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Introduction
There is growing appreciation among health and social care
providers, especially those working in community-based
programs with women or young people with substance use
problems and/or who have experienced violence, maltreat-
ment, or trauma, that a high number of their program par-
ticipants may have been prenatally exposed to alcohol or have
fetal alcohol spectrum disorder (FASD).! Similarly, educators
and child welfare researchers and practitioners are increas-
ingly recognizing that a diagnosis of FASD in children or
youth represents both an opportunity to identify and imple-
ment FASD-informed adaptations and shifts in practices to
support the young person and as an opportunity to better
understand and address the complex needs of the mother and
family in recognition of the multiplicity of issues associated
with FASD.?3

Fetal alcohol spectrum disorder. FASD is an
umbrella term used to describe several diagnoses emerg-
ing from prenatal exposure to alcohol, including fetal alco-
hol syndrome (FAS), partial FAS, and alcohol-related

neurodevelopmental disorder.

The effects of FASD can include physical anomalies,
characteristic facial features, and central nervous system
damage. While physiological effects may be present, there is
growing consensus that FASD needs to be primarily under-
stood as a brain-based disability, giving rise to a range of
behavioral symptoms and cognitive and social difficulties.*
Moreover, because FASD is primarily about brain difference, it
is an invisible disability; the invisibility of FASD contributes to
the numerous social and systemic challenges that people living
with it face in daily life.’

The effects of FASD vary considerably, and there is tre-
mendous heterogeneity among people with FASD in terms of
their strengths and difficulties. Factors affecting the range and
severity of the effects include the amount, frequency, and tim-
ing of the alcohol consumed by the pregnant woman; her over-
all health, wellness, and nutritional status during and prior to
her pregnancy; her genetic make up; other possible teratogens
affecting the fetus; and a host of environmental factors.»* Nev-
ertheless, the majority of people who have FASD live with sig-
nificant cognitive, behavioral, health, and learning difficulties,
including problems with memory, attention, cause and effect
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reasoning, impulsivity, and receptive language and adaptive
functioning difficulties."**” And while there are strategies and
approaches that can be put into place to mitigate the effects
of FASD, as an irreversible neurodevelopmental disability, the
implications of FASD are lifelong.

Prevalence. FASD is the leading known cause of con-
genital brain damage and developmental disability in North
America.?’ Until several years ago, the estimated prevalence
in North America was one in 1000 live births for FAS and
one in 100 live births for FASD. More recently, however,
research indicates that the prevalence is markedly higher than
what had been thought, with the rate of FASD now being
reported as 2%—5% of the population in US and some Western
European countries. !

Why FASD-informed practice. The majority of those
living with FASD, particularly adults, will not have been
diagnosed; assessment of FASD is rare among the gen-
eral population, and adult assessment/diagnosis of FASD is
almost nonexistent.” Moreover, there are a number of reasons
why many adults with FASD will not disclose that they may
have FASD, including the stigmatizing nature of FASD, the
person’s memory difficulties, and/or lack of appreciation of the
relevance of FASD in relation to services.

Nevertheless, FASD researchers, program develop-
ers, and staff have noted that “whether they know it or not,
community service providers are often working with people
who have FASD.”!! This observation is grounded in a hall-
mark study that explored the life circumstances of 80 birth
mothers whose children had been assessed as having FASD.
The research found that 50% of the women had FASD them-
selves, moreover, 95% of the women had experienced physical,
emotional, or sexual abuse, 80% of the women had a major
unaddressed mental illness, over 75% of the women had post-
traumatic stress disorder, and the majority of the women lived
in deep poverty.!? Similarly, program managers in Canada
have observed parallels in the lived experiences of many par-
ticipants in their services for high-risk pregnant/parenting
women and the secondary effects of FASD (to use termi-
nology coined by Streissguth et al.}®) experienced by adults
with FASD. These experiences/effects include low education,
unemployment, housing instability and/or dependent living,
mental health problems, alcohol or drug issues, childhood or
current experience of abuse, maltreatment, violence or trauma,
and involvement with the criminal legal system.b*

Yet, despite the reality that some — if not many — program
participants may have FASD, nearly all health, social, justice-
related, employment, and education programs have been

‘Tt is beyond the scope of this article to describe the range of physiological, cogni-
tive, memory, language, attentional, sensory, behavioral, emotional, and social pri-
mary effects of FASD. For more in-depth information, refer the studies by Malbin,*
Dubovsky,® and Riley et al.”

