Mother and Child Reunion

Preventing Fetal Alcohol Spectrum Disorder
by Promoting Women’s Health

Fetal Alcohol Syndrome Disorder (FASD) describes a range of physical and devel-
opmental problems affecting some children born to women who drink alcohol
during pregnancy. The incidence rate in Canada is unknown, but in the United
States it is estimated to be between .5 and 2.0 per 1000 births with some commu-
nities showing higher rates.! Since the impact of FASD cannot be reversed, it is
extremely important to focus efforts on prevention. In Canada the dominant
approach to preventing FASD has been to focus on a single determinant, alcohol
use, and on the impact on children’s health. Yet evidence indicates this approach
is too narrow and may actually be creating barriers for women who use sub-
stances during pregnancy and need help. This paper describes current knowledge
about FASD and current prevention strategies and outlines an alternative, multi-
ple-determinants approach to FASD prevention that would be more effective for
both mothers and babies, more humane, and more cost-efficient.

What is Fetal Alcohol Spectrum Disorder? There is a spectrum of birth
defects and developmental disabilities associated with alcohol use in pregnancy.
There are three criteria used to describe the effects of prenatal alcohol exposure
and to make a diagnosis of the full Fetal Alcohol Syndrome (FAS): a pattern of
facial abnormalities, growth deficiencies and central nervous system impair-
ment.23 The central nervous system impairment is often the most debilitating of
the three areas of impairment and may include structural abnormalities of the
brain; neurological problems such as impaired motor skills, poor coordination
and visual problems; and behavioural and/or cognitive problems such as mental
handicaps, learning difficulties, poor impulse control, problems in social percep-
tion, and problems in memory, attention, reasoning and judgment. Related condi-
tions include partial FAS (pFAS) and Alcohol-Related Neurodevelopmental
Disorder (ARND).#> Children born to mothers who drink heavily in pregnancy
may also have congenital birth defects such as skeletal abnormalities, heart
defects, cleft palate and other craniofacial abnormalities, kidney and other inter-
nal organ problems and vision and hearing problems. These are known as
Alcohol-Related Birth Defects (ARBD). This continuum of problems is increasing-
ly being referred to as Fetal Alcohol Spectrum Disorder (FASD).

The damage associated with alcohol use and related health risks during pregnan-
cy is permanent and irreversible. However, early diagnosis and intervention with
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those affected can prevent common secondary disabilities such as mental health
problems, disrupted school experience, inappropriate sexual behaviour, alcohol
and drug problems, trouble with the law, problems with employment and prob-
lems with parenting.®

Maternal Drinking and FASD: Contributing Factors The range and severity of
the impact of maternal alcohol use is related to variations in the timing of alcohol
use, variations in the amount of alcohol used, use of more than one substance,
malnutrition, poor overall health of the mother and many other contextual, indi-
vidual and genetic factors.® The range of contributing factors requires a response
that goes well beyond a focus on alcohol use alone and a focus on the pregnancy
alone.

Mothers of children with the full syndrome have been found to have co-morbid
histories of serious violence and trauma, serious mental health problems, and dif-
ficult relationships in which partners often control their substance use and access
to services.”8 Designing and delivering an interdisciplinary and transdisciplinary
response to women facing this level of burden is a critical component of an effec-
tive FASD prevention strategy.

Incidence and Prevalence of Maternal Drinking and FASD According to
national data collected in the United States by the Behavioral Risk Factor
Surveillance System (1999), 12.8% of pregnant women consumed at least one
alcoholic drink during the past month, a decrease from 16.3% reported in 1995
in a study by the Centre for Disease Control.9 A total of 3.3% of pregnant women
reported frequent drinking (at least 7 drinks per week) and 2.7% reported binge
drinking (5 or more drinks on one occasion). Alcohol use and other drug use in
pregnancy is higher in some high-risk neighbourhoods, and was found to be as
high as 46% in Vancouver’s Downtown Eastside in a study done in 1992.10

As some children born to mothers who drank alcohol during pregnancy are not
affected, it is important to determine and describe the incidence of FASD, as well
as maternal alcohol use. The authors of a recent review of the literature set the
overall incidence rate for Fetal Alcohol Syndrome as between .5 and 2.0 per 1000
births in the USA.! These estimates of the occurrence of the full syndrome are in
the range of other commonly recognized congenital birth defects, including
Down syndrome and spina bifida. Estimates of the incidence and prevalence of
the other disabilities in the FASD spectrum are made difficult by the lack of
accessible, evidence-based diagnostic capabilities. Informal labeling, without
medical or other professional assessment or confirmation of maternal alcohol use,
has been common.!! Such labeling can deprive those affected by FASD of the
services they need and deserve and add to the stigmatization of birth mothers.




