear zero-alcohol message. Finally, in research, there needs to be a requirement that part of all
research on interventions is looking at who does not do well with that intervention, why they are
not doing well, and how we can help those individuals to succeed. One of the problems we have
in looking at evidence-based practices is that no evidence-based practice works with 100 per cent
of people. It is often those who have an FASD that get lost in the evidence-based practices.

Jury member — 1 think that last point is a good one. It not only applies to research on FASD, but
is a very good general comment about how we do, or fail to do, the best that we can in health
research in general. We often fail to look at those who do not respond well to treatments.

Sterling Clarren — 1 served on the group that wrote the book for the Institute of Medicine. We
spent a year and I do not think our recommendations were as good as the ones you have made. It
is an unbelievable job that you have done in the last couple of days and my hat is off to you.

One point seems to have been either missed or ducked. There is a huge discrepancy between the
number of people in Canada who may have FASD and the very limited capacity of the
quaternary diagnostic approach. We are going to need some leadership by quaternary clinics to
determine how the rest of the healthcare system can help deal with this. There will have to be
sharing and a parametric system of applying what we learn from the severe cases to dealing with
the rest of these kids. All of that is yet to be planned. I do not see a reference to that conundrum
in any of the references. Maybe you would consider that point.

Christine Loock — Would you please elaborate? Are you discussing issues of capacity building,
and could you word that for us? We did struggle with putting more policy on capacity into the
research section.

Sterling Clarren — The point is that always, with any condition, a group of programs is on the
cutting edge, trying to figure out best practices and working with the hardest cases. There has to
be a mechanism for expanding from those clinics, which will always be somewhat isolated, to
dealing with more patients in the broader system. At this point, doctors have a limited capacity to
deal with the complexity of FAS and so all assessments need to be referred to very complex
quaternary clinics. That would be fine, except that we have 1,500 places for those assessments
and 300,000 people who might need diagnosis. We must find an appropriate way of expanding
care. I do not think that we can dump complex diagnoses on family physicians. It is not fair.
Neither can we refer 300,000 people to 1,500 slots. Screening is not going to make it better. If
we screen without diagnosis, we will label people with a screening test. It is very scary. This is
something that needs to be developed over time.
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Raisa Deber — 1 am uneasy about the use of the term ‘screening.” In fact, I am going to ask that
we modify it, because that usually implies looking at an asymptomatic population with no
particular risk factors. That is putting the cart before the horse. Screening and assessing
asymptomatic people who are not presenting a problem, as opposed to getting services to people
who are already in some distress, would not be a good use of resources. I do not think we are
anywhere close to justification for screening, as opposed to early identification and assessment.

Gail Andrew — 1 want to comment on that. You mentioned surveillance and getting better data,
but until we have a more consistent and rigorous diagnostic process and greater diagnostic
capacity so that we can better estimate the true numbers of cases, we cannot even begin
surveillance. I think they are interconnected. We may need to have a layered approach — to
develop, through training or mentoring emerging diagnostic teams, a level two capacity that is
more community based.

Frank Oberklaid — 1 would also like to congratulate all of you on this document. I think it is
beautifully written and captures what I understood as the essence of the past couple of days. I
also want to address the issue of screening. There is a science of screening, and screening for this
condition is not supported by science. In the recommendations under Question 2, the wording is
“a simple and consistent screening process.” 1 suggest replacing that with the following:
“reliable methods of early detection of developmental disability, including FASD, should be
introduced into early school years and be available throughout the lifespan.” This captures the
intent but avoids the clash with the science of screening and early detection.

Jury — Thank you. Our intent was to recommend methods of early intervention that would be
inclusive of all children who have developmental disabilities and developmental delays,
including children with FASD. Thank you for finding a better wording of the recommendation.

Anne McLellan — 1 am sure you all appreciate that in fine-tuning this document we perhaps
sometimes did not express what we were trying to achieve in as felicitous a way as possible, so
any assistance you have in that regard is gratefully accepted.

Nancy Poole — 1 agree with Dan Dubovsky that the statement about physicians’ responsibility to
discuss substance use with women could be strengthened, but I particularly want to do some
fine-tuning in recommendation number nine of the prevention section, where you say “increase
the number of women-centred alcohol-dependency treatment beds.” A great deal of work has
been done lately to help women remain in their housing while they come for day treatment. It is
a very effective way of ensuring that women do not lose their housing when they come to
extended treatment and it offers many opportunities for serving their children as well. Therefore,
instead of saying “beds, ” I wonder if it could say “alcohol treatment programming and beds,”
so that it is a little wider and we are acknowledging the fact that there are many ways to achieve
treatment other than bricks and mortar. I think it is important to leave beds in there, because we
can use those, but we need to widen it.
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Another thing I wish to comment on is that the conclusion seems focused on those affected by
FASD. I would like to see another sentence in the conclusion that acknowledges that we have a
great deal of work to do to prevent this disability, as well as to support families and communities
living with it.

Anne McLellan — In a number of places in the conclusion we presumed that the general included
a commitment to prevention, so I take your point. We can certainly add a sentence to focus
directly on that. I would not want people to think that in the conclusion we walked away from
prevention.

Nancy Poole — Great, yes. My concern is about limiting the discussion to “those living with and
affected by FASD, ” such as when you talk about the need for a multi-sectoral approach.

Christine Loock — Would you be comfortable adding, as a second sentence after the statement
that the lifelong services must be improved, a further statement that “Ongoing prevention efforts
must be expanded”?

Nancy Poole — Yes. Thank you very much.

Delegate — Thank you very much for your recommendations. One of the things that makes
FASD unique is that parents of children with developmental disabilities do not usually keep
having children with the same disability. However, that is the case with FASD, because of the
substance-use problems. I thank you for appreciating the uniqueness of FASD and the need for
expanding our models.

Myles Himmelreich — 1 want to touch on two things in two different areas. One, as a
professional, I would like to say thank you for the work you have done. I very much appreciated
that in the conclusion you wrote, “Government ministries and health systems owe it to everyone
to fund and develop programs to explore new ways to help families, researchers and service
providers....” As you know, at the end of the day it does come down to money to fund these
programs and that requires acknowledging the importance of and need for these programs, so
thank you very much for that.

As an individual with FASD, I would also like to say that we need to be spoken to. I think that
many times, and not on purpose, professionals speak over us, they speak about us, they speak
around us, they speak for us, but not to us. We need to be heard. We need to let you know what
supports we need. [ have worked in this field for a while and I have lived with this for quite a
while and I have found that some of the best supports are activity-based programs. They were
very important for me, and for five or so years I have been running activity-based programs for
adults with FASD. These programs give them an opportunity to be in a group where they feel
normal and are able to do such things as go bowling. One of the activities that we do with groups
is to present a plate of food that is covered and then give everyone play money and ask them to
bid on the food. They do not know what it is — whether it is cake or just a glass of water — and
at the end of the activity we touch on money management. So they are having fun and it is
activity-based, but it is also developing skills. They are learning, but they are learning in new
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ways. As we know, we need to find different ways to work with individuals with FASD. Maybe
that could be included in the Education and Training section under Question 5, on how to
support individuals. It is very important that we support and listen to these individuals and not
get caught up in the idea that “We should do this for them, and we should do that for them and
point them in that certain direction.” Look back at the people who are holding your hand, and see
what path they need to go down.