“This is due to a variety of factors, including the lack of diagnostic clinics and trained
professionals able to make an adult diagnosis, the lack of reliable resources — beyond
self-reporting — to gather the adult’s personal and family history, and the lack of access
to financial resources to cover the significant costs of the assessment.’

designed in ways that present challenges for people with
FASD.*? Indeed, research and practice evidence demonstrates
that people with FASD do not generally experience success
in typical programs, given that most programs are based on
the behavioral learning models that assume that individuals
have the memory, cognitive, and receptive language skills to
understand, remember, and carry out what is being asked of
them.1*%16 Consequently, an individual’s failure in programs is
often attributed to the person herself rather than to the lack of
fit between the person and the program.* In this vein, adoles-
cents and adults with FASD are often erroneously perceived as
being unmotivated, uncooperative, noncompliant, stupid, lazy,
or bad.615-18

In addition, as has been noted by West and Antrobus,
Dubovsky, and others, of serious concern is that individuals’
experience of stress in attempting to meet program demands
and not succeeding can result in chronic distress, an internalized
sense of personal failure and loss of self-esteem. Compounding
this are the real and potentially dire risks to health and well-
being for adults with FASD due to the impacts of repeated
failure in programs or failure as a parent or caregiver (eg, home-
lessness, unemployment, poverty, incarceration, child removal,
substance-exposed pregnancies, lack of care due to being fired
by health or social service providers, and even death).>1

In view of these realities, it is imperative that programs
are designed and delivered in ways that are FASD-informed
that take into consideration the needs and challenges of those
living with FASD. FASD-informed services promote health
and wellness for individuals, families, and communities;
FASD-informed services also make economic sense in that
individuals participating in these programs will be more likely
to succeed in and not require care/involvement from more
expensive and intrusive systems (such as emergency services,
corrections, and child welfare).

To this end, this article offers a conceptualization of
the key components and underlying principles of an FASD-
informed approach. This discussion is grounded in the author’s
previous research identifying the support needs and promising
approaches in working with women, young adults, and adults
living with FASD,>1%2% and in the author’s involvement in the
evaluations of FASD prevention or FASD support programs
or initiatives aimed at training community-based service pro-
viders to improve knowledge and practice in FASD-informed
approaches. In view of the centrality of the one of these proj-
ects to operationally defining and developing markers of an
FASD-informed approach, a brief description of the latter
project and its methodology follows.

Toward an Evaluation Framework for Community-
based FASD Prevention Programs. The three-year Toward an
Evaluation Framework for Community-based FASD Prevention
Programs project aimed to bring program staff, evaluators, and
funders together to create common evaluation frameworks and
tools for FASD prevention programs serving pregnant women
and mothers and for FASD support programs serving youth
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and adults living with FASD. Development of a common
evaluation framework was seen as a way to promote ongoing
learning within community-based agencies and to recognize
the social, cultural, and geographic diversities that exist within
FASD programs. Additionally, the project aimed to enhance
community-based evaluation capacity by providing evaluation-
related mentoring to several community agencies in Canada.

This project’s methodology involved a number of inte-
grated and iterative data collection activities. The research
team began by contacting program providers, researchers,
and evaluators across Canada and internationally in order to
gather the evaluations of FASD prevention and FASD sup-
port programs, including programs focusing on addressing
social determinants of health for pregnant and parenting
women, and FASD-related programs within Aboriginal com-
munities. The team then undertook a comprehensive review
of these evaluations and related literature and teased out pro-
grams’ theoretical underpinnings, activities, and approaches
and participant/client and community outcomes. The team
also received input via phone and e-mail discussions from the
program providers and evaluators who had been contacted on
respectful, effective approaches for working with women who
may have FASD.

To visually display the information, the project team
created three maps that depict FASD prevention programs,

FASD support programs, and FASD programs in Aboriginal
communities. Six regional consultations were then convened
across Canada that enabled the researchers to receive feedback
on the evaluation maps. A total of approximately 250 people
from all regions in Canada and from a variety of profes-
sional disciplines and/or from different types of program-
ming participated in the consultations related to this project.
Table 1 provides additional description about the consulta-
tions and participants’ affiliations.