Current Prevention Context in Canada

Fetal Alcohol Syndrome was first identified in the American medical literature in
1973, yet it was the 1990s before momentum built on addressing the implica-
tions. Currently, within Canada, differences exist in uptake on FAS-related issues,
with greater attention and action in the western provinces. The four western
provinces and three territories are organized into a consortium called the Canada
Northwest FASD Partnership, which is designed to support coordinated strategic
action on FAS issues. Over the past nine years, federal government interest and
action on Fetal Alcohol Syndrome have increased. Significant federal funding for
FAS/FAE activities was allocated in the 2000 and 2001 federal budgets.!2

The Canadian Centre on Substance Abuse has led several national projects
designed to identify “best practices” on all levels of FASD prevention and inter-
vention with those affected, as well as to identify all individuals, communities
and governments working on these issues.13.1# The most recent listing of those
involved in FAS-related activities on the community, regional, provincial and
national levels in Canada has over 270 entries, a testament to the high level of
interest and involvement in this issue.!>

Two key national resources on FASD are the FAS/FAE Information Service 16 and
clearinghouse function offered by the Canadian Centre on Substance Abuse, and
the Motherisk Helpline, a phone line designed to provide “authoritative informa-
tion and guidance to pregnant or lactating patients and their health care
providers regarding the fetal risks associated with drug [and other]| exposure dur-
ing pregnancy.”1?

Evaluating Current Approaches

In spite of the high level of activity on FASD and the meritorious efforts to coor-
dinate this activity on the national level, there are limitations to the current
approach. There is a lack of understanding of the differing levels of prevention
required and how they can be mutually reinforcing. In addition, the following
four focuses have been limited and, in some cases, damaging.

Child-Centered Focus To date, FASD has been framed largely as a child health
and welfare issue. Pediatricians, other child health professionals, foster parents
and adoptive parents have led the way in pointing out the challenges in identify-
ing, treating, educating and parenting children who have the range of birth
defects and developmental disabilities associated with FASD. Awareness
activities,!8 literature 19 and research 20 have focused on understanding the impact
of in-utero exposure and articulating the required interventions to address the
needs of those affected by FASD and their caregivers.
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Much less effort has been made to understand women’s substance use in pregnan-
cy and to develop the interventions needed to prevent this use and/or mitigate
the harms associated with it. Governmental leadership on FASD has also reflected
this child-centered focus. In provincial governments, ministries associated with
child welfare policy and programming have often been given responsibility for
the issue. Health Canada’s National Advisory Committee on FAS/FAE has no rep-
resentation from the women’s health or women’s addictions treatment fields. This
structural bias also leads to an imbalance in attention to the prevention of FASD
as compared to strategies for working with those affected by FASD. For example,
a recent document designed to solicit community input for a National
Framework for Action on Fetal Alcohol Syndrome does not include a discussion
of women’s use of substances during pregnancy.2!

Focus on Aboriginal Women Aboriginal communities are believed to have
higher rates of affected children, yet limited research exists that has examined
how rates of alcohol and other substance use vary across communities.22 Studies
that have determined prevalence rates in Aboriginal communities have involved
communities where alcohol use was known to be high and prevalence rates were
expected to be elevated.23 Bray and Anderson (1989) argue that research that
examines demographic, socio-economic and sociocultural factors in relation to
increased risk of FASD among Aboriginal populations would help to determine
which Aboriginal populations are at increased risk.2* They recommend that com-
munity-specific information regarding alcohol consumption patterns of
Aboriginal women be developed.

Aboriginal communities that have successfully implemented broad, community
health actions to reduce substance use and address other determinants of health
have received scant attention.2> New research on the connections among sub-
stance use, FASD and the impact of residential schooling are just now becoming
available and will be able to further support and guide such approaches.2¢

This work may also serve to reduce the scrutiny directed to Aboriginal women,
against whom the majority of punitive, legal actions have been taken for their use
of substances during pregnancy, the Ms G case, concerning an Aboriginal woman
at the centre of a legal case regarding mandatory treatment, being the most
prominent among these.27 It is important that all women be the focus of preven-
tion efforts equally and that when Aboriginal women are struggling with alcohol
and related problems in pregnancy, they receive supportive, health-enhancing
assistance, not punishment.