Anne McLellan — We tried to capture a little bit of that in the Education and Training section in
Question 5, but I think you are right. We need to accentuate the fact that when one develops an
individualized plan, part of individualization is talking to the person affected with FASD and
making sure that it truly is an individualized plan based on that person’s aspirations and skills
and challenges.

Mary Kate Harvie — In the Legal section of Question 5, you have recommended that outcomes
be improved and cost be reduced by the utilization of an alternative measures program. I think
that is a fabulous concept, but I have a couple of comments about the way in which the
recommendation is worded. You limited it to adults and I would invite you to consider including
both youth and adults in that. I know that there are already some provisions for alternative
measures in the Youth Criminal Justice Act, but I think the more we can emphasize the need for
early intervention with youth, at as young an age as possible, the greater the likelihood of
success.

I would also invite you to consider whether or not you want to limit alternative measures
programs for adults to those with first offences. I say that because if we have learned anything
from our experiences with related problem-solving courts — mental health courts, drug
treatment courts — it is that there are not very many first offenders who are being diagnosed as
adults. If they are in the criminal justice system as adults, they have probably been bumping
along in it for a number of years. I also invite you to consider whether you want to limit it to
nonviolent offences. I say that because, in other problem-solving courts, alternative measures
programs have had significant success with individuals who have a history of criminal activity,
sometimes violent offences, but who have the support of family and in other ways meet the
criteria of program. I think you might want to consider wording this in a more general way to
allow individual programs to screen appropriate people without limiting participation to either
first offenders or nonviolent offenders.

Anne McLellan — We had a lengthy discussion about the wording of that particular
recommendation. As you have noted, it was drafted in such a way that it speaks only to adults,
because the youth justice system does have its own measures for diversion out of the system —
or even within the system, as exemplified by the program you are running in Manitoba. So this
was an attempt to provide direction to courts as they deal with adults. Marguerite, do you want to
say anything in relation to this?

Marguerite Trussler — We did limit it to adults and to first offences, because we knew that for
young offenders there is already the capability of using alternate measures. At the moment, there
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is no ability to use alternate measures programs in dealing with adults and so we wanted to add
that for adults. We limited it to first offences mainly to make it more politically saleable,
knowing that on second and third and fourth offences you can still take FASD into account in the
sentencing and that there are ways to ensure that these people are not incarcerated. But on the
first offence, it would automatically go to an alternate measures program, and there would be no
discretion for those who are laying the charges to do anything else.

Mary Kate Harvie — What we are finding is that alternative measures programs and diversion
programs are applied very differently from province to province. I would encourage you to
consider including something about this, simply because it would be an added incentive. In the
mental health courts and drug treatment courts, sometimes even in situations of domestic
violence, the court says, “Get them into the diversion program if it is going to help,” because that
is what we want at the end of the day.

Marguerite Trussler — Maybe we could add another paragraph, because I do not think we should
be dealing with young offenders the same as we are with adult offenders.

Anne McLellan — Yes, we could work on that.

Delegate — 1, too, thank the panel. This is an amazing achievement and I think we are all proud to
be part of the process. I would like to build on Myles Himmelreich’s comment about listening to
people with FASD. With respect to your comment about individualized education plans, I
wonder if somewhere we can work in a statement about focusing on “skill development,
inclusion, participation and recognition of existing strengths.” Right now, the document does
not recognize that that is a very important part of education planning.

Anne McLellan — Yes, thank you. Mary?

Delegate, Mary Berube — Anne and members of the jury, I would like to thank you for the
tremendous amount of effort you have put into this. Donna Debolt and I are both social workers,
and it is rare to see two social workers cry throughout an entire policy statement. I have never
done that before. I have the enormous privilege of having parented two young men who are now
in their mid-30s, who are both of First Nations ancestry and who both have FASD. That has
inextricably bound me to three categories of people: the First Nations people in our country,
whom I have learned to treasure through my work with Health Canada; persons with FASD, for
whom I of course have a huge heart; and the birth mothers, with whom I was privileged to
participate in the Parent-Child Assistance Program (PCAP). I am also a social worker, and all of
those parts of my life collided this morning when you read this document. The tremendous
amount of integrity, effort, and professional expertise that is collected in this room is a huge
comfort when I think back on those years and struggles. It honours all of those people who
worked so hard for so many years to make sure that we paid attention to people like Myles; and
it honours First Nations people, in respect to whom it was said so beautifully that the
fragmentation of the brain that FASD represents also represents fragmentation in some of our
First Nations communities. I offer to you our heartfelt thanks for taking this so seriously and for
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offering us comfort and encouragement, because, more than anything else, all of this effort is
also about human tears and human cost. It is not just a piece of paper. And you have done that.
Somehow, you managed to write that into this, and I so appreciate that. Thank you very much.

Anne McLellan — Thank you.

Richard Amaral — 1 commend all of the jury members and the speakers. I have been working the
field of FASD, running a prevention program on a reserve near Calgary and this is by far the best
conference I have attended. I want to thank everyone for that. I, too, believe in the value of
research because, as Sterling Clarren pointed out, it can lead to quality improvement. However, I
know that in many First Nations communities the term ‘research’ has a very negative
connotation. This has to do with the quantitative methods often used in conducting research. I am
thinking about how some of the people on the reserve love to tell stories. Storytelling is the way
they impart knowledge; and there are many research methods, such as conducting interviews,
that are based on storytelling. So, in Question 6, recommendation number nine, I recommend
that “embed research and evaluation into programs and services...” be changed to “embed
culturally appropriate research methods and evaluation into programs and services.” This field
has grown a great deal, mostly because of quantitative research, but [ want to point out that there
is also value in collecting and analyzing stories, rather than analyzing only the numbers.

Anne McLellan — Good point.

Malcolm King — 1 certainly agree with the point, and we will try to incorporate it in that section.
I am not sure that reccommendation number nine is the exact place that I would like to put it,
because Sterling Clarren’s point, which is what this was based on, is to make research an integral
part of programs and services. But it definitely needs to be there and we will find an appropriate
place to bring it in.

Raisa Deber — There is a truism in research that the singular of data is anecdote. You have to be
extremely careful. I absolutely grant that the qualitative is important, but [ have seen too many
studies in which a couple of anecdotes are used in a rather self-serving way to push money to
particular groups who are trying to sell products for profit. We have had that happen on occasion
with the use of pharmaceuticals. I think it is important that we have rigorous research, rather than
throw money into unproven and potentially hazardous interventions. So I would want to have the
rigor there, particularly if researchers are going to be administering products.

Delegate — 1 agree. I am thinking of the point of view of the mothers, what the mothers can
provide.

Anne McLellan — You are not suggesting that evaluation and research should not be rigorous.
You just want to ensure that it is culturally appropriate.

Delegate — Exactly.
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Jury — 1 think Malcolm King and I have found a place above where we will add “culturally and
community appropriate,” recognizing that there is a science and rigor to participatory action
research and the involvement of the community voice.

Delegate, Marilyn Van Bibber — 1 would like to commend the jury and their work, and thank
them for recognizing the barriers that we face as First Nations. I work in the field of social work,
too, and want to give you an example. There is a First Nations family — elderly people in their
60s — who have guardianship of a child from their extended family. You can see the effects of
fetal alcohol syndrome in this child, and yet they could not get the support needed because when
they took the child for diagnosis, they were told the child did not have FASD.

