BEST PRACTICES FOR FASD
SERVICE DELIVERY

GUIDE AND EVALUATION TOOLKIT

Prepared by Jacqueline Pei, Melissa Tremblay, Alicia Pawlowski, and Cheryl Poth
Alberta Clinical and Community-Based Evaluation and Research Team




Best Practices for FASD Service Delivery

Foreword

This document is intended to provide
guidance for individuals and agencies
working with clients with a Fetal Alcohol
Spectrum Disorder (FASD) and their
families. Together as a single source, a best
practice guide and evaluation tool kit are
provided for use by agencies and their
staff. There are two anticipated uses for
this resource: 1) to assess current service
delivery by providing indicators and
outcomes that can be measured to inform
practice improvements; and 2) to inform
future service offerings by supplying a
framework on which to develop policy and
practices.

Recognizing the evolving nature of
evidence-based best practices and the
need to respond to emerging
understandings of FASD, this document
provides the opportunity to monitor,
evaluate and refine best practice service
delivery over time. We anticipate that
agencies will be able to use findings from
the suggested evaluation process to
improve their services and programs.
Ultimately, agencies and programs that
demonstrate alignment with identified
best practices will be well positioned to
provide optimal services to clients with an
FASD as well as their families, and to
advocate for continued support of their
programs and services.
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Best Practices for FASD Service Delivery

e
Introduction

The purpose of this guide is to identify, describe, and synthesize current evidence-based
promising practices for working with individuals with a Fetal Alcohol Spectrum Disorder (FASD)
and their families. Until recently, services and interventions for individuals with an FASD were
delivered based on practical wisdom and research from the general disability literature. With
few exceptions, these interventions lacked empirical investigation and for this reason, there is a
pressing need to understand evidence-based best practices for individuals with an FASD.

The impetus for creating this document came from agencies and individuals working with
individuals affected by an FASD. Stakeholders (i.e., service providers, administrators, and
policymakers) identified that a common understanding of best practices for working in the area
of FASD was lacking. Stakeholders also communicated that developing a common understanding
of best practices based on quality evidence was critical for optimizing services.

A review of the literature was conducted with an initial focus on identifying and describing peer
reviewed studies in an effort to enhance understanding of the existing research for evidence-
based practice with this population. However, as there is, at best, a moderate amount of
scientific literature in this area, reviews, program evaluations, conference presentations and
government documents were also included.

As depicted in Figure 1 below, the current document begins with a description of aspirational
practice principles that serve as a foundation for each of the identified best practices. Next, the
ranking methodology used in this document to categorize each of the best practice statements is
presented. Following the ranking methodology are the best practice statements; specifically,
statements for organizational best practices and best practices within domains of service
delivery are described.

Ranking Best Practice
Aspirational Methodology Statements

Practice for Best
PrlnC|pIes Practice - Best Practices within Domains of
Statements Service Delivery

- Organizational Best Practices

Figure 1. Elements of the Best Practices Guide.

This information has been synthesized within this document to provide a source of guidance
regarding evidence-based practice in working with individuals with an FASD. The intention of
this document is to build a shared understanding of how to provide consistent and evidence-
based practice throughout the province of Alberta. It also serves as a framework to identify
indicators and outcomes of evidence-based best practices, and to inform future practice and
policy development.



Aspirational Practice Principles

In compiling this guide, four overarching principles of practice were identified. These broad themes
permeate many of the specific best practices, and represent a philosophy of practice that rises above
any specific action alone. As such these principles can be considered aspirational practices:

1)

2)

3)

4)

Consistency — in placement, relationship and approach. This includes stable living conditions,
long term relationships, and support structures that are the same between settings. Consistency
in all of these aspects promotes a system in which responses are structured and dependable.

Collaboration — truly integrated systems of responding are needed from the grass roots to the
policy development level. This requires organizational support, including time allotments for
meetings and intentional strategy planning between types of services and levels of service
delivery. All points of care should be educated on FASD in order to promote common goals, and
a consistent message and approach.

Interdependence — the delicate dance between dependency and complete independence, in
which expectations are managed based on each client’s individual situation. This includes
anticipation of transition periods and clear planning to navigate change in proactive ways.
Programs should harness the development of individuals’ competencies in a supportive
environment that recognizes the need for a lifelong supportive role.

Proactivity — learning to anticipate rather than respond. This approach fosters control and
promotes a success focused trajectory rather than the use of problem avoidance strategies. Early
interventions are key to developing change oriented behaviours and preventing secondary
disabilities.



Best Practices: Ranking Methodology

Through this review, best practices were identified, described, and ranked utilizing the same ranking
system as Health Canada’s 2000 report “Best Practices: Fetal Alcohol Syndrome/Fetal Alcohol Effects
and the Effects of Other Substance Use During Pregnancy.” This ranking system uses the following
criteria:

Good evidence:

- 2 or more controlled studies.

Moderate evidence:

- 2 or more quasi-experimental studies, or 1 controlled study (i.e., random control group).
Some evidence:

- 2 or more case studies or evaluations without control or comparison groups, or 1 quasi-
experimental study (i.e., non-random comparison group).

Expert consensus:

- Includes the perspectives of consumers, expert practitioners, educators, government documents
and other stakeholders. Best practices with the expert consensus level of evidence have not been
formally researched or evaluated.

Throughout this guide, best practice statements will be identified along with the level of evidence to
support each best practice statement. Subsequently, descriptions of the research evidence to support
each best practice statement are provided.

ASAiAnnAinaia



Organizational Best Practices

Delivery of Supports:

Support services should be collaborative: Some evidence

Parents believe centralized services will help them conserve time and energy and make the caregiver
role less overwhelming (1). However, central intake is not always feasible because of funding issues and
geographical distance. Collaborative supports can coordinate across multiple services, so that parents
are able to navigate available services more easily and a synchronized support system is developed for
the child. Indeed, it has been shown that the greater the number of agencies and organizations which
actively work together, the more in-depth clients’ understanding of available supports and services
becomes.

Collaborative service delivery is generally considered best practice but it can be defined in many ways.
Common activities and mechanisms which include similar functions and orientations are criteria by
which collaboration can be evaluated (2). Collaborative support systems will promote communication
and intentional planning to meet the unique needs and challenges of every child. Support services
should work with community partners and have common goals, interventions and a consistent message
and approach (3;4).

Support services should focus on transitions: Expert consensus

Traditionally, transitions represent a point in time where services reduce or terminate their support.
However, as young persons with an FASD reach legal age, they are likely to experience one of the most
challenging periods of their lives as their vulnerabilities clash with a new set of social expectations and
responsibilities.

Arguably, this represents a compelling case to offer more intensive support in daily living activities
instead of the conventional drop-off (for an example see (5)). Whenever possible, an extension of care
beyond age 18, or alternatively, the development of daily living supports should be considered for
clients who are transitioning (6). Supporting transitions means also recognizing the need for
interdependence and age appropriate supports, topics which are discussed further in this document.



Organizational Best Practices

Support Worker Education:

FASD competent workforce in all systems of care: Expert consensus

Services that are involved with children with FASDs and their families should have staff members who
are specifically trained in FASD, in order to improve understanding by different systems of care.