During the second half of this project, the team further
developed the maps. As a part of these activities, the team
developed the operational definitions for the philosophical/
theoretical approaches used in the FASD prevention and
support programs, including an FASD-informed lens and
approach, along with outcomes, indicators, and relevant, pub-
licly available measurement tools used in the evaluation of
FASD-related programs. As the culmination of this project,
the team launched a website (www.fasd-evaluation.ca) that
provides the information and tools developed and/or compiled
through the project.?b2

What is an FASD-informed approach?

An FASD-informed approach starts with the understand-
ing that FASD is a brain-based permanent disability that
has wide ranging effects.* An FASD-informed approach uses

Table 1. Description of consultation participants and their affiliations.

REGION OR CONFERENCE #

Atlantic Canada 31
(4 provinces: NB, NS, PEI, NL)

PARTICIPANTS’ AFFILIATION

Managers/staff of programs for pregnant or parenting women
Staff of mental health and addictions programs

Health care providers

Educators; Researchers; Program evaluators

Knowledge exchange specialists

Government policy makers/program planners

Ontario 25
(urban and rural communities across Ontario)

Most were members of FASD Ontario Network of Expertise (FASD ONE).
Managers/staff of programs for women or families who may have FASD
Managers/staff of family-serving agencies

Managers/staff of Community Living services

Health care providers

Researchers; Program evaluators

FASD advocates

Government policy makers/program planners

3 national/international FASD conferences
1 national conference on Program Evaluation
1 international conference on Circumpolar Health

Western Canada 19 Staff of programs for youth/adults with FASD

(2 provinces: AB, BC) Managers/staff of prevention programs
Health care providers
Researchers; Program evaluators
Managers/staff of Aboriginal organizations
Government policy makers/program planners

North (Northwest Territories) 12 Managers/staff working in public health, community based outreach ser-
vices, diagnostic services and government representatives

North (Yukon) 25 Managers/staff working in the territorial government, First Nations and
community based organizations

Northern British Columbia 26 Managers/staff working in Aboriginal organizations and First Nations
social programs

5 Conferences: 125+
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knowledge about how FASD may affect a person in various
and likely multiple facets of life, including physically, behav-
iourally, cognitively, socially, emotionally, and spiritually. As
importantly, an FASD-informed approach recognizes that for
people with FASD, past or current experiences of abuse, vio-
lence, victimization, or trauma may be present.!823

An FASD-informed approach recognizes that as a result
of the brain-based disability, children, youth, and adults may
have difficulty following certain program rules or behaving in
line with service/care providers’ (or teachers’, justice profes-
sionals’, etc.) expectations, unless environmental adaptations
or accommodations are made to fit with individuals’ particular
needs. An FASD-informed approach, thus, recognizes that to
achieve positive outcomes, it is the system, program, and/or
service providers who need to make modifications rather than
the person with FASD.1:#6:1523,24

In addition, an FASD-informed approach recognizes
that a person living with FASD also is likely to experience
many social determinants of health risks (eg, poverty, home-
lessness or housing instability, unemployment or difhiculties
maintaining employment, low education, lack of social sup-
ports or social exclusion, racism, poor access to health services,
early life adversity, vulnerability to violence, or victimization).
Thus, in working with adults living with FASD, attention to
the social determinants of health is essential.

Principles of an FASD-informed approach. As a start-
ing point to considering what comprises FASD-informed
practice and programming, it is important to identify the
key principles that underpin the approach. Drawing on the
emerging literature on FASD-informed practicel*®1%23 and
the more well-developed literature on trauma-informed prac-
tice, the author proposes that, as depicted in Figure 1, prin-
ciples of an FASD-informed approach include:

e Having awareness of FASD,
e Making person-centered accommodations, and
e  Being strengths-based.

Having awareness

Safety &

Relation
bas
Making person-

centred
accommodations

Strengths-based

Figure 1. Principles of an FASD-informed approach.

Moreover, at the center of these are the principles of
safety and being relationship based. Brief discussion of
these principles within the context of becoming FASD-
informed follows.