I want to thank everyone here for listening to our pleas and for feeling the pain that we have
experienced for what seems like centuries. We have a long way to go and we need supports in
our communities and we need to be heard in our government. I want to advocate for our youth,
because they are the ones who are suffering. I suffered too, in the residential school, and at home
from violence and alcohol abuse, and I made a promise one day. I said, “I will never raise my
children in the way I was raised.” And one day I had a child and what did I do? I did the same
thing. Until my conscience pricked me and said, “Where is the promise you made that you will
never raise your children in this environment?” And I started searching, and that is when I began
to heal.

There is hope for us, but we need more people who have healed. Sometimes when you work in
the field of social work, the hopelessness is great. [ want to thank Myles Himmelreich and to
congratulate him for coming this far. He is from Bigstone Cree Nation and I know his family
very well and recognize his features and character. I invite him to come to our community when
the Bigstone Cree Nation has its gatherings to discuss the work that we are doing in different
departments.

I feel blessed to be here. It has been healing for me just to listen to you. I brought foster parents
from my community, because they are dealing with children who have FASD. Some of the
words are too high for them to understand, as they have not been to university. But they love and
care for our children and it means so much to me for them to be here and to listen to this
discussion of FASD. I am grateful to go home with this knowledge and to be able to invite Myles
to our First Nations community, because he can help our youth in the schools. I can sense what
the youth are going through, because I have been through it. I am a living example, I have been
through the system, and I understand where they are coming from. Thank you all.

Anne McLellan — Thank you.

Delegate, Dorothy Henneveld — 1 manage some FASD-intervention programs and I want to echo
what Richard said about research and to link it to what Marilyn shared with the group. When I
started engaging in research to evaluate our programs, I wrestled with such questions as: Where
is the voice of our clients and families? And who owns this information? Is it a bunch of people
with PhDs in the university? I found two things very helpful that informed that practice. One is
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Aboriginal health research ethics, which hold that if research is community-based, it is owned by
the community. And the second thing that I found extraordinarily helpful is to have a
community-based perspective. That means having longer-term funding, because research cannot
be one-off, for a year or two. It requires years and years of engagement in the community. When
Lola Baydala presented, I noticed that some of the elders in her community were in the room.
Her work is an excellent example of community-based research, which I think can inform the
broader spectrum so that we are not talking just about mouse brains, but about community
engagement.

Anne McLellan — Thank you.

Delegate — 1 want to thank you for responding to the issue of cultural sensitivity in relation to
Aboriginal communities and to echo the speaker before me in saying that family and community
are of critical importance. I would like to underscore a comment in the paper in relation to
services for mothers and children together. In child welfare, we do not have models that support
women and children coming together in treatment. I would like women to be able to regard child
welfare as an agency to turn to for help, rather than one to run and hide from because they are
afraid their children will be taken away. If we shift our thinking about child welfare and the way
we educate child welfare workers, that will make a difference. Another key point is that
mentorship is required for children, adolescents, and adults, and I think the mental health system
can be a support in that regard. My final point is in relation to adult diagnosis. The University of
Calgary has worked with the Public Health Agency of Canada to translate a paper reporting on
an environmental scan of adult diagnosis and the state of evidence of adult diagnosis in FASD.
That is one area that we have not had the opportunity to talk about. It is another missing piece in
the policy infrastructure. That paper will be coming out in French with English translation on the
Public Health Agency of Canada website.

Anne McLellan — Thank you.

Delegate — 1 want to go back to Question 4, “How can FASD be prevented?” In the Canadian
Prevention Framework, which describes four levels of FASD prevention, number two is
“discussing alcohol use with all girls and women of childbearing age.” The recommendation that
it be mentioned in schools is fantastic, but I also wonder about increasing the capacity of
healthcare providers, including physicians, nurses, and midwives, to do that. Studies in Alberta
have shown that healthcare providers are not comfortable discussing alcohol use with women
who are pregnant, but we also know that they are the people that women are going to in order to
get that advice. So I wondered about increasing that capacity in post-secondary institutions,
medical schools, nursing schools, and midwifery colleges, as well as perhaps providing some
screening tools that the literature has shown to be effective.

Anne McLellan — Is your focus here physicians and other primary healthcare professionals, and
the fact that we need to provide them with the tools to be able to more comfortably and
appropriately ask the right questions?
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Delegate — Yes.

Anne McLellan — 1 think we tried to capture that, probably in recommendation number seven,
but maybe we did not do it quite as clearly as we could have. Take a look at seven.

Delegate — 1 did. And I wondered if that point could be strengthened a little bit.

Anne McLellan — 1 think that is what we were trying to get at. Look also at number one of
Education and Training. It says, “Educational instruction and materials should be provided to
promote awareness, understanding and knowledge of best practices for those who are or will be
working with people affected by FASD.” We could sharpen the focus there a little bit, too.

Delegate — That would be great. Thank you.

Delegate — My name is Angela and I am from the Métis Settlement General Council. A key
component of education that is missing is that teachers in our educational system should have
understanding and awareness of FASD. I think this should be a part of the teacher-training
curriculum. After all, they are the ones who are providing education to our children, and many
teachers today have a very huge gap of understanding in regard to FASD. Another point I want
to make is that when you are talking about Aboriginal cultures, please be aware that there are
three distinct Aboriginal groups: First Nations, Métis, and Inuit. Thank you.

Anne McLellan — Absolutely.

Delegate — 1 noticed that when you referred to provinces, you did not include territories. I am
assuming that is just an oversight.

Anne McLellan — 1t certainly is an oversight, that is for sure. We apologize for that.

Delegate — In the third recommendation in Question 3, you talk about development of consistent
standards between provinces. Another thing to note is that the regions of Canada are very
different and we need the flexibility to provide programs that respond to the needs of our
communities. We need to have some consistency, but also flexibility. Second, it might be useful
to think of this in the context of disability policy in Canada generally, where we talk about full
citizenship and inclusion for people with disabilities. You might consider couching the supports
for people with FASD in that kind of language, as the rights of full citizenship. Finally, I suggest
adding to the recommendations on page nine a statement that speaks to the need to recognize and
build on the strengths of people with FASD and their families, caregivers, and communities. We
have heard a great deal about taking a strengths-based approach and recognizing and valuing the
strengths of people, and I think that adding something like that would strengthen this document.

Anne McLellan — 1 think we heard a similar concern from someone earlier about adding the
recognition of existing strengths of those affected by FASD. I think we can add that. Leave it to
us, as to where we put that in.
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Appendix 2: Consensus Statement

Consensus Statement on
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(FASD) - Across the Lifespan
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Process

Tlits conseinsus statement wis prepared by an wdependent jury of henlth professionals.
scodemics, and public represenmiives based on: 17 relevaut poblished studies assermbled
by the serentific comnutres of the consensus development conference; 2) presentatioms by
experts working u arens relevan o the sonference questions: 31 wfornation by people
whe have been tonched by FASDY: 4) quasnons and comments from sonfarense atrendées
during open discusaion periods: and 5) closed deliberntions by the jury

The conferencs was held i the provinee of Alberta, Canads. The cousensns stalement
thersfore oficn refers to the situstion mn Alberta, althouzh data weze not caly diwwn from
thint aren. but also from other parts of Canada. the U5, and wtemationally.