Training should be framed from a disability context and develop core competencies: Expert consensus

An FASD informed practice will be strongest if training is framed from a disability lens. Understanding
of FASD as a brain-based disability shifts expectations and helps workers appreciate the needs of this
population (4). The development of core competencies is key to effective training (7). In the case of
FASD, support workers should be given more than just information, but a chance to practice these
skills in real life. This means direct engagement in consultations and the active development of case
planning strategies (4).

Support workers should remain current on FASD related information: Expert consensus

Employees need the support of their organization in keeping current on resources, through the
attendance of events like conferences, as well through organizational information, like referral
processes and the availability of services (4).

Support and education for vicarious trauma: Expert consensus

A key component of service provider safety is training and support for vicarious trauma (8). Support
workers should have ample opportunity for supportive debriefing and supervision, as well as access
to counselling services to deal with burnout and stress (9).



Organizational Best Practices

Hiring practices:

Interpersonal and work skills: Expert consensus

Along with strong communication skills, the personal qualities of people working with individuals
with cognitive disabilities and their families are key in avoiding client drop-out (10;11). An attitude of
possibility is complimented by a non-judgmental, non-condescending attitude (11;12). Trustworthy,
empathetic, available and mature are other qualities noted by experts as important to successful
service delivery.

Familiarity with complex case management, developmental awareness: Expert consensus

Traumatic histories are often a factor in the lives of families dealing with FASD. For this reason,
workers who deal with the needs of families affected by FASD should be familiar with complex case
management (4). This includes the ability to accommodate the communication, learning styles, and
cultural and socio-economic circumstances of all families (7). Developmental awareness is also an
important knowledge base for front line workers. This means being able to recognize which
approaches and interventions are developmentally appropriate for each individual.
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Best Practices within Domains of Service Delivery

Diagnosis:
Early Diagnosis: Good evidence

Betrand et al. report that among some professionals there has been a reluctance to diagnose children
with an FASD because of a concern that there are no known effective treatments (13). However, it is
well established that early diagnosis is associated with better outcomes for individuals with an FASD
and their families (14;15). Timely diagnosis is key to accessing appropriate services and funding,
which can help prevent secondary disabilities such as mental health problems, homelessness,
inappropriate sexual behaviours, alcohol and drug addictions, and incarceration (16).

Streissguth et al. defined ‘early’ as a diagnosis before age 6 (17). However, it is never too late for a
diagnosis to be beneficial, as it improves options for interventions and helps reframe problematic
behaviours (18).

Individual Support:

Early interventions: Some evidence

Early interventions are frequently recommended for children with an FASD and their families. Long
recognized as a boon for other disabilities, in the case of FASD, early interventions also appear to
improve the developmental outlook for children (13;19). Early intervention has been called especially
important for children with an FASD because central nervous system (CNS) function seems to have
the potential to improve in early childhood (20).

The United States government’s Center for Disease Control and Prevention (CDC) defines early
intervention as those services aimed at the period from birth to age 3; however many others use
young or preschool school age to qualify early, while some consider early to include the period up
until puberty. As is the situation with early diagnosis, early appears to mean as soon as possible in the
case of interventions too.

11



Best Practices within Domains of Service Delivery

Positive strength based approach: Some evidence

Clinical expertise and a wealth of evidence show that positive perceptions and strengths based
activities are associated with improvements in the personal development and satisfaction of
individuals, as well as family flexibility and resilience (21;22).

A positive, strengths based approach is a client-centered model of support from the general disability
literature which promotes the natural strengths and resources of individuals and their families in
order to improve functioning and overall well-being, while minimizing secondary risks associated with
FASD (7). It does this by emphasizing that dysfunctional behaviours are the result of brain damage
and not willful noncompliance. It then builds on this understanding to promote adaptation by
supports, rather than punishment (22). It emphasizes activities and employment that play to the
unique personal characteristics and skills of each individual with an FASD (22).

Age appropriate services: Expert consensus

The effects of FASD are manifested throughout the individual’s lifespan (23). While it is well known
that the developmental age of a person with an FASD often differs from their chronological one,
there are, nonetheless, major changes in needs and expectations which occur as an individual ages
(14;18).

These needs evolve not only from changes in cognitive and behavioural functioning, but from other
life changes as well. For instance, when individuals with an FASD become parents themselves,
supports must adapt to meet the new needs of these families (24). Similarly, housing and
employment are concerns for many adults with an FASD as they age beyond 18 years, which is also a
typical service endpoint for many youth programs.

Experts believe that age appropriate supports reflect both the social role of the individual, as well as
their cognitive capacities.

12



Best Practices within Domains of Service Delivery

Focus on interdependence not independence: Expert consensus

As they transition out of adolescence, the majority of people with an FASD should not hope to have
the same degree of independence as their non-affected peers (22). Indeed, developing the
independence of clients appears to be an unrealistic goal, as most persons with an FASD will need
lifelong support, with a full continuum of services in order to succeed (21;22). Thus interdependence
appears to be a more reasonable aim and has seen great success in increasing access to enhanced
supports (25).

Interdependence has been defined as “a relationship in which both persons are valued, respected
and each one contributes equally; and where no one person is required or expected to have all the
answers. It is a relationship in which a belief in the validity of each person’s perspective, skills and
insights allows us to collectively make good decisions” (Whitecrow Village, Nanaimo, British
Columbia, FASD Interdependent Living programs for Adults).

Consistency and structure from support: Expert consensus

People with an FASD need consistency and structure, not only in their home environment but also in
the services and supports they receive (22;26). This basic principle is recognized as essential by
clients, caregivers and service workers alike and is highlighted in the FASD framework for action
published by the Public Health Agency of Canada (1;27).

Staff turnover can be detrimental to client access; for this reason, consistency in supports should
create the security and stability necessary for a successful client-mentor relationship (1;24;28).
Likewise, in addition to having FASD specific training, professionals from different systems of care
should use a similar approach, including common goals and interventions, which creates consistency
across environments (4).

13



Best Practices within Domains of Service Delivery

Awareness and support for sensory processing disorders: Moderate Evidence

Individuals with sensory processing disorders have difficulty interpreting and organizing sensory
information from their body or environment (29). These same issues have been consistently reported
in persons with an FASD (30;31).

Awareness of sensory processing disorders in the FASD population and their impact on behaviour and
performance can help reframe challenging behaviours and poor functional skills, providing a new
background from which to deliver supports (32). Thus, in order to provide effective services for
individuals with an FASD, caregivers and service providers have to assess, understand and address
sensory processing disorders. Addressing sensory processing disorders often means taking
environmental and visual structure into account within school and home environments; that is,
taking care to create structured routines in visually uncluttered settings.

Education:
Functional assessment: Expert consensus

Once a diagnosis of FASD has been made, experts believe that it is important not to jump directly into
an individualized education plan without first conducting a functional assessment (33;34). The aim is
to understand the individual strengths and challenges of each student, in order to supplement other
diagnostic testing information like 1Q scores (24; 28). This information can be used to produce
individualized learning plans and to identify environmental conditions and supports which will
enhance a child’s performance and can serve as a checklist to monitor progress (26).