Having awareness of FASD. Central to the principle of
having awareness of FASD is recognizing that there is tremen-
dous variability in the capabilities and challenges of those with
FASD; equally importantly, due to the brain-based effects of
FASD, the concept of developmental age is more useful than
chronological age in providing a sense of a young person’s or
adult’s functioning.* Consequently, it is those around the per-
son with FASD — all of us, including policy makers, program
developers, service providers, and support people — who will
need to shift our expectations, rather than the person herself,
to align with the individual’s developmental level.

In addition, having awareness of FASD means taking
a wholistic approach to programming and appreciating the
multifaceted ways in which social determinants of health fac-
tors may affect the person’s well-being or needs for support.
'The principle of awareness also includes the idea that FASD-
related programs and services need not require service recipi-
ents to disclose having FASD or having had an assessment/
diagnosis of FASD. This is important given the reality that
many if not most women/adults living with FASD will not
have had access to a formal diagnosis, for reasons previously
identified in this article.

Making person-centered accommodations. 'The principle of
making person-centered accommodations combines the fol-
lowing two key concepts: (a) being person-centered (or client-
centered) and thus recognizing individuals’ uniqueness and
the heterogeneity that exists among people with FASD along
with the value of an individualized approach; and (b) the need
to make accommodations or modifications to programming in
order to respond to FASD as a brain-based disability.*

Being strengths-based. The third key principle underpin-
ning an FASD-informed approach is being strengths-based.
As discussed previously, young people and adults with FASD
very often encounter challenges in school, employment, and
daily living — to the extent that failure experiences and inter-
nalization of failure are common.*!® Highlighting individuals’
strengths and gifts is a pivotal means of countering service
systems’ predominant focus on problems and deficits and also
counteracts our systems standard approach of penalizing
individuals for their difficulties. Being strengths-based may
involve assisting young people and adults to identify their own
strengths and abilities, since doing so may be an unfamiliar
experience>’; it may also mean recognizing and reframing
problem behaviors as being understandable responses or cop-
ing mechanisms to stress, fatigue or trauma and then honor-
ing these behaviors as reflective of resiliency.

Lastly, the principles of safery and being relationship-
based are at the heart of this framework of FASD-informed
principles. Placing safety and being relationship based at the
center reflects appreciation that an FASD-informed approach
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begins by developing trusting, positive relationships, and
creating environments in which the person feels safe physi-
cally and emotionally to share what is going on in her world.?’
The importance of the creation of safety also reflects recogni-
tion that many people with FASD may have experienced past,
current, and/or intergenerational trauma, abuse, or violence,
and thus, integrating FASD-informed and trauma-informed
approaches is extremely important when working with women
who may have FASD.12°

FASD-informed accommodations in practice, pro-
gramming, and physical environment. Moving from prin-
ciples to practice, the following discussion is based on a
synthesis of the selected research and practice wisdom related
to FASD-informed approaches.!»2#14716.19,20,23,24.28 For the
purpose of this discussion, the FASD-informed accommo-
dations have been organized into broad categories (practice,
programming, and physical environment), although this cat-
egorization is not as important as appreciation that the areas
of accommodations are interconnected, and all areas need to
be put into place in order to provide effective and informed
approaches to service delivery. In addition, it is important to
note that the set of accommodations discussed in this article is
not intended to be exhaustive; for additional discussion about
these accommodations and others, perusal of the research and
practice literature cited earlier is recommended.

Practice-related FASD~informed accommodations.

e  Using a non-judgmental, non-stigmatizing approach:
This relates to the principle of creating safety and being
relationship based; for women with FASD, having a
safe, trustworthy relationship in which they do not feel
judged, misunderstood, or labeled is paramount. Being
non-judgmental is fundamental to trust and relationship
building, which in turn is fundamental to readiness or
motivation to set goals and make changes related to per-
sonal development and wellness.h*

o Using person-first language: As long noted by
Dubovsky®!® among others, person-first language is a
fundamental means of emphasizing that an individual is
valued and treated as a person first, and then as a person
living with FASD secondarily. In practice, this means
referring to a woman or her child as saving FASD and
not as being FASD; similarly, this means saying “Marie
is 2 woman with FASD and she lives...” rather than
“Marie is FASD and she lives....” For clinicians, this
would mean saying “my client/patient who has FASD”
and not “my FASD patient/client.” In this way, person-
first language is a powerful reminder and reflection that
the person is not synonymous with or defined by their
disability — it is not the totality of their identity; instead,
it is simply one aspect of their life circumstances. As
noted by Dubovsky!® (slide 9), “[Person-first language]
shifts our focus from the disability and what is wrong
with the person to the person himself or herself. It helps

us see the person as coping with a disability or an issue
rather than being thought of only in terms of the dis-
ability or the issue.”