This statement ts m indepedent report of the jury and is not a policy stmtement of the
conference parthers. conferénee sponsors, of the Governnent of Alberta.

Conference Questions

Thie jury nsed the evadence presented to thein at the couference 1o determitine answers —in
the form of a convensus statement = 1o the following questions;

1. What is Fetal Alesliel Spectrum Disorder (FASD) andd haw §s it diagnesed?

1. Do we know the prevalence sl incidence of FASD in different populatious, and
can the reporting be improved?

What are the consequences of FASD for tudividuals, their Tamilles and sochery”
How can FASD be prevented?!

What policy opicns could more effectively support individuals with FASD and
their fomilies aoross the lifespan?

What farther researeh into FASD is needed?

o
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Introduction

Feral Alcohel Spectnmn Dhsorder (FASDY) 12 vmbrelln term used 1o descnbe the rmge
of disabilings cansed by prenatal exposuee to aléohol. ks a sizmficant Canadian heahth
coneert and cenzerted netion 15 required from all levels of government. resenrchers.
commumtics, fanulics and individuals if we are to daal with 1t etfectvely.

Compared to mauy other areas of ctudy. FASD ks relatively new. Tt was firet identified tn
1974 wien a sinelay pattern of malfonusticns among widnots bom o alcobol sbusing
women was noted. Since then tesearch has been dons, knowledpe has been gamed. and it
is tme to move forward, budding on the good wosk that biss been dotie by rescarcherns.
clinicians and comminities acroas the country,

Tt would be o simple but <hort-ughted wraregy to any to all wonren of child-bearing vears
= Jusr don’r drvivk alcahol © That would tanore the complexity of the lives of women and
thern Tamubes and the communities in which they live This s not oaly o “*women's"”
wsue, It 1 one for which all of us, wemen and mea. mothers and fathers, fanilses and
connunnities nead to talie vespansibility,

The difffculties for Conndian fiwilies livieg with FASD cannot be overestmated and
actions i suppeort them should be comprehensive, micgruied and mmely.
Muindisaiphirary sssessment and mmltsectornl responses are necessary.

It i Hme for ¢ Nationnl Agends infegrimg resenrch doue and les<ons leamed. The
Apenda must merzase awareness of FASD and promore the development of effective
preventon and treatimen) programs, bs well as family soppont systems. The e for
forther action i now.

Question #1

What is Fetal Alcohol Spectium Disorder (FASD) and how is it
diagnosed?

What is FASD?

Feral Alcohol Spectrunn Disorder (FASD) refers 1o a complex range of b myunes thar
can resnlt from prenntal exposine to aleohol (PAE] T is 2o vmbwelln term that has

evolved over nme and is used to denate an array of developmental, phyvsizal, lesmung and
behavioural condition

The bomom line 1o that pre-uatal exposure 1o alcobol, w combinstion with other sk
fuctors. mny couse brun mpunss. which are expressed w umque and wdividual ways.

FASD canocour in all segments of soclety, Poverty, genstics., maternal stress, poor
untiition and other prenatal expostues can mfhience the severity of FASD. Prenatal
exposuie 1o alcohol, while not the sols component contributing ro FASD, is a nessssary
ane ond therefore FASD 15 preventable
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How is it dingmosed?

Thete ate no definitive hiological markers for FASD woch s a blood test or the use of
imaging techuslogy. Whils thers i prosusnz research i a number of areas thare is no
defimtive or cout effective rest wet Notwnol guidelines for dingnosis af FASD were
accepted across Canada in 2005 and involve a comprehiensive mulhdisciplinary
isessuent of braln funetion. The clmllenge with dingnosis is ot sintply 1o wlentify beaing
dgyury but to sices a person’s abality w the exerene of mdgmont, plamung, memory and
the sbility o cope independently in doy to duy life

The Naortoual Gudelioes for FASD Diagnosis tuclude demonstrated matesnal alcohol
consumption dinng preanancy, physcal exammation for growrh and physical features,
aned neuro-developuzental navessment Enly identification and dingnoss, can suppont
better muterventions mnd can affect long tenm owicomes. However, there are shoncommgs
with respect to the enrrent gystam ad ensuring consistent implenentation of the
pdelines. There are also adoumustratve shallenpes, insludn:

- Laored hinen and financial resources for neuro=developmental asssssment across
the counmry

= Cosrm both ume and resources
Léck of training of persotne] in conducting sssessments

I additaoin stigmn cuii cagate hornes 1o acteve paaticipation and decuracy of diagooss
{shames and blame).

Recommendations:

I, There i« a need for nationsl fanding for reszarch to develop accurate amd cour
effective newrcbiologienl and or functional markers of FASD

2. Comprebemiive disgnoste capability needs 1o be avnalable across the lifespan,

Question #2

Do we know the prevalence and incidence of FASD in different
populations, and can the reporiing be improved?

There 1= clenrly anzed for major mmprovement in the reporting of TASD, The curvent
provimeial terniorial and national estunare for FASD m Canada is 9 cases per 10040
uifants bom. This 14 based on extrapolation of US data: There 18 sonte recent intemational
distis gathered fram a varety of insachool wereziing and iagnoas studies whach suggests
thar the overall incidence may be jugher. There is Conadian data that indicates arearer
presalence in mual commnmities. foder care systems. juvenile justice systems and
Abongnal populanons. The high prevalenze of FASD 1n Abonginal popalations s
sympiomatic of a kistorical and mulhgenerationnl traumn, sssocinted with evens such as
the resadannial schoel systsm.
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tretting secwmie mfonnanon 1s exmemely unporfant a5 the detmils of regionn] and loeal
prevalence and incidencs are unportant to target and deienmane the effectiensss of
prevention and mtervention efforts

Survitllence and sereemmg tooly pecd (o be siuple, cost cHective, and scourste before
they i be effectively implemented neross the country. A starling powl is seearate data
regarding prenaml exposure to aleohol. There are unpeimenty to the collection of thus
dat inchidieg stiginn, reluctmnes of cues providers, and limited avalability of suppeort
services ahcs prenatal exposure s been tdentified.

Recommendations:

1. A pational surveillanee samiegy ueeds to be unplemented fo ssscvs promsess w the

prevention and treatment of FASD i Canada Questions o FASD <hauld be

welnded in the regular Canadian Commemity Health Suvey.

Registries of non-persoilized dita for FAST surssillince should be estobhislied i

each provines w mereass the sapacity for sereeming, diagnosis, and reporting of

FASDnationally. This should build on projects already underway regromally and

provmeinlly 1o merease data ealleenon,

i Belisble wicthods of early detection of developmentnl delays mud disordets. inchiding
FASD. should v uiroduced into early sclivol years and be avallabls throughout the
lifespin

4. A stratepy to reduce the stigun assaciased with o dagnosis of FASD s peeded in
order (o etisure maxiumn participation in screening. prevention mi disgnostice
processas,

Question #3
What are the consequences of FASD for individuals, their Gunilies and
sociefty?