Comprehensive assessments capture the performance and behaviours of individuals with an FASD in
a variety of natural settings, in order to shed light on problems which may be occurring in a specific
environment (34). Functional assessment will normally include identifying if a skill is present; the
student’s potential for developing the skill; and what is needed for the student to independently
display the skill (35;36). It should also include functional behavioural assessment to target both the
behaviours that are interfering with learning, as well as the conditions which promote the behaviours
(36;37).

14



Best Practices within Domains of Service Delivery

Use of a unique learning profile: Moderate evidence

The intelligence scores of individuals with prenatal alcohol exposure vary greatly, with those with
normal 1Qs exhibiting difficulties not necessarily captured by basic diagnostic tests (28). Because of
this variability, individualized programming is necessary to meet the different needs of students in
this population. Customized education plans have been shown to enhance the learning and
development of individuals with an FASD within a number of larger interventions (1;29). Indeed, a
clear, tailored learning profile is a productive step toward the goal of inclusion for each child (24).

An individualized program or education plan (IPP or IEP) has been defined as both a process and a
product. The process provides an opportunity for support staff, teachers and family to communicate
and plan together. The product should include operationally defined goals and objectives which are
functional and meaningful as these are the basis of a high quality, effective individualized education
plan (34;38). Training on writing quality goals and objectives has been highlighted in the literature as
important to the success of customized plans (38).

Parent-assisted adaptive functioning training: Moderate evidence

Regardless of 1Q, individuals with an FASD often struggle with many aspects of day to day functioning
(22). These deficits are lifelong and often limit children’s opportunities to participate in typical rites of
passage as they age (30). Adaptive skills interventions, particularly trainings aimed at social
interaction and communication, have shown lasting results in children which experts suggest may
also reduce the development of secondary disabilities (1;31-33).

Adaptive functioning training should cover the three domains of conceptual, practical and social
skills. For example, these domains include, but are not limited to, personal care, safety, food
preparation, the ability to work, money management, home care, making friends, etc. While their
peers acquire these skills from observing others, children with an FASD learn these skills through
concrete, explicit instruction and guided practice; manualized skills training reflects this. There are
also multiple evidence-based interventions which demonstrate that caregivers should be included as
facilitators in adaptive skills training, as parent-assisted activities are key to the maintenance and
generalization of the newly learned skills (13;39;40).

15



Best Practices within Domains of Service Delivery

Health:
Preventative mental health services: Expert consensus

Individuals with an FASD experience high rates of mental health problems, including suicidal
behaviour and mood and substance abuse disorders (41-44). Appropriate preventative services and
early treatment of these psychiatric conditions can help these individuals live rewarding lives (42).

Within the last decade, many interventions aimed at the prevention of mental iliness have targeted
children (45). Several interventions focussing on children’s mental health disorders in the general
population have proven successful in children and adolescents with an FASD as well (46). This
suggests that the involvement of mental health providers in childhood may ameliorate mental health
outcomes for individuals with an FASD. Along with supported, regular access to mental health and
substance abuse programming, mentorship programs for adults have also been recommended by
experts as helpful for sustaining mental health. The inclusion of a supportive third party in therapy,
as well as the use of hands on tools and techniques that engage more than one of the senses have
shown particular success with clients affected by an FASD (47).

Support for accessing medical care: Expert consensus

Like everyone else, regular check-ups are essential to the good physical health of those with an FASD.
For persons with an FASD, health concerns specific to their disorder must also be monitored and
addressed by medical professionals and specialists. However, many individuals with an FASD require
help accessing medical services and benefit from the aid of support services in following up with
health professionals.

16



Best Practices within Domains of Service Delivery

Supported recreation activity: Expert consensus

Regular physical activity is vital for individuals with intellectual disabilities because of the physical,
psychological, and emotional benefits it provides (48).

Experts believe participation in healthy recreational activities is important not only because of the
physical activity it provides, but also for the opportunities it creates for “teachable moments” and
experiencing success (5;49). Experts recommend programs which are pro-social, recreational, and
extracurricular in nature and which include appropriate developmental and social supports (50).

Managing sexually exploitative situations and risky behaviours: Expert consensus

Due to increased impulsivity and lack of inhibition, along with lowered abstracting abilities and poor
social skills, some individuals with an FASD are at a high risk for sexual exploitation (75). Relationship
safety and peer pressure are thus areas of concern for clients affected by an FASD.

Managing risky behaviours should include teaching and planning by a trusted individual, promoting a
“planned versus crisis approach to sexual activity” (6). Support workers should help clients to better
understand their particular vulnerabilities, as well as help them identify supports to address these
issues and develop safety plans. This should include a discussion of reproductive health, including
birth control and sexually transmitted infections (5;76). Women should be encouraged to consider
Depo-Provera as a method of birth control, as clients may have difficulty remembering to take birth
control pills (5).

Employment:
Client centered employment services: Expert consensus

Employment takes a central role in most people's lives, providing social inclusion and identity (51).
Indeed, positive, stable work and volunteer experiences can be very fulfilling for adolescents and
adults with an FASD.

Experts believe that job preparation programs which include individually tailored vocational
counselling, along with employment supervision and training for adolescents and adults produces the
most sustainable, successful placements (5;52). A balance of structure and flexibility in the work
environment, along with having an informed and understanding supervisor are also important factors
to sustainable employment (53).

17



Best Practices within Domains of Service Delivery

Housing:

Importance of housing support: Some evidence

Streissguth and colleagues report that nearly 80% of adults who have been diagnosed with FASD,
regardless of IQ, were unable to live independently (19). As a result, many of these adults end up
homeless (54;55). Stable housing facilitates the delivery of other support services (56). For this
reason, providing housing support to adults with an FASD is of critical importance for success in the
other areas of life where they may encounter difficulties (e.g., health, education, employment, and
secondary disabilities such as criminality).

Housing support schemes can take many forms, ranging from 24-hour residency to regular visitation
support. Services should be actively involved in securing housing at either end of such a needs
spectrum (5).

Importance of safety and security in housing: Expert consensus

A place to live that is safe and secure is essential to stability. Individuals might feel threatened by the
behaviour of other residents in recovery housing, experience threats from strangers, and/or
encounter threats related to loss of self-control (57). These physical and mental threats might
decrease residents’ feelings of safety. When residents feel threatened, they may shy away from social
interactions with others and isolate themselves as a means of self-protection. Such behaviours are
not conducive to success. Thus, researchers suggest that service providers continuously monitor and
address safety and security issues in order to better serve their clients (57).

18



Best Practices within Domains of Service Delivery

Family Support:

Stability of the home environment: Good evidence

Stability in the home life of individuals with an FASD is associated with a number of positive
outcomes, including a reduction in the severity of behavioural and social problems and the frequency
of secondary disabilities (17;19).

For children in care, this means reducing the number of placements through training, support
services and funding for biological, foster and adoptive parents (58). In particular, a dedicated team
that maintains regular contact with the family promotes placement stability (59).

Emphasis on caregiver well-being: Good evidence

Many caregivers struggle to cope with the economic impact, emotional stress and fatigue that comes
with raising a child with complex mental and physical health needs (60). Self-care is vital in meeting
these challenges head on (21).

Along with a positive outlook, in which parents do not take their children’s behaviour personally, best
practices for stress management identified so far include the use of respite care and counselling
services, especially peer parent support networks (21;58;61-69). Support workers should help
caregivers access these services and funding (70).