Using clear, concrete, simple language, one instruc-
tion or step at a time: Because of cognitive, information
processing and receptive language difficulties that many
people with FASD experience, accommodations or modi-
fications to communication style are extremely important.
In particular, use of clear language and shorter sentences
is important, as well as building in time for the person
to process what is being said or asked.!*1>182324 Simj-
larly, because people with FASD can have difficulties with
abstract thinking/concepts or figurative language, it is
helpful to use concrete language and examples. Along these
lines, health care providers who often worked with women
with FASD (albeit typically undiagnosed) described using
physical objects, such as beach balls, in their discussions
with women about emotions such as guilt and the emo-
tional weight they might carry with them.?

Checking for true understanding and literacy level and
creating safety: to allow a woman to say when she does
not understand. Similarly, it is generally a good idea to
respectfully check the person’s understanding in a way
that prompts her to demonstrate her understanding in
a more active way, ie, not relying solely on the her ver-
bal acknowledgment of understanding. Understand-
ably, this will require having a trusting relationship
so that the person with FASD feels secure in disclos-
ing that she does not understand what is being said or
written information. Even so, it is important to check for
understanding on an ongoing basis and avoid assump-
tions regarding comprehension.
Providingreminders,andparticularlyvisualreminders:
regarding activities, appointments and meetings: Given
challenges related to memory and abstract concepts (eg,
time) that people with FASD often have, an important
FASD-informed practice accommodation is to provide
reminders of appointments and program activities. Visual
reminders, such as calendars and photo/picture cues, are
especially useful, as are phone or text reminders, as is fre-
quent repetition. Reminders can make all the difference
between successful program participation or attendance
at key meetings with health care professionals or child
welfare workers; similarly, appreciating that difficulties
with punctuality or attendance (without reminders) are
not due to the lack of interest or cooperation but rather
are due to brain-based challenges, and that reminders are
required on an ongoing basis is a fundamental aspect of
becoming FASD-informed.

Using modeling, coaching, and hands-on learning
techniques: Another practice accommodation is to
use hands-on approaches when working with women
with FASD, including showing women how to do the
desired activity or behavior(s), modeling, role playing,
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and coaching.’? As with the other FASD-informed
accommodations, it is helpful to practice or engage in
experiential learning on an ongoing basis, with lots of
opportunities for practicing, and not assume that the per-
son will remember or generalize from one situation to
the next.

Setting goals/objectives and/or tasks into achievable
steps: 'This important practice accommodation links to
the idea of breaking goals or tasks into smaller, concrete
parts, and aligning expectations with what is reasonable
and achievable for the individual woman.»?* Implicit in
this practice also is the idea of providing ongoing support
and checking in with the woman regarding her prog-
ress and/or any challenges encountered. The importance
of maintaining a safe, trustworthy relationship wherein
the person feels comfortable reporting setbacks or lack
of clarity about how to move forward also is embedded
within this practice.

Strong understanding and ongoing training for service
providers about FASD: Lastly but of critical importance
is ensuring that health and social service providers and all
professionals working in the education, justice and child
welfare systems have strong understanding and ongoing
training in relation to FASD and the strengths and needs
of young people and adults living with FASD.!1519:20
Furthermore, it is important that service providers have
regular opportunities to deepen their understanding of
FASD and FASD-informed practice through participa-
tion through face-to-face and/or web-based professional
development opportunities, including webinars, commu-
nities of practice, and reflective practice discussions (ie, to
debrief, problem solve, and/or access support and super-
vision) with agency colleagues, supervisors, and manag-

ers as well as community partners.??