The conseiqnences of FASD are widespread, nffecting tndrvidunls. their from bes,
communitics, and wociety as 2 whele, FASD 18 a highly heterogencous disarder,

(]

Indeviduals with FASD ars most diseerly affecred. FASD. as a brain disorder, 14
pesaeinted with o high mewdence of cogmitive and belavionnl problenis. People affected
by FASD may hove significant chfficulties with misnsory, attention, self care, decision
mking sid social skilly as well as mental health disorders including depression and
addiction. They may bove probleais with orgomization aud planning their activities
difficulty controlling their amotions and completuig tasks that would sllow them o lead
productive lives. FAST {s oftzn funher compheated by medical izcues inchrling o highe
mite of heart disemse. hearmg and vision problems

FASD has a dranwitic impact oo fumities. whether it s the bolomenl, sdoptive or foster

frmily. Familics must be sware thar there will be additionn] costs in safsing o child
Affecrzd by FASD and this may canse additional family stress, The biological mother is
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dramancally impaced repardless of whether the is raising the cluld or nor Caulr can be
considerable. When a wommn 15 under stress.or depressed. she may contimue to drmk
Indeed, a major tidk factor for having an aleohal affecred cluld ie having a previous chald
affecied with FASD

FASD alia nffesrs all othey members of the imunsdhate fannly, including stblings and the
exteded fmily. Ernotional. financin]. and socal burdens can be considerable. Indeed.
the stress of lviag with a clald uffected with FASD mny resalr w famaly discord or
brealip. Adoptive sud fuster families confront soutlar sswes i dealing with the needs of
affccted chuldren. Again. proper supports atc csscnbinl

Ohise cost thar t¢ more difficult to meastire 1c that of 1ol human pateatiall The nesds of
mdividunls affected by FASD cumvenily genernie considernble ensts for the social welinre.
educational, medizal, judicial and correcnonal systems and amubicant challenzes for
commuBhes.

- Albertn, the sumal econonne eost of FASD is estimuoted 1o be beween 5130 - 400
mullion per vear, Of this total: advestional and medical covts take up 60% [neindme
addictions nnd drug treatmiens), additionn] costs o famelics secown for 2096, and the
vemainng 20% pereent ic for social services. supportive honsing. lost productivity costs
and other services such &y covts 1o the justice system, Cleurly, addressing tas sssue b
smzial not enly from the perspective af soclal justice but from the econamic perspective
o well

Recommendations:

1. As FASD 1 a lifelong disability, there should be o conmmiment by govermumicats lo
provide seamless uud equitable services across the Life spon

2 Lmportant wansstions fom child to adult services need to be pre-plamed and allow
fon effective wraparonnd services which will support indvciduals and families and
conunusitias at each stage of Life.

3. People affected with FASD will reqjuire life-lony intersectinal services, Consistent
standards between provinees should be established to reduee vamations m the funding
md provasion of these services.

4. Aduls with FASD will require ongodig hife skills and sectalizanen pssistance and
suppor.

% Forthose children who enter the child welfare system there shonld be lmprovensnts
10 ensure the ability 1 plovide sinble foster caire Multiple pladenents should be
avorded whereves poisible.

Question #4
How can FASD be prevented?

FASD prevention reqpures complex. enltumlly sensitive. oulti-level mitiatives that
address vary specific barriers and opportumities for leaming, sngagemant and supponiive
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change. To suecessfully prevent FASD, it & oritical 10 mvolve women. men, thew support
aysteme. comumunity advoeatss, health promation expents. r2ezarchers. health social
syt plimers, and service providers m designing these untinnves.

The Canndinn Prexention Frnmework deccrhes four Jevels of FASD preveation: 1)
raisug awareness for the whole population 2} discussing olcoliol nse with sll girls and
women af childbearmg nge 37 reaching and providing specialized care and wippert 10
girls and women whe use aleohol dunng preguancy mnd 4) supporing new mothers with
alealml prodlens

Coordinstion and micgratvon of prevention strategicy mnst occur ol all levels, We must
leann from expenence and budd on and vme existing umbeell strategres where ivmbable.

“Shame andd blame™ approaches to FASD prevention result in roany oissed opportunitizs
1o provide vonen with the tmely, appropiiate, and respectul supports needed to reducs
tlie riegative irmpacts of their uleohol use on their lenlth and that of their cluldren,
Systems must be meanungful effective. and compassionate w responding 10 the challeage
Sf FASD and 1ts prévention

Becauce of the negative human and economic wupacts of FASD, prevention s a goowd
publiz investment.

Recommendations:

1. A nahotal prmary prevention stmiegy must include o clear mewsige consavieat with

Chtadun values This shioald {nclude educarion nbiodt the effects ind risks of alcolivl

beginning i elementizy school and continning thougl post-<econdary education Tt

should also includs education about birth control.

Prevention progmums shiould target the Social Determinants of Health

Preventon progmms should be devigned almg with evnlunbion Gmueworks,

Prevention efforts dhould be community driven. enltually appropriate. and should

honsur adiienal knowlsdgze. This v cspecially true i Abenginal and woanizmnt

COTILTITIItSS

£ Alugh prionty should be placed on easprng thot prevention services me provided 1o
women and fanubies at highest nsk of having a <hild with FASD, The Parzat-Chuld
Assistanee Progrm (PUAP) has shown great soceess Canndian programs based on
the PCAP mode] should be enconmged:

6. Governments thould require messsging about FASD in peegnancy tecting kits and m

contracephive packages

The reforms being mode in primary care iave the potentinl to mprove the

welstionshipe required fon effective prevention mand support. Plivscions ol other

peimary bealth providers should take full ndvantage of “1zachable momenns™ 10

discuss preznancy preveation and the naks of aleahol consumption with their

poitents/clients of child bearing nge

E i

-4
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8. Increace the number of womsn-centered aleabol treatment programs and beds
Keeputg mothers and children together duning wnterventzons should be o prionity.
9. Matisual. provincinl and temitonal alesliol strategies must addvess FASD

Question #5

What pelicy options could more effectively support individuals with
FASD aud their families acvoss the lifespan?

Ideally, pelicies and programs should reflect evidance-based best practices.
Unforiunntely, such evidenze 1 not yet svmiable ns 1o how bedt to support individuals
affectad by FASD and thetr familias across the lifespan, Howevar. there are many
exnmples of promising prwctiees which may well be helpful and cost effecnve. These
programs should be ourtured and chared, within the context of svaluation, sa that the
findings can mform future service dalivery. Such ¢valnations should ensure the outcones
assessed nre hoked to funetional improvements m the hves of these hving wath FASD
and their families.

The beterogenery of FASD requires the ability to talor services 1o the needs of the
mdradnals and thew families. and recognize that these needs may change ovér ime,
Asbiney eligibility entecia sueh as 19, dunaological age and place of residence (e 2
rual wrban, en'off recerve) ars counter-productive and can be uniust. FASD i a lifelong
condinon and special attention tecds to be pawd to key potuts of tramsitien

Swce FASD mvolves so muany se&<tors: an uter=disciplinary approach 18 cnnical.
Crrently. different approsehes nmy be tiken by socal services. edvcntion. kealtie the
conns and the carmécnons wyatem. The resalting fragmentation can he fstmnng o
people affected by FASD and expénsive for tax pavers. There should be ‘e wrong
doais " for pecple nffected by FASD who ueed suppont: mechanisms need w be in plice
o -ensnre sueh support & ssamless. Services should address cumulatve nsk, both
envirormuental mnd biological. and not be based on <ilos of care. Policy md sermices alsa
need ta be culnwally senditive.