Support workers should provide educational resources: Moderate evidence

Educational resources are critical to parents’ understanding of the neurodevelopmental nature of
FASD and overall confidence in their parenting. When caregivers understand their child’s
impairments, they recognize that behaviours are not the result of wilful disobedience and are able to
focus on the positives of raising a child with disabilities (13;21). This leads to less frustration and
more successes overall (7).

Many parents report feeling that they do not have complete information on their child’s disorder
(21). Support workers can spare parents a great deal of time and energy by providing FASD material
directly, rather than having parents search it out on their own (71). Providing these resources can
take many forms, such as reading material, information sessions and parent mentoring (7).

19



Best Practices within Domains of Service Delivery

Training in parenting strategies which focuses on caregiver attitudes: Moderate evidence

Clinicians find that many parents with children with an FASD struggle to develop effective parenting
skills and attitudes (13). Effective behavioural parenting strategies, along with positive caregiver
cognitions are associated with lower parenting stress levels and better outcomes for children (21;72).

Trainings which address parent attitudes alongside parenting responses to problem behaviours are
more effective than a one prong approach (21). Problem-focused management exercises which also
target cognitive appraisals have been shown to improve parental efficacy in the general disability
literature and in a small number of FASD interventions (13;21;73). This instruction might take the
form of coaching or mentoring, or cognitive behavioural therapy, and skills should be practiced in
person with instructors (13;69). Parenting intervention methods must also be tailored to some
extent to meet the very diverse group of families who raise children with FASDs, who may have
different baseline skills (13). Indeed, while some parents may need comprehensive behavioural
training, others may need to focus only on supervision and monitoring (21).

Planning for the future: Expert consensus

The future is a major concern for many parents of children with an FASD, as they worry that when
they are no longer able to look after their children, their children will be unable to live safely and
independently.

Support workers and communities can provide peace of mind by helping parents plan for the future
and develop an interdependent support network for adolescents and adults with FASDs (22).

20



Best Practices within Domains of Service Delivery

Financials:
Aid accessing funding: Expert consensus

Like many other disabilities, FASD takes a financial toll on the families of children with the condition.
As these children transition into adulthood, they continue to require additional financial resources, as
they have great difficulty finding and maintaining employment that covers the costs of their basic
needs. Persons with an FASD often lack the ability to independently apply for financial support, while
parents of children with an FASD are often unaware of the sources of funding for which they may be
eligible. Support services are thus key in helping clients and their families access income support.
This can include help with filling out applications and compiling documentation, as well as more
practical support, such as helping clients attend their appointments. For adults with an FASD,
assistance with money management should be provided in tandem with securing financial aid.

Legal System:

Supported dealings with the justice system: Expert consensus

Delinquency and criminality are common secondary characteristics of FASD; indeed, a
disproportionate number of people in conflict with the law have FASDs. This has been well
recognized by the criminal system and specific best practices for this field can be found elsewhere.
However, because clients affected by an FASD are at high risk for legal issues, service providers
should be knowledgeable about this subject and take an active role in supporting clients with legal
problems.

Part of this is recognizing that many adults with an FASD may have diminished capacity and require
assistance to navigate the complexities of the legal system, which may require the use of
guardianship and trusteeship programs (74). This may include providing the court with information
about the client’s disability (5) and helping clients to attend court appointments and follow up with
legal requirements, such as probation orders and community service (5).
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Conclusions and Moving Forward

Four broad themes of consistency, collaboration, interdependence, and proactivity were described
within many of the preceding best practice statements. It is anticipated that these overarching
aspirational principles may guide decision-making and promote effective service delivery.

This guide also identifies the level of evidence to support each best practice statement. It is clear
that, at this time, the majority of practice involving clients with an FASD is directed by expert
consensus. This indicates that there is general agreement in the field, although there is a lack of
formal research or evaluation to determine whether current practice is accomplishing intended
outcomes. Further to promoting effective service delivery, the preceding best practice statements
were operationalized into clear outcomes and indicators as part of the following evaluation tool kit.
This operationalization was designed to allow for 1) assessing the degree to which agencies and
programs are providing services that align with current understandings of best practices for working
with individuals with an FASD; and 2) examining the way in which these current understandings
translate to intended program outcomes. Therefore the preceding literature review is instrumental in
identifying best practices as we currently understand them, and the subsequent evaluation tool kit
provides an accessible means for measuring the implementation of these best practices as well as
contributing to enhancement of what constitutes best practice.
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Best Practices for FASD Service Delivery: Evaluation Tool Kit

e
Introduction

The Process. In the earliest stages of compiling the Best Practices guide, stakeholders (i.e.,
service providers, administrators and policymakers working in the realm of FASD services)
emphasized the importance of operationalizing best practice statements so that organizations
might measure whether these practices are being effectively implemented. The preceding guide
provided a natural framework on which to build outcomes and indicators of best practices in
FASD services. Initially, using as a foundation the graphic Mapping Evaluation of FASD Support
Programs created by Deborah Rutman, Carol Hubberstey, Nancy Poole, Sharon Hume and
Marilyn Van Bibber in 2012, existing outcomes were identified and matched with best practice
statements. Next, as depicted in Figure 2, outcomes were refined and indicators were generated
for each outcome based on relevant literature as well as existing tools and resources from the
fasd-evaluation.ca website.

Evaluation Framework. ldentified outcomes and indicators were matched with best practice
statements; these are presented in the Evaluation Framework that follows. The Evaluation
Framework thus shows linkages between best practice statements, outcomes, indicators, and six
instruments that were created to operationalize each of the identified indicators.

Evaluation Instruments. Three checklists and three surveys were created to measure identified
indicators. Three separate surveys are provided for use with clients, families, and staff, while a
training checklist, policy checklist, and case management plan checklist are provided for use with
agencies and staff members. Specific items on these surveys and checklists link to specific
outcomes and indicators; this linkage is presented in the Evaluation Framework. Additionally, a
scoring guide is provided that offers a systematic method for agencies and/ or programs to
assess their use of best practices.

1. Outcomes were identified for each best practice statement

2. Indicators were generated for each outcome

3. Instruments were created to operationalize the indicators of best practice service delivery

Figure 2. Development of the Evaluation Tool Kit.

Use of the Evaluation Tool Kit. Checklists and surveys should serve as instruments by which
organizations can evaluate and monitor their use of current best practices. It is anticipated that
the use of this evaluation tool kit will provide agencies and/ or programs with the means to
monitor and continually improve services for clients and families affected by an FASD.

24



Evaluation Framework

25



Best Practices for FASD Service Delivery: Evaluation Framework

Delivery of Supports:

Best Practice
Support services
should be
collaborative. (Some
evidence).

Outcomes
Multi-disciplinary
service providers

work collaboratively.

Indicators

Policies are in place regarding interagency referrals
and information sharing.

The agency has a mandate emphasizing the
importance of interagency collaboration.

Clients and families report that staff from different
agencies help them work toward the same goals.

WIEENNES

Policy checklist
(#1,2)

Client survey (#21)
Family survey (#22)

Support services
should focus on
transitions. (Expert
consensus).

Clients are
supported in
navigating transition
periods.

Targeted transition support is included in case
management plans.

Clients and families report feeling supported in
dealing with life changes.

Staff are trained to provide support to clients
during transitions and feel comfortable doing so.