Programming-related FASD-informed accommodations.
Flexibility and an individualized approach: Flexibility
in programming and use of an individualized approach
reflects recognition of the degree of individual differences
among people with FASD and an appreciation of the
importance of adapting the program to meet the needs of
women with FASD and their families.!»?3 Being flex-
ible in terms of, for example, missed appointments and
lateness, reflects understanding of the brain-based nature
of FASD and does not penalize women or falsely assume
their lack of motivation to participate in programming.
Being flexible in terms of the duration of programs, for
example, extending a six-month program by several addi-
tional months, reflects appreciation that for some people
with FASD, additional or ongoing support is critical to
program success."

One-to-one and outreach focused: Programming that
offers one-to-one and outreach-based supports is central
to an FASD-informed approach and goes hand in hand

with being relationship based, flexible, and individualized.
Outreach literally and figuratively provides women with
support where they are at, signaling that service is geared
to helping them and their families with the issues or areas
of life that they themselves identify as being most press-
ing.»? An important facet of outreach-based program-
ming is providing transportation and accompaniment
to meetings or appointments; lack of transportation can
be a huge impediment to women with FASD (and/or,
more generally, women living in poverty, especially with
young children), and accompanying women to meetings
signifies important support and the presence of someone
who can help establish positive relationships, respectfully
check for women’s understanding of the discussions, and
provide advocacy if necessary. One-to-one and outreach-
focused programming embody all the principles of an
FASD-informed approach and also are congruent with
trauma-informed practice.?

Wholistic: Offering programming that recognizes the
whole person needs of women with FASD and their fami-
lies is another important programming accommodation.
A wholistic approach to programming reflects apprecia-
tion that women who may have FASD likely have needs
for support or service in multiple areas of their life, and
the more coordinated or integrated these services can
be (for example, through co-location and a one-stop-
shop approach), the more likely women will experience
success with programming, as well as positive wellness,
perinatal, and child welfare-related outcomes.!?2%30
Where lack of resources may prevent a full one-stop-
shop approach, developing collaborative relationships
with community partners, using an outreach approach,
accompanying women to service partners’ programs, and
facilitating women’s relationship building with allied ser-
vice providers are additional means of taking a wholistic
perspective.

Consistency in scheduling: For women with FASD,
having activities, groups, and appointments be scheduled
on a consistent day and time is an important strategy to
offset brain-based memory difficulties. Consistency is
also a valued means of providing structure, routines, and
predictability, which are recognized as effective practice
in working with people with FASD.146

Involving of family and support people: Lastly,
FASD-informed programming recognizes the critical
role that healthy family and support people play in the
lives of adults with FASD and, more fundamentally,
recognizes that interdependent living is both more
accurate and a positive reality for all of us in soci-
ety, and in particular, for adults living with FASD.¢
In terms of service delivery, this potentially means
including the woman’s support people in some aspects
of programming and/or considering intergenerational

or family-based approaches.23
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Becoming FASD informed

Physical environment-related FASD-informed accommoda-
tions. In addition to practice and programming accommoda-
tions, research drawing on the wisdom of adults with FASD
and service providers who regularly work with women with
FASD has identified a number of accommodations or modifi-
cations to the physical environment that work well for adults

with FASD.20:23:31 These include:

e  Paying attention to lighting and avoiding fluorescent
lights or bright colors;

e De-cluttering of noise/auditory stimuli (such as that
related to electronics or the humming of lights and fans);

e De-cluttering visual distractions;

e  Using visual aids, such as photographs of program staftf
on the office door;

e Having calm, quiet space for interviews or meetings; and

e  Ensuring that the physical space is non-confining (for
example, keeping the door slightly open) and that the

person sees a clear way 0ut.31

Promising programs for women who may have FASD.
While including a description of program(s) using an FASD-
informed approach maybe helpful toillustrate FASD-informed
principles and practices ‘in action’, the author is aware that
doing so may be problematic because of the frequently time-
limited and/or fluid nature of social- or health-related pro-
grams (typically due to shifts or declines in program funding).
Nevertheless, drawing from the literature on good practice in
working with women with FASD,? two promising FASD-
informed programs are summarized. These programs were
identified through an environmental scan involving service
providers in Western Canada who worked with women who
had (behaviors and characteristics of) FASD.2? The programs
illustrate the FASD-informed principles and approaches
described in this article.