Students nifected by FASD continne to chow low rales of selioo] eompletion. high mies
of suspeasion. posr academ:s achievement and hmned posinive soctal involvement

Winerotis shudies have identified the presence of adult offenders with FASD in Canada®s
comrsctional systems. The mmgs and complexity of commuiity se-cotry needs of people
affected by FASD requive interdisciplinary and multisectoral appiroaches to connect them
with services and supports thar mateh thewr mactional capaciy. Euroduemg services
while i jail hins the pbality 10 incrense the effectiveness of connecting relensed offenders
10 COMMIMIY Fesamces,

While services msd treaturents fos FASD have uiique charneteristios, they <hould be part
of a larger system of delivérmp supports for people with disabalities. The services to
ndryidnals and then fomibies shoold be needs-based Lessons from effectave evidence-
hased approaches dealing with other developmental duorders diould be adopred whees
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appropnate 1o FASD and viee versa. How best o place FASD progranuing within the
broader framework of services for wdividuals with developmental and behavioumn]
clallenges v amatter of debate.

Recommendations:
Lifelang Services

1

=

(77}

Services should be (n) based on functional need rather thas arbitrary eligibaliny
enteni; (b) hifelong: (¢} seamless: (d) mdmadualized. (¢} cultorally sensitive: and (1)
sustamably funded

There chould be fanding for tystemaric evaluations of programs and dhanng of
findings re develop beat practices.

Biild communities of suppont for indivaduals affected by FASD and thetr famuhes. In
particular, enconmge mentorsip and activity baced progrmms.

There chould be special attention and support for First Nattons, Inuit and Metic
peoplzs atfected by FASD whe have expenienced socieral breakdown due 1o histonical
and mulngsnemtional trmems.

Diagaosds’ Assesamnent

There st be squitabile aud tinvely secess to disgiweas for individoals with suspeciad
FASD, weluding appropriate cammmication of findings with the mdividual. faouly,
nnd ather service providers.

Frmctional reassessments shonld be inderisken oy needed.

Amend the Craminn! Code 1o allow for Comt-endered assesaments, meluchng FASD.

Education and Training

1.

Educational mstruction and materials should be provided to promete pwarsness,
mderstunding and kuewledge of best practices for thoss whe are or wall be working
with people atfected by FASD,

An indivadunlized educationn] plan nesds 1o be developed focusing on skill
development, inchiion. pamaipation and recogniton of exustmg drengths, to
facilitate becoming n conmbuting member of socisty.

Legal

bd

Laipose citenmes amnd reduce costy 1o the legal svsten by utilizing an altemative
mexsunes propram for adulrs affected by FASD charged with non-violent first
offénces. Take mio scconnt o FASD dingnesis en subsequent nowviolent offences
when sentencing.

hepreve outeomes and reduce coat o the youth justice system by ntlizing an
alternative measires progran for all voung affenders affected by FASD, charged with
nos-vielent offences.

Pre-telense and pout velense progroms foo inshividuals eed 10 he established

Enhance the sarreznomal environments m respond 1o the spzeil naeds of persony
atfected by FASD w protect them from explostation mnd abuse.

Fetal Alcohol Spectrum Disorder (FASD): Across the Lifespan
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Question #6
What further research into FASD is needed?

We still do not understand all of the basic mechmuismns that erenie the spectmum of
severity within FASD. Effects ofexpisure nre highly variable. For example. the spectium
Lies oo aconmmuu from stll bah o children with subtke learniug and behavioural
problems. Nor do we know emough about the factors thar may magnify or reduce the nisk

from prenatal expove

What we do know 15 that résearch more than paye for irself. Tt rethizes dodts by mane
cffcctive prevention. misrvenuod md treatmient of FASD.

Current FASD research aenvities across € annda yemaim fingmented and wnderfunded
Thus leads ro msk of amission or duplicaticn of etfort. There remain significant gaps i
our knowledge, mcluding ootemmes acrosw the life span md for special populations,
Research v still i o tnfmcy for comrections, justice and social services and s not
comprehensive with respect to mies, oiteomes. aosts and co-ceommng conclitions. We
continug o mearcerate the disabled!

We tieed new appronches w revenrch 1o reflect corent renlities. We niust enibed resenrch
into sarviee delivery. Research st include all levels of evidence including traditional
kaowledpe Pigorons and eulmeally appropmare rescarch shonld melnds both quastitaive
and qualitanve methodolozes. Involvement aud participation of the commummty m
revenrch 1 escential

We need to wppart the ehgoang development of mterdiscaplinary, tategrated resedrch
nerworks thnt mclsde health. education. social services, comeciions. and commmmitics
Active population-based menrtornng must be m keeping with etlocal and povacy
slaulords.

Fescarch must include basic 53 well 85 tmnslational studics which wre relevant to the
lived expertences of persons affested by FASD. Trneeds 1o encompass issmes i
diagnosis mrerventions, and all lavele of prevennon. Such ressarch must be culmally
appropmiite, and sddrew the needs of the tndividusl fumily, communty, and the ubon,

Recomimendathons

L More trnslational rescarch from basie scicuee to the hunan expericnce. such as the
beneficial effects of mtntion

2. Mae resenrch on prenatal aleohol exposure on brain structure and Mustion with the
s of improvisg interventions aad suicomes.

3. Mose sehable wdwators. biologienl and/or behaviourl, of matemal aleabol
censumphon diring prégnancy ané neaded.

4. Cmgomg resench for the development of betizr sereenmg and swrvellngee toals.
specific and seositive to preantal alcohol exposure,  These should be adapiable,
aulmunlly opproprate and lead to aconmte refemvuls for dingiosrs wnd supports
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5. Encourage noform approsches fo reconding chnies] findings found dwing FASD
pseessments by wimg sandardized forms and definmons.

6. Support mitersectoril rescarch with educotion, heolth and soctal savices.

Mure pevearch berween conections, justice ind sosinl services 1o dentify rares.

otiteantes, codts and co-occurming conditinnic.

E. Initiste rescarch into the role of parents. including fathere.

9. Embed revcarch and evalimtion into progrims wnd serviees 1o allow for self comreetion
pnd comtintions wnprovement. '

10, Premote reseanh ou mterventions based oo social detenuingts of lealth that vonld
modify the incidence and severity of FASD,

Conclusion

We, the ury, belizve that comprelensarve and life-long services for people affected by
FASD e and must be anproved. Cngomng prevention ctforts must be expanded

Fetal Aleohol Spectium Disorder is o oomplex issre. It hos profound short and long-tenn
consequences — for individuals, famulies, aind communitien. A mulndisciplinary and
miultszcionl approach s nesded tf we are to unprove the hves of those Lving with and
affecred by FASD

To be successful - we need to be informed as much as possible by research md evidence
bur ar the end of the day. we niust remember we are dealing with mdividual persons and
fomilies. We wnst respond with compassion for the challenges they face and vespect for

1he vmeue capalalities ey g

Govenment ministrics and bealth systems owe it to cveryone to fusd and develop
progooms and explore new ways to belp families. resgnrchers and service providern 1

neddress thns imporinet sue. T is just. Tr makes sense T i an mvesimvent m onr fumre.