Case management
checklist (#17)

Client survey (#3)
Family survey (#8)

Training checklist
(#1)
Staff survey (#4, A4)
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Support Worker Education:

Best Practice

FASD competent
workforce in all
systems of care.
(Expert consensus).

Training should be
framed from a
disability context and
develop core
competencies. (Expert
Consensus).

Support workers
should remain current
on FASD related
information. (Expert
Consensus).

Support and education
for vicarious trauma.
(Expert consensus).

Clients receive FASD
informed services
and supports.

Staff understand
FASD as a disability
and develop core
competencies for
working with
impacted clients.

Staff have updated
knowledge regarding
FASD.

Staff are supported
in preventing and
dealing with
vicarious trauma.

Policies are in place to ensure that current staff
have experience and knowledge regarding FASD.

Staff are trained to understand FASD and feel
comfortable with their level of knowledge.

Clients and families report satisfaction with the
way that they are treated by staff.

Staff are trained to understand FASD as a disability.

Staff have the opportunity to develop core
competencies through practice.

An agency policy is in place to allow staff time for
FASD-related professional development.

An FASD training refresher is offered at least
annually to staff.

Staff report that their FASD-related knowledge is
current and up to date.
Staff have access to counseling and support.

Staff have the opportunity to engage in supportive
debriefing and supervision.

Staff receive vicarious trauma education and
report a strong understanding of vicarious trauma.

Policy checklist (#3)

Training checklist
(#2)

Staff survey (#1, 3,
Al, A3)

Client survey (#5)
Family survey (#9)

Training checklist
(#3)
Staff survey (#2, A2)

Training checklist
(#4)

Policy checklist (#4)

Training checklist
(#5)

Staff survey (#A7)
Policy checklist
(#5,6,7)

Staff survey (#A9)

Staff survey (#A28)

Training checklist
(#6)
Staff survey (#7, A8)
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Hiring practices:

Best Practice

Interpersonal and
work skills of support
workers. Expert
consensus).

Familiarity with
complex case
management,
developmental
awareness. (Expert
consensus).

Clients receive
services from staff
that are accepting,
trustworthy,
empathetic,
available, and
mature.

Clients receive
services that are
responsive and
appropriate to their
unique
circumstances.

Diagnosis/Individual Support:

Agency hiring practices emphasize interpersonal
and work skills important for working with clients
impacted by an FASD (non-judgmental,
trustworthy, empathetic, available, and mature).

Clients and families report feeling safe, welcome,
and accepted by staff.

Clients and families report having trusting
relationships with staff.

Agency hiring and training practices emphasize
complex case management skills.

Staff are trained in and feel comfortable with their
skills in complex case management and
developmental awareness.

Clients and families report feeling that staff are
responsive to their needs.

Policy checklist (#8)

Client survey (#4, 5,
20)
Family survey (#13)

Client survey (#19)
Family survey (#14)

Policy checklist (#9)

Training checklist
(#7, 8)

Staff survey (#8, 9,
A10, Al11l)

Client survey (#7)
Family survey (#10)

Best Practice

Early diagnosis and
early intervention.
(Expert consensus).
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Clients have access
to assessment/
screening and
appropriate
intervention
services.

Case management plans include consideration of
formal assessment, diagnosis, and intervention.

Procedures are in place to refer clients for formal
screening/assessment and intervention.

Staff are comfortable with and trained to recognize

the signs of FASD, to refer clients for formal
assessment/ screening and intervention, and to
understand the importance of early diagnosis and
intervention.

Case management
checklist (#24)

Policy checklist (#10,
11)

Training checklist
(#9-12)

Staff survey (#10, 11,
12, A12-A15)



Best Practices for FASD Service Delivery: Evaluation Framework

Individual Support:

Best Practice

Positive strengths-
based approach.
(Some evidence).

Age appropriate
services. (Expert
consensus).

Focus on
interdependence, not

independence. (Expert

consensus).

Consistency and
structure from
support. (Expert
consensus).

Awareness and
support for sensory
processing disorders.
(Moderate evidence).

Clients and families
learn to focus and
build on their
strengths.

Clients receive
services that are
responsive to their
chronological and
developmental age.

Clients develop
interdependent
support networks.

Clients receive
consistent,
structured supports.

Clients receive
support for sensory
processing disorders.

The agency has an explicit commitment to using a
strengths-based approach.

Staff are trained in and comfortable with the use of
a strengths-based approach.

Families and clients identify that staff have helped
them recognize their strengths.

Case management plans include re-assessing
clients’ changing needs.

Clients and families report that services are
responsive to their changing needs.

The agency has an explicit commitment to working
toward interdependence rather than
independence for clients with an FASD.

Case management plans include developing an
interdependent support network.

Staff are trained to work toward interdependence
rather than independence for clients with an FASD
and are comfortable with knowledge in this area.

Clients and families report that staff encourage
them to work toward goals at their own pace.

The agency has strategies and target goals for staff
retention.

Procedures are in place for dealing with staff
turnover to ease the transition for clients.

Staff are trained in helping clients to deal with staff
turnover.

The agency has adapted its physical environment
to accommodate clients with an FASD.

Support for sensory processing disorders is
included in case management planning.

Staff are trained to recognize and support sensory
processing difficulties and feel comfortable with
their knowledge in this area.

Policy checklist (#13)

Training checklist
(#14)

Staff survey (15,A18)
Client survey (#6)
Family survey (#11)

Case management
checklist (#25)

Client survey (#7)
Family survey (#10)

Policy checklist (#14)

Case management
checklist (#19)

Training checklist
(#15)
Staff survey (16,A19)

Client survey (#8)
Family survey (#12)

Policy checklist (#15,
16)

Training checklist
(#16)
Staff survey (17,A20)

Policy checklist (#17)

Case management
checklist (#12)

Training checklist
(#17)
Staff survey (18,A21)
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Education:

Best Practice

Functional
assessment. (Expert
consensus).

Use of a unique
learning profile.

(Moderate evidence).

Parent-assisted
adaptive functioning
training. (Moderate
evidence).
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Clients receive
functional
assessments, which
are used to inform
case management.

A unique learning
profile is developed
and utilized for all
clients.

Clients and families
have access to
parent-assisted

adaptive functioning

training.

Procedures are in place to facilitate client access to
functional assessments.

Clients receive a functional assessment; results are
incorporated into case management plans.

At least one staff member is trained to conduct
functional assessments OR staff are trained to refer
clients for a functional assessment.

A unique learning profile/ IEP/ IPP is created for
each client and used in case management
planning.

Staff are trained in understanding IEP’s/ IPP’s and
in incorporating IEP’s/ IPP’s into case management
planning.

Case management plans include facilitating access
to parent-assisted adaptive functioning training.

Staff are trained to facilitate access to parent-
assisted adaptive functioning training and are
comfortable with their knowledge in this area.

Clients report having access to someone who can
help them take care of themselves.

Policy checklist (#12)

Case management
checklist (#15, 16)

Training checklist
(#13)

Staff survey (#13, 14,

A16, A7)

Case management
checklist (#13, 14)

Training checklist
(#18)
Staff survey (#19,
A22)

Case management
checklist (#23)

Training checklist
(#19)
Staff survey (#20,
A23)

Client survey (#9)
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Health:

Best Practice

Preventative
mental health
services. (Expert
consensus).