Narrow, Simplistic Alcohol Focus Evidence shows that binge drinking28 creates
the greatest risk of FASD 29 and that other factors such as malnutrition, stress, use
of other drugs, exposure to violence, and many other factors relating to women’s
health and well being have been shown to influence the risk of women giving
birth to a child affected by FASD.2 Prevention messages have tended to oversim-
plify this reality. They often focus only on alcohol use and imply that any level of
alcohol use is highly dangerous. More critically, they often imply that it is a sim-
ple matter for all women to “just say no” to alcohol during pregnancy, ignoring
the dynamics of addiction and the burden of other health and social problems
that many women face. Finally, many prevention messages even imply that
women are ignorant or callous when they are unable to stop using alcohol during
pregnancy.
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To be effective in FASD prevention efforts, we need to move from a focus on women’s
alcohol use alone to increased understanding of related health and social problems
experienced by women that contribute to FASD, and to provide a network of supports that
directly address these contributing factors. Community health policy that addresses
broader determinants of health is also foundational to successful FASD prevention.
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The sole attention to alcohol use by individual women discourages a broader pre-
vention approach focusing on the determinants of health. While the importance
of taking a health determinants approach has been acknowledged in key policy
documents as early as A Strategic Plan for Addressing Alcohol and Other Drug
Related Developmental Disabilities in B.C. (1993),30 evidence-based policy and
programming that address the multiple determinants of women’s drinking have
rarely been implemented.31.32 Instead the trend has been to advocate for the label-
ing of alcohol bottles, instituting signage in bars, and other alcohol-specific initia-
tives that show little evidence of significant impact.1# In fact, these and related
policies may bias the general public against women who use substances and cre-
ate misunderstanding of women’s service needs. Mechanisms are critically needed
to review and reform policies that cause harms such as these to women at risk
and to those affected by FASD.

Judgmental Messages Societal attitudes towards substance use and addiction
remain ambivalent. While the movement overall has been away from a moral and
judgmental view, the shift towards seeing people with substance use problems as
deserving of a comprehensive health care response has been slow to evolve. In
the substance use literature there is agreement that stigma comes to bear heavily
upon substance-using women 33 and that the operation of this stigma is particu-
larly strongly directed to pregnant women and mothers.34-38

As a result, crucial barriers have emerged that hamper women’s access to services,
due to their feelings of shame, fear of losing custody of their children if they
identify their need for help, and fear of being treated prejudicially on the basis of
being mothers with substance use problems.3° A range of service-level policies
has created further barriers to care for women of childbearing years who have
substance use problems. To give two examples: transition houses’ refusal to
accept women with substance use problems and a lack of protocols for withdraw-
al management of pregnant women in detoxification services.

FASD Prevention: Policy Recommendations

We know that the substance use of mothers of children with the full syndrome
(FAS) has been influenced by a number of factors, such as histories of violence
and trauma, serious mental health problems, and relationships in which the
women’s partners controlled their substance use and access to services. Factors
such as malnutrition and the use of other drugs have also been shown to affect
risk. An FASD prevention strategy that centres on improving women’s health can
succeed where other approaches have failed by addressing the multiple determi-
nants of FASD and the dynamics of addiction in a coordinated, compassionate
fashion. Three types of prevention are needed, each grounded in this approach




and each reaching different populations and involving different activities.2:40

Level | Prevention The first level of prevention is public awareness, health pro-
motion and community development activities. These are directed to, and can
involve, all people in society. In the context of FASD prevention the goal is to
increase understanding of how women come to have substance use problems, as
well as to reduce inequities in health status. This level of prevention aims to shift
negative attitudes towards women who have substance use problems, promote
understanding of determinants of health, reduce organizational and systemic bar-
riers to care, and bring people together to work on community-level solutions.
This level forms the groundwork for the other levels of prevention.
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This level of prevention can be alcohol- and drug-specific (for example, media campaigns
and community awareness activities), as well as involve broader efforts to change health
and social policy to address poverty, violence against women, discrimination and other

factors that contribute to women’s substance use. It is aimed at multiple levels of society