e Supportive Optimistic Advocacy Restorative (SOAR)
mentor program: The SOAR mentor program provides
mentoring, support, and assistance to women and their
families with an aim of maintaining women’s health and
preventing alcohol-exploded pregnancies/births. The
program is modeled after the Parent-Child Assistance
Program developed in Seattle and was adapted for
Indigenous women either who have used alcohol during
pregnancy, who have given birth to a child who may
have FASD, or who may have FASD themselves. The
program was developed using an FASD lens and also
emphasizes traditional cultural practices. SOAR uses a
relational approach wherein the development of a trust-
ing relationship between staff/mentors and women parti-
cipants is central to the success of mentoring activities,
advocacy, and personal growth and change. The program
provides women with practical support (eg, transporta-
tion), case coordination, and access/advocacy relating to

other services. An additional primary program activity
is to help educate community and other service provid-
ers about FASD. Cultural involvement is a key: mentors
connect women to their cultural identity using exist-
ing supports, elders and family. Caseloads for staff are
reduced relative to other home visiting or mentoring pro-
grams (eg, caseload = 10-12 women).

e Crabtree Corner FASD Peer Support program (offered
through the YWCA, Vancouver): Crabtree Corner’s
FASD prevention program provides multifaceted support
to pregnant and/or parenting women who are at high risk
of having a child with prenatal alcohol exposure. Key fea-
tures of this program include an emphasis on ensuring
that staff have strong understanding of FASD, use of a
relational approach, use of a strengths-based, wholistic
and collaborative team approach in order to create a com-
munity of support in all aspects of the woman’s life, and
use of a trauma-informed approach.

Discussion

This article has emphasized that becoming FASD-informed
is of critical importance to service providers, educators, pro-
gram planners, policy makers, and researchers and of course to
families living with FASD themselves. In considering what is
involved becoming FASD-informed, the article has identified
key principles underpinning an FASD-informed approach
and discussed key elements of FASD-informed service deliv-
ery, including FASD-informed practice, programming, and
adaptations to the physical environment.

As discussed in the emerging literature on FASD-
informed practice, benefits of using an FASD-informed
approach for service providers include better understanding
of the challenges experienced by adults with FASD, stronger
relationships with program participants and their families,
avoidance of judgment and ascription of negative intent to
behavioral issues that are actually brain-based (eg, lateness),
reduced frustration, more constructive and effective prob-
lem solving, and higher job satisfaction.! For women living
with FASD and their families, benefits are multifold, includ-
ing trusting relationships with providers and support people,
reduced stigmatization, a sense of being understood and
accepted, trust that there is someone in their corner, improved
self-esteem, self-confidence and hope, and better program
success and retention.’6:18-20

Taking the principles and elements of an FASD-informed
approach beyond the level of individual service providers
and programs, it is important to reflect on what an FASD-
informed approach would look like at the community, policy,
and/or systems levels. Clearly, knowledge on FASD and its
ramifications, including its relationship to social determinants
of health factors, is critical at a community level; similarly,
community-wide professional development opportunities to
deepen understanding about FASD-informed practice and
trauma-informed practice and their interconnections would

SUBSTANCE ABUSE: RESEARCH AND TREATMENT 2016:10(S1) l 19


http://www.la-press.com
http://www.la-press.com/substance-abuse-research-and-treatment-journal-j80

Rutman

L\

be important. At a policy and systems’ levels, a true FASD-
informed approach would reflect understanding of FASD as
a lifelong issue; program funding, thus, would be in keep-
ing with individuals’ ongoing needs for support, and access
to supportive interventions would be geared to developmen-
tal age and adaptive level rather than psychometric measures
(such as IQ) that are not useful indicators of functioning for
people with FASD. Furthermore, program funding would
need to adequately provide for individuals’ needs for outreach
and one-to-one support, as well as group-based programming.
Lastly, FASD-informed policies and systems would prioritize
and strengthen the development, implementation, and evalua-
tion of wholistic and integrated programs, including support-
ive housing and family foster care for women with FASD and
their families. These elements of an FASD-informed approach
would not only improve programs’ efficacy and outcomes for
women, families, and providers but also be pivotal to our
endeavors in the prevention of FASD in future generations.
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