Support for
accessing
medical care.
(Expert
consensus).

Supported
recreation
activity. (Expert
consensus).

Managing
sexually
exploitative
situations and
risky behaviors.
(Expert
consensus).

Clients have
access to
preventative
mental health
services.

Clients have
access to medical
care.

Clients have
access to
supported
recreation
activities.

Clients are
educated in
relationship safety
and reproductive
health through a
planned approach
to sexual activity.

There is an established procedure for referring clients to
preventative mental health services.

Staff are permitted to accompany clients to mental health

appointments.

Case management plans include facilitating access to
preventative mental health services.

Staff are trained to refer clients with an FASD to
preventative mental health services.

Clients and families report access to mental health services.

There is an established procedure for referring clients to
medical care.

Staff are permitted to accompany clients to medical
appointments.

Case management plans include facilitating access to
medical care and medication management.

Staff are trained in facilitating access to medical care and
are comfortable with their knowledge in this area.

Clients and families report having access to medical
services.

Staff are permitted to accompany clients to recreation
activities.

Case management plans include facilitating access to
supported recreation activities.

Staff are trained in facilitating access to supported
recreation activities and are comfortable with their
knowledge in this area.

Clients and families report having access to supported
recreation activities.

Case management plans include educating clients about
relationship safety and reproductive health.

Staff are trained to facilitate client access to education

about relationship safety and reproductive health through a

planned approach to sexual activity; staff are comfortable
with their knowledge in this area.

Clients and families report that they have access to

someone who can answer questions about relationships and

sexual health.

Policy checklist (#18, 19)

Case management
checklist (#6)

Training checklist (#20)

Staff survey (21,A24)
Client survey (#10)
Family survey (#17)
Policy checklist (#20, 21)

Case management
checklist (#3, 4)

Training checklist (#21)
Staff survey (22,A25)

Client Survey (#17)
Family Survey (#19)

Policy checklist (#22)

Case management
checklist (#7)

Training checklist (#22)
Staff survey (#23, A26)

Client survey (#11)
Family survey (#18)
Case management
checklist (#5)

Training checklist (#23)
Staff survey (#24, A32)

Client survey (#12, 13)
Family survey (#15)
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Employment:

Best Practice

Client-centered Clients gain skills for

employment services. | appropriate

(Expert consensus). employment.
Housing:

Case management plans include facilitating access | Case management

to vocational supports. checklist (#8)

Staff are trained to facilitate client access to Training checklist

vocational supports and are comfortable with their | (#24)

knowledge in this area. Staff survey (#25,
A27)

Clients and families report receiving assistance in Client survey (#14)

finding a place to work or volunteer. Family survey (#20)

Best Practice

Importance of housing | Clients receive
support. (Some support in accessing
evidence). housing.

Importance of safety Clients experience

and security in safe and secure
housing. (Expert housing.
consensus).
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Case management plans include facilitating access | Case management

to appropriate housing. checklist (#1)

Staff are trained to facilitate client access to Training checklist
housing supports and are comfortable with their (#25)

knowledge in this area. Staff survey (#5, A5)

Clients report that they have received assistance in | Client survey (#1)

finding a place to live. Family survey (#21)
Case management plans include monitoring the Case management
safety and security of clients’ housing checklist (#2)
arrangements.

Staff are trained to monitor the safety and security | Training checklist

of clients’ housing arrangements and are (#26)
comfortable with their knowledge in this area. Staff survey (#6, #A6)
Clients and families report that staff check-in to Client survey (#2)

ensure their living situation is safe.



Best Practices for FASD Service Delivery: Evaluation Framework

Family Support:

Best Practice

Stability of the home
environment. (Good
evidence).

Empbhasis on caregiver
well-being. (Good
evidence).

Training in parenting
strategies which
focuses on caregiver
attitudes. (Moderate
evidence).

Planning for the
future. (Expert
consensus).

Clients experience
stable living
arrangements.

Families of clients
have access to
respite and

counseling supports.

Families of clients
have access to
training in parenting
strategies that focus
on caregiver
attitudes.

Clients and families
have positive plans
for the future.

The agency has an explicit commitment to
partnering with foster agencies and group homes.

Staff maintain regular contact with clients’
families/ caregivers as part of case management
plans.

Families/caregivers report that staff keep in regular
contact with them.

Case management plans include facilitating
families’ access to respite and counseling supports.

Staff are trained to facilitate family access to
respite and counseling and are comfortable with
their knowledge in this area.

Families/ caregivers report that they have access to
respite and counseling supports.

Case management plans include facilitating access
to parenting strategies training.

Staff are trained to facilitate family access to
parenting strategies training and are comfortable
with their knowledge in this area.

Families identify that they have been assisted in
developing parenting and/ or support strategies.

Case management plans include planning for the
future with the client.

Families and clients report that staff have helped
them to plan for the future.

Policy checklist (#23)

Case management
checklist (#20)

Family survey (#6)

Case management
checklist (#22)

Training checklist
(#27)
Staff survey (#26,
A29)

Family survey (#4)
Case management
checklist

(#21)

Training checklist
(#28)

Staff survey (#27,
A30)

Family survey (#2, 3)
Case management

checklist (#18)

Client survey (#15)
Family survey (#7)
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Financials:
Aid accessing funding. | Clients are Staff are permitted to attend appointments with Policy checklist (#24)
(Expert consensus). supported in clients to secure financial aid.
accessing funding
and dealing with Case management plans include assisting clients Case management
finances. with securing funding support and with financial checklist (#9, 10)
management.
Staff are trained to facilitate client access to Training checklist
financial supports and are comfortable with their (#29)
knowledge in this area. Staff survey (#28,
A33)
Clients and families report that they know where Client survey (#16)
to go to receive assistance with financial problems | Family survey (#5)
and questions.
Legal System:
Supported dealings Clients are Staff are permitted to attend court appointments Policy checklist (#25)
with the justice supported in dealing | with clients.
system. (Expert with the justice
consensus). system. Case management plans include supporting clients | Case management
to comply with legal requirements. checklist (#11)
Staff are trained to facilitate client access to Training checklist
guardianship and trusteeship programs, and are (#30)
comfortable with their knowledge in this area. Staff survey (#29,
A31)
Clients and families report receiving support in Client survey (#18)
complying with legal requirements. Family survey (#16)
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Scoring Guide for Best Practice Evaluation Instruments

Six instruments (three surveys and three checklists) are provided to measure the extent to which
indicators of best practice are being implemented. This guide provides a method for scoring and
interpreting the results of these instruments.

To obtain scores, the following steps should be applied:

1. Forinstruments that include scales from 1-10 (i.e., staff survey part two, client survey, family
survey): assign the numeric value of 1-10 (or O for Don’t Know).

2. For Yes/No scales (i.e., agency policy and procedures checklist, agency training checklist, case
management plan checklist, staff survey part one): assign 10 points for a Yes response or 0
points for No, or Unsure/Do not remember responses.

3. If your organization determines that certain questions reasonably do not apply, ranges may
be appropriately adjusted by subtracting 10 points from each range (per question) in order to
avoid skewed results. For instance, should one question in the Family Survey not apply, 10
points may be deducted from each range, adjusting the Developmental category to those
scores between 0-70, In Progress to 71-150, and FASD Informed to 151-230. Reasoning for
such adjustments should be documented.