and uses multiple strategies.
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Level Il Prevention The second level of FASD prevention activities is systemat-
ic, caring intervention with all women of childbearing years (including pregnant
women) to inform them about the risks of substance use during pregnancy, and
about the help that is available if it is difficult for them to reduce or stop their
alcohol use and improve their health in this period. Physicians have long been
recognized as important providers of this information, yet many other service
providers who come into contact with women in many settings have also been
found to be helpful when they assume this role.3® Engendering commitment on
the part of all these providers to engage in informed and compassionate discus-
sion of substance use with all women, and not only Aboriginal women, poor
women and others who are seen to be at more risk, presents significant chal-
lenges, but there are new Canadian resources available to support this work.40-43
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This level of prevention is provided by a coordinated infrastructure of services and is
directed to all women of childbearing years. It involves education, brief motivational
counselling, and in some cases referral to specialized pregnancy and substance use

treatment services.




When this level of prevention is in place, all women are informed of the risks of
drinking in pregnancy, women who are using alcohol in risky ways are helped to
reduce or stop their alcohol use during pregnancy, and women with substantial
alcohol and other health problems are linked to the comprehensive care described
below.

Level Il Prevention A third level of FASD prevention is delivered through a
comprehensive constellation of services for pregnant women and mothers who
have serious substance use problems and a range of other health and social prob-
lems. Across this network of services all contributing factors would be addressed.
Critical to this level of FASD prevention is overcoming pervasive, systemic unwill-
ingness to reduce barriers to access. Fundamental to this work is a holistic, non-
judgmental, harm reduction service orientation.*+45 Services that operate from
this perspective support improvement in women’s health by providing choice
about the type of health support women receive, and by recognizing and accept-
ing the pace of change women are able to make, consciously tailoring provider
response to each individual’s level of readiness.14:44-47

At this level of FASD prevention it is critical that women’s fears about apprehen-
sion of their children are reduced.38:4 Women must know that a range of sup-
ports will be “wrapped around” the mother-baby pair, to help the mother create
safety and health for herself and her child or children. In the Ms G case and in
other cases that continue to arise, child welfare authorities have unsuccessfully
tried forceful and mandatory approaches with women who have very serious sub-
stance use and other health problems.27 In contrast, taking a welcoming,
health-oriented approach, by increasing women’s access to and the visibility of a
range of networked health and perinatal services, is a more cost-effective, work-
able and respectful approach. The challenge at this level of prevention is to reduce
territoriality and increase collaboration among agencies and across disciplines,
which is achievable only when perinatal networks are adequately funded and sup-
ported.

The multi-faceted Sheway program in Vancouver is an example of how perinatal
networks can function to solve problems of access to care and support women’s
health in a way that prevents FASD. Sheway works in partnership with innovative
providers of withdrawal management services at BC Women’s Hospital, with child
welfare services, with the YWCA Crabtree Corner program, and many other com-
munity-based providers of housing, children’s, Aboriginal, violence, nursing and
other services. Many smaller communities are creating perinatal support networks
that are workable for smaller numbers of women served, also based on a compas-
sionate and comprehensive service orientation.
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This level of prevention is delivered through a coordinated infrastructure of perinatal
services and is directed to women at high risk of having a child affected by FASD.
Services can be colocated, as with the Sheway program, or linked on the community
level through an organized perinatal services network. Such services address known
barriers to access and work proactively to support change at a pace that supports
retention and increased control over life circumstances.

Summary

A truly effective approach to managing FASD in Canada requires a concerted
effort to prevent FASD as well as to care for those who are affected. Policy makers
working on women’s health issues and women’s health researchers and advocates
need to assume a leadership role on FASD prevention in concert with those work-
ing on intervention with those affected. A balance and respect for the health of
both children and mothers is needed.

Components of this strategy to prevent FASD and improve the health of women
of childbearing years include: 1) efforts on the community level to address




multiple determinants of health; 2) system-wide, brief intervention with all
women of childbearing years to inform and assist them; and 3) coordinated net-
works of perinatal services to reach high-risk women and their families. All three
levels of prevention need to be grounded in health-enhancing and non-blaming
approaches that counter the stigma directed at substance-using women and
mothers.

The three levels of prevention activities are interconnected, mutually reinforcing
and based on improving women’s health. A key principle for policy makers is to
regard the mother and child as the unit of care, affecting a “Mother and Child
Reunion” in policy and prevention.
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