We, the jury. belicve n national agenda to address FASD and it prevenhion iy necsssary
il ore plessed that Alberta is o leader in those =fforts

1a
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Jury Members

Cliair: The Honourable Anne Mel ellan, Alberta Instimte for Amencan Sndizs.
University of Alberta: Acadenmue Director andd Distiiguished Scholar m Fesidence,
Insfitmie for United States Policy Studhes: LL M. King's College. Umversity of London
Judith Bosse. Asseciare Assistant Deputy Minister, Public Health Agensy of Canada
Jenmifer Coppens. Medieal Student, University of Albern

Ralsa Deber, Profestar, Depumuznt of Health Pelicy, Managzment and Evaluation,
Faculiy of Medictue, University of Toronto: Ducetor, CIHR Team in Conumumity Care
mind Health Hnawn Resonrces

David Elton. President. Nowlien Foundation and Max Bell Fonndatinn

Mark Hattari. Actiig Assastont Depury Mandster. Progeam Quality and Standards.
Alberma Children and Youth Services

James Hees. Repodter, CBC Radio Edwonton

Maleolm King. Protessar. Department of Medicine. University of Alberta: Scientific
Darector, CIHE lnsutute of Abonginal Peoplss’ Health

Christine Loock. Profescer, Depantment of Pediatrics. Faculty of Medicing, Univeruity

af British Colinbiy, Developmental Pediarneion, Cluldren's and Weomen's Centye of
British Colinnbia

Reliecen Martell. Chnscal Associste, Oceupational Performance Analysis Ut (OPALT),
Department of Occupational Therapy, University of Alberm

Edwarid Rilev. Disuuguished Professin. Psychology: Divector, Center for Behaviaml
Termology, San Diego Stane Universiry

Marguerite Truwsler, Chairperson, Albesia Liquer and Gaming Commiviion

Lee Ann {Weaver) Tyrrell Preject Manager, (Innal} Albesma Prame Provinee FASD
Strategy: (Fust) Director, Yellowhead Tnbal Services Agency; Retwed
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Conference Speakers and Topics

Whatis Fetal Alcolol Spectrwmm Disorder (FASD) and how is it dingnosed?
Overview of FASD

Gal Andrew. Momber, Board of Dirvetars. Camade Northwest FASD Rescareh Natwerk,
Medical Site Load = Padianrics, Medical Divector - FEASD Clinieal Services and
Pedtatrie Consulranm, Pedianic Programs, Glenrase Rebabilitasion Hospleal

A personal perspective
Myles Hinumelreich, Breoctor of Progeamnmnng, Canadien FASD Foundation

Da we kinew the prevalence and incidence of FASD in differsnce populations, and
can the reporting be Improved?

Prevalence and fncidence in Alberta and Canada

Swuzmnne Tongh, Screntific Director, Alberin Centre for Child, Fannly and Cammumity
Ressaneh

Prevalince and incidence internationally )

Bhulip May. Profasser of Soctology and Famihy and Canmuarine Madicive, Unbeersin of
Naw Mevivo; Senior Research Sciertiat, Center on Alcofoltsm Substance Abuse, and
Addicrions (CASAL

Extent and impact on child development
Beu Chbbard. Developmenna) Pedianictan, Alherta Childran s Hospital: Arcisranr

Profesyor, Depariment of Pediatrics, Facidtv of Medicine. Univerzity of Calpary

Prevalence of FAS in Foster Care
Susan Astlzy, Professor of Epidemiolom Padlamics, Untvarziny of Washington: Divector,
Washingtan State Feiol Aleohol Syadrome Digpnosac and Prevention Network

Ceenrtie pre-disposing Factors
Alber Chudley, Madion! Divecior, Wiunpeg Regional Healtk Audharity Programan
Genetier and Metabolizm; Professor, Departwiant of Pediarricr. Univeraity of Manitoba

Direct and indirect wechanisms for nleohol damage 1o the brain
Joanne Wemberp. Profecsor and Disnnguished vty Selolar and detng

Dcywmmmﬁm;.f, Cellwlar and Plivsrolopieal Soiences, Unrver=ity of Bringh Columbia

What are the comsequences of FASD for individuals, their families and socieny?
Economic linplications for individuals and families

Flulip Tacobs. Professor, frastreanterslogy Divivian, Deparimens of Medeies, Univernny
of diberta; Divectar of Rasearch Collpborations, Instituse of Health Econewiics

Consequences on (e communin

Mary Berube, Dirsctor, Intesgovermntentol fitiatives, Misnsny Support Servives
Bivision, Alherta Children and Youth Sevvices
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Tmpact an syetem usage within foster care
Landn Bumusisle, Exveciittve Divecivr. Dizabiline Programs, Manfioha Family Services and
Hewring

Ce morbidies with menral bealth for an individual with FASD
Dan Dubevsky, FASD Speciaitst for the Subsiarce Abase and Menia! Healith Services
Adminuration (SAMHSA), FASD Conter for Exeellenre

Efficacy of a neurobehavioral construet: interventions for children and adolescents
with fetal alcohol specirum disorder (FASD)

Diane Mallay, Evesiive Divectar, Feial Aloahal Syedveme Consuliation, Edueanan ond
Tranmg Sevvaces Ine. (FASCET)

How can FASD be prevented?

Pre-conception inftintives

Lola Baydals. dssoeiore Prafessor of Pedisrricy, Unversity af dlberte; Miserivordio
Comntuniny Hospiral

Inventory of primary prevention campaigns
Rolin Thurmeier, FASD Risources Researeher, Saskarchowan Prevestion Institre

Primary care physivian perspective
Tune Bergian, dssocwire Professar, Departmontof Fanoly Mediewe, Faoulty af
Madictne and Devriensy. Liniversine af Calgary

Mentoring programs for at-visk mothiers
Wancy Whitney. Clinical Director, King County Parons-Child Assistance Program,
Cntversine of Wazhingran

Adilressing FASD as o women s health fane

Anyy Salmon, Masaging Divector, Canoda Neviliweas: FASD Researck Nenwork; Clinjeai
Assitam Professor, School of Popnlantan aad Public Health, Foculy of Medicine.
Unrvermey of Bricish Calinnhia

Preventian of FASD: A broader srategy In women's hiealth

Nancy Poale, Research Asrocinte, British Calumbin Cenire af Excellency for Women's
Health; Resouvich Consuliont, Wamen and Sibstanoe Use Insies, British Columbio
Woman 's Hospiral

What poliey aptions conld move effectively support individuals with FASD and their
Tamilies acrass the lifespan?

Educational svrem. parental. and community sappart

Frank Oberklnid, Director, Cenfre for L‘ﬁmmumn Cald Henlth, Royal Children’s
Hosgatal and Professer Pedairivs, University of Melhaurne
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Shifting responsibility from the individual to communities of core
Andrey McFarlane, Exsentive Dhrector, Lokelnnd Cantre for Feiol Alvetol Spectrum
Dizorder

Education Palicy directions for supporting children ond vouth with FASD and their
funilies
Elizabeth Bredberg, Divector. Socten: of the Advancement of Eveellence in Edvcarion

Deselopment of life skillss education, parenting, aml family mentoring

Claire Coles. Professor, Daparmmeént of Prveliary and Balievioral Sclsnear aimd
Pediamicz. Emory University School of Medicine: Dirvctor. Faal Aicolol and Drug
Expozure Clime, Marcar Autiam Center, Chilidven s Healv Care of Atlania

Life srages and mansitions
Brenda Beuncit, Evecninve Direcior, FASD Life s Jowrney Inc.