4. Consult Table 1 below to determine score ranges for each instrument.

Table 1. Score ranges for each evaluation instrument.

Developmental In Progress FASD Informed

Family Survey 0-80 81-160 161-240

Staff Survey 0-203 204-406 407-610

Client Survey 0-70 71-141 142-210
Training Checklist 0-102 103-206 207-310
Policy Checklist 0-80 81-161 162-240

Case Management 0-180 181-361 362-540
Checklist
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Scoring Guide for Best Practice Evaluation Instruments

5. Calculate your combined overall score out of 18:

For each Developmental category, assign 1 point; for each In Progress category, assign 2 points;
and each FASD Informed category, assign 3 points. The maximum possible score is 18.

Developmental In Progress FASD Informed
0-5 6-12 13-18

Three score ranges are offered, consisting of Developmental, In Progress and FASD Informed as
overall categories by which to classify organizational or program status. Developmental, In
Progress, and FASD Informed scores can be achieved either in regard to individual best practice
statements, or in regard to best practices overall.

Scores in the Developmental range indicate that few best practices are being employed,
providing an excellent opportunity to incorporate more evidence. Reflection on and revision of
current policies and procedures are needed in order to shift toward a more empirically informed
program or organization.

Scores in the In Progress range describe an organization or program that is already employing
some best practices and that is well positioned to include additional best practices. A reflection
on individual components of the evaluation tool kit with low to mid-range scores may reveal
certain areas in which current standards do not reflect best practices. This can help target
specific issues and should prompt individuals and services to review and adjust their policies and
services as necessary.

FASD Informed scores suggest that a number of evidence-based methods are already being
implemented within current programs and services. While reflection on individual components
of the evaluation tool kit may reveal potential opportunities for improvement, scores within the
FASD Informed range serve to highlight an excellent incorporation of current best practices.

Administering Instruments

It is intended that appropriate parties complete evaluation instruments. Agency administrators
and/ or management should complete the policies and procedures checklist and training
checklist; staff should complete the staff survey, parts one and two, as well as the case
management checklist; clients should complete the client survey; and families/ caregivers of
clients should complete the family/ caregiver survey. Where clients, families, and/ or caregivers
require items to be read aloud to them, staff members who are not directly involved in these
clients’ care should administer surveys in order to facilitate clients’ comfort in providing honest
responses.
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Agency Policies and Procedures Checklist

Who?: This checklist should be completed by an agency/program administrator who is familiar with and
has ready access to documented agency policies and procedures.

Why?: This is a checklist of agency policies and procedures relevant to identified best practices for

working with individuals and families affected by an FASD.

Support services should be collaborative:
1. The agency has a specific mandate or policies that promote interagency YO NO
collaboration.
2. The agency has policies regarding interagency information sharing and service | YO NO
coordination.
FASD competent workforce in all systems of care:
3. The agency has policies that ensure that current staff have experience and YO NO
knowledge regarding FASD.
Support workers should remain current on FASD related information:
4. The agency has a policy that allows staff time for FASD related professional YO NO
development.
Support and education for vicarious trauma:
5. The agency provides staff with access to counseling and support. YO NO
6. The agency provides staff with the opportunity to engage in supportive YO NO
debriefing.
7. The agency provides staff with supportive supervision. YO NO
Interpersonal and work skills in support workers:
8. Agency hiring practices emphasize interpersonal and work skills important for YO NO
working with clients with an FASD (non-judgmental, trustworthy, empathetic,
available, and mature).
Familiarity with complex case management, developmental awareness:
9. Agency hiring and training practices emphasize complex case management YO NO
skills.
Early diagnosis and early intervention:
10. Procedures are in place to refer clients with a suspected FASD for formal YO NO
screening and/or assessment.
11. Procedures are in place to refer clients with a suspected FASD for appropriate YO NO
intervention.
Functional assessment:
12. There is an established procedure for referring clients for functional YO NO
assessment.
Positive strengths-based approach:
13. The agency has an explicit commitment to using a strengths-based approach. YO NO
Focus on interdependence not independence:
14. Agency policies emphasize the importance of placing interdependence over YO NO
independence for clients with an FASD.
Consistency and structure from support:
15. The agency has strategies and target goals for staff retention. YO NO
16. Procedures are in place to deal with staff turnover in a way that eases the YO NO
transition for clients.
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Awareness and support for sensory processing disorders:

17. The agency has made adaptations to its physical environment to accommodate | YO NO
clients with an FASD.
Preventative mental health services:
18. There is an established procedure for referring clients with an FASD for YO NO
preventative mental health services.
19. Staff are permitted to accompany clients to mental health appointments. YO NO
Support for accessing medical care:
20. There is an established procedure for referring clients with an FASD for medical | YO NO
care.
21. Staff are permitted to accompany clients to medical appointments. YO NO
Supported recreation activities:
22. Staff are permitted to accompany clients to recreation activities. YO NO
Stability of the home environment:
23. The agency has an explicit commitment to partnering with foster agenciesand | YO NO
group homes in an effort to promote stable home environments by
maintaining regular contact with families and caregivers.
Aid accessing funding:
24, Staff are permitted to attend appointments with clients to secure financial aid. ‘ YO NO
Supported dealings with the justice system:
25. Staff are permitted to attend court appointments with clients. ‘ YO NO
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Agency Training Checklist

Who?: This checklist should be completed by an agency/program administrator who is familiar with, and
has ready access to, documented agency policies and procedures.

Why?: This is a checklist of the training that staff have received, relevant to identified best practices for
working with individuals and families affected by an FASD.

All current staff have received training in:

Support services should focus on transitions:

1. Providing targeted support to clients during times of transition (e.g., when YO NO

clients reach the age of 18).
FASD competent workforce in all systems of care:
2. FASD knowledge (e.g., FASD 101). YO NO

Training should be framed from a disability context and develop core competencies:
3. Understanding and framing FASD as a disability (i.e., as opposed to a behaviour | YO NO
problem).
4. Developing core competencies through real life practice in developing case YO NO
plans and engaging in consultations.