Social serviees and corrections

Shearen Bontnell, Profezzor. Departoent of Occapatiomal Therapy., and ivector,
Occupaiional Performance Analvsiz Unitv. Faenliy of Rehabilimiton Medicme.
University of Alberta

Treatmeni for FASD
Jolm MeoLenww, Asmistant Prafersor, Dopariments of Cownminiry Health Seienves,
Prvcisatey, and Paadiatrics, Univerneny of Calgary

Justice [ssues
Muary Kaie Farvig, Associgie Chief Judge, Provineral Caurt of Mantiobg

Paolicy development and FASD
Dorothy Badry, Assistant Prafessar, Foculty of Social Werk, Unrversity of Calgary

What further reienrel into FASD is peeded?

Henlth snd sscial policy

Swrling Clamen. CEC and Sctanrific Divvctor, Camada Novtinvest FASD Researeh
Nerwork: Clinlcal Prafessor of Pediamics, School of Medicine, Univarainy of Washingron,
Cimical Professor of Pediatrics, Faculty of Meédicine, Unrerziny of Briveh Columbio;

Foarusing Reswearch Efforie... Where?

Samm Jo Nixon. Prendent, Rexearch Saciety on Adlcoholisnr. Fellow. Divizion 28 and 50,
Amatean Pryehologionl Secieny. Profeasor amd Chief Division of Addiciions Resenrch;
Diveetar, Newrocognitive Laboralory, Depavinint of Psyeliary, College of Medicine,
Universin of Flovida '

Child Bealth and well being
Bmee Perry. Sonbor Fellow, The ChtldTrauma Acadeny
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Planning Committes

Egan Jonsson, Execonve Director aud CEQ, Tistiture of Health Economnes

Amnnda Amyotie: Project Officer. Alberta Children amd Yonth Services

Mary Berube, Diresiorn Intergovemmeninl kutintives. Minntry Support Services
Division. Alberta Childven rad Yooth Services

Lanrie Beverley, Execunve Dirsctor, Communiry Treamsenrs and Supporrs Albeima
Health Services

Jewel Buksa. President. BUKSA Conference Mansgement nnd Progimm Development
Corine Frick. Progrimn Director. Alberta Pernatal Health Progiam

Tara Hansen. Director of Operations. Albenia Cantre for Child Family and Community
Resenrch

Brawlen Hirweh, Acting Director, Commmity Partnershipe, Alberta Semion md
Canupunity Sugppaorts

Aarty Landrie. Interun Executive Dirsctar. Powsdmiaker™s Loddge

Rhonda Lothummer, Conpnnnications Muazger, Insame of Health Economies
Thanh Nguyer. Health Economist, Instiuie of Health Economics

Tulie Peacock. Director, Primury Care, Clnldoen and Youth luterventions, Alberta Health
Services — Addienen and Mentnl Health

Nauey Revoolds. Prowden snd Clizef Execunve Officer, Albertn Centre for Clald,
Family and €omumunity Research

Keea Shikare. Project Manaper, Healthy Living, Alberta Health and Wellnese

Rob Skrvpnek. Sumera Manageraent Consulting

Johu Sproule: Scuior Policy Dircctor. Iintitute of Health Economics

Melbssa Waltner, Executive Asaistant, Instinfe of Health Feonomnies

Scientific Committee

Cail Andrew, Member, Board of Directon, Canada Northwest FASD Research
Werwark. Meidlical Site Lead - Pedintrics, Medica]l Director — FASD Clinical Semvices,
aned Pediataie Consaltont, Pediatrie Progiuns, Glamose Rebabulitation Hospital

Juneé Bergman. Associate Professor, Department of Fanuly Medigine, Faculty of
Medicire and Dennstry, Umiversity of Calgnry -

Sterling Clarren, Chiefl Executive Ovificer and Serennfic Director. Canada Northvest
FASD Besearch Netwack: Chnical Professes, Pedintrics, School of Medieme, University
of Washmgton: Climcal Professor, Pediainics, Feculty of Medicine, Univasity of Brush
Columbm

Corine Frick. Progrin Drector, Alberia Pevinatn] Health Program

Denlse Miloe. Szaor Manager, FASD Inittiatives’ Children’s Meatal Healih, Alberta
Chuldren and Youth Services
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Hannak Pazderka. Disecton of Research, CASA Child, Adolescent and Family Mental
Health

Nancy Rexnolde. President andd Chief Execunve Officer. Alberta Centie for Cluld.
Family and Comumnuuty Rescarch

John Sproule. Seuion Policy Divector. histitute of Health Ecomonics

Bounie Stonehouse. Coardinaion, Brogram Development for Persons with Dicabilitiee,
Alberta Seators and Commumaty Supports

Melissa Waltoer, Executive Assistunt, Lustinute of Health Fconomizs

Communications Commitiee

Roxanne Dube Cocllio. Public Affairs Officer. Albertn Cluldien and Youth Services
Rhonda Lothammer., Comumnaicanons Masagér, lnstmte of Health Econonties
Jewel Buksa, Prondent, BURSA Conforence Mumgement and Progrun Development

Disclosure Statemeant

All of the jury members whe pamticipated in tus conference and contribmed to the wrinng of s
statement weare ilent fied a4 havmp oo fnaneial or soentific conflict of mterest, and all ugned
forrmtes ttesting to this fact. Unltee the expert speakiers who present scieotific data af the
conferenie, the mdividnals wvited 1o participate on the consensas panel ae reveewed oo o
sedentvin 1o encae they are ol proguments of an advanacy position with regund 1o the tope

Quesiions ar commenis can be direcied ro;
Instimite of Health Ecasonnes

1200, 10405 Tnsper Aveme

Edmotton Alberta Cada TS 34

Tel. T00.448.438] Fux T00448.0018
mfnEthecn
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FASD Research and Resources

Ongoing research and evaluation of programs will help to determine best practices for
preventing FASD and supporting those already affected.

The Institute of Health Economics is currently working on a series of projects related to
FASD. This conference also is part of a series of consensus development conferences
produced by the Institute. Visit www.ihe.ca for more information.

The Government of Alberta’s Fetal Alcohol Spectrum Disorder Cross-Ministry Committee
has a comprehensive website with extensive resources on FASD. Visit their website at
www.fasd-cme.alberta.ca

The Public Health Agency of Canada has also developed a website to provide basic
information on FASD and to report what they are doing in the area. Visit their website at
www.phac-aspc.gc.ca/fasd-etca
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The Institute of Health Economics, located in Edmonton, Canada,
conducted a consensus development conference on fetal alcohol spectrum
disorder (FASD) in October 2009. International and national experts
presented evidence to an independent jury about the cause, prevention,
diagnosis, and treatment of FASD. Policy options to support those living
with FASD through the life-span, as well as topics requiring further research
were also presented. This book contains the expert’s presentations and the
discussions between the jury, the experts, and the audience. After two days
of hearings, the jury produced a statement (included in this book) with
recommendations for improved prevention and treatment of FASD from a
policy perspective. The jury was chaired by the Honourable Anne McLellan,
former Deputy Prime Minister, and federal Minister of Health in Canada.

This is the fourth in a series of consensus development conferences
conducted by the IHE. Other topics have included Diabetes, Prevention
of Low Birth Weight, and Depression in Adults. For more information on
consensus development conferences or other IHE research and programs
visit www.ihe.ca or contact 780-448-4881.
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