Support workers should remain current on FASD related information:

5. FASD basics- an FASD training refresher is offered at least annually. ‘ YO NO
Support and education for vicarious trauma:
6. Dealing with vicarious trauma. ‘ YO NO
Familiarity with complex case management, developmental awareness:
7. Complex case management. YO NO
8. Recognizing which approaches and interventions are developmentally YO NO

appropriate for each individual client.
Early diagnosis and early intervention:

9. Recognizing the signs of FASD. YO NO

10. Referring clients with a suspected FASD for formal screening and/ or YO NO
assessment.

11. Referring clients with a suspected FASD for appropriate intervention. YO NO

12. Understanding the importance of early diagnosis and intervention for clients YO NO
with an FASD.

Functional assessment:
13. At least one staff member is trained to conduct functional assessments OR YO NO
staff are trained to refer clients for a functional assessment.
Positive strengths-based approach:
14. The use of a strengths-based approach. YO NO
Focus on interdependence not independence:
15. Working toward interdependence rather than independence for clients withan | YO NO

FASD.
Consistency and structure from support:
16. Procedures for helping clients to deal with staff turnover. ‘ YO NO
Sensory processing difficulties:
17. How to recognize and support sensory processing difficulties. ‘ YO NO
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Use of a unique learning profile:

18. Understanding IEP’s/ IPP’s and incorporating IEP’s/ IPP’s into case YO NO
management planning.
Parent-assisted adaptive functioning training:
19. Facilitating client and family/ caregiver access to parent-assisted adaptive YO NO
functioning training.
Preventative mental health services:
20. Referring clients for preventative mental health services. ‘ YO NO
Support for accessing medical care:
21. Referring clients for medical care. ‘ YO NO
Supported recreation activity:
22. Appropriate recreation activities for clients with an FASD. ‘ YO NO
Managing sexually exploitative situations and risky behaviors:
23. Talking to clients about relationship and sexual health and safety or referring YO NO
clients to other professionals who can facilitate these conversations.
Client centered employment services:
24, Facilitating client access to individually tailored vocational counseling. ‘ YO NO
Importance of housing support:
25. Facilitating client access to appropriate housing. ‘ YO NO
Importance of safety and security in housing:
26. Continuously monitoring the safety and security of client’s housing YO NO
arrangements.
Emphasis on caregiver well-being:
27. Facilitating client access to respite and counseling supports for families of YO NO
individuals with an FASD.
Training in parenting strategies which focuses on caregiver attitudes:
28. Facilitating family/ caregiver access to training in parenting strategies that YO NO
focus on caregiver attitudes.
Aid accessing funding:
29. Facilitating client access to agencies that provide income support, financial YO NO
planning support, and money management support.
Supported dealings with the justice system:
30. Facilitating client access to guardianship and trusteeship programs. YO NO
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Staff Survey- Part One

Who?: This is a survey to be completed by agency staff

Why?: It specifically inquires about the training that staff have received. . The purpose of this survey is
to understand the extent to which staff have received training relevant to identified best practices for
working with individuals and families affected by an FASD, and can assist agencies and programs in
identifying areas of success as well as areas for improvement.

How?: Please provide a response to every item. Please note that responses are anonymous.

Yes, | have No, | have Unsure/

received not do not
training received remember
training

I have received training in.... ‘

1. What FASD is (e.g., FASD 101).

2. Understanding FASD as a disability (i.e., as opposed to a behavior
problem).
3. Support skills for working with clients affected by an FASD.

4. Providing targeted support for clients who are undergoing transitions
(e.g., the transition to adulthood).
5. Facilitating client access to housing supports.

6. Continuously monitoring the safety and security of client’s housing
arrangements.
7. Addressing vicarious trauma.

8. Complex case management.

9. Recognizing which approaches and interventions are developmentally
appropriate for each individual client.
10. Recognizing the signs of FASD.

11. Referring clients with a suspected FASD for formal screening and/ or
assessment.
12. Referring clients with a suspected FASD for appropriate intervention.

13. Referring clients for a functional assessment.

14. Incorporating the results of a functional assessment into work with
clients.
15. The use of a strengths-based approach.

16. How to emphasize interdependence rather than independence for clients
with an FASD.
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Yes, | have No, | have Unsure/

received not do not
training received remember
training

I have received training in.... ‘

17. How to deal with staff turnover in a way that eases this transition for
clients.
18. How to recognize and support sensory processing difficulties.

19. What an IEP/ IPP is, and the importance of an IEP/ IPP for clients who are
attending school.

20. Facilitating client and family/ caregiver access to parent-assisted adaptive
functioning training.

21. The procedure for referring clients to preventative mental health services.

22. The procedure for referring clients to medical care.

23. Appropriate recreation activities for clients with an FASD.

24. Talking to clients about relationship and sexual health and safety or
referring clients to other professionals who can facilitate these
conversations.

25. Facilitating client access to individually tailored vocational counseling.

26. Facilitating family/ caregiver access to respite and counseling supports.

27. Facilitating family/ caregiver access to training in parenting strategies that
focus on caregiver attitudes.

28. Facilitating client access to agencies that provide financial planning and
money management support.

29. Facilitating client access to guardianship and trusteeship programs.
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Staff Survey- Part Two

Who?: This survey should be completed by agency staff.

Why?: It assesses staff comfort and knowledge with providing specific services and supports to
individuals and families affected by an FASD. The purpose of this survey is to understand the extent to
which staff have received training relevant to identified best practices for working with individuals and
families affected by an FASD, and can assist agencies and programs in identifying areas of success as well
as areas for improvement.

How?: Please provide a response to every item. Please note that responses are anonymous.

Please indicate your level of agreement with the following Strongly Strongly | N/A

statements: Agree Disagree
1. I have a strong understanding of what FASD is. 10 |9 8 |7 |6 |5 |4 |3 |2 |1 N/A

2. lunderstand why FASD is considered a disability rather | 10 |9 8 |7 |6 |5 |4 |3 |2 |1 N/A
than a behavior problem.

3. |feel comfortable working with clients affected by an 10 |9 8 |7 |6 |5 |4 |3 |2 |1 N/A
FASD.

4. | know how to provide targeted support for clients who | 10 |9 8 |7 |6 |5 |4 |3 |2 |1 N/A
are undergoing transitions (e.g., the transition to
adulthood).

5. lam able to facilitate client access to housing supports. | 10 |9 8 |7 |6 |5 |4 |3 |2 |1 N/A

6. | know how to continuously monitor the safety and 10 |9 8 |7 |6 |5 |4 |3 |2 |1 N/A
security of clients’ housing arrangements.

7. My knowledge of FASD is current and up to date. 10 |9 8 |7 |6 |5 |4 |3 |2 |1 N/A
8. | have a strong understanding of vicarious trauma. 10 |9 8 |7 |6 |5 |4 |3 |2 |1 N/A
9. | know how to access staff counselling and support. 10 |9 8 |7 |6 |5 |4 |3 |2 |1 N/A

10. I am confident in my ability to manage complex client 10 |9 8 |7 |6 |5 |4 |3 |2 |1 N/A
cases.

11. I know how to recognize which approaches and 10 |9 8 |7 |6 |5 |4 |3 |2 |1 N/A
interventions are developmentally appropriate for each
individual client.
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Please indicate your level of agreement with the following

Strongly

Strongly

N/A

statements: Agree Disagree

12. I am able to recognize the signs of FASD. 10 |9 2 |1 N/A

13. | know how to refer clients with a suspected FASD for | 10 |9 2 |1 N/A
formal screening and/ or assessment.

14. | know how to refer clients affected by an FASD for 10 |9 2 |1 N/A
appropriate intervention.

15. | understand the importance of early diagnosis and 10 |9 2 |1 N/A
intervention for clients with an FASD.

16. | know how to refer clients for a functional 10 |9 2 |1 N/A
assessment.

17. | know how to incorporate the results of a functional |10 |9 2 |1 N/A
assessment into work with clients.

18. | am comfortable using a strengths-based approach 10 |9 2 |1 N/A
with clients.

19. | know how to emphasize interdependence rather 10 |9 2 |1 N/A
than independence for clients with an FASD.

20. | am able to deal with staff turnover in a way that 10 |9 2 |1 N/A
eases this transition for clients.

21. 1 know how to recognize and support sensory 10 |9 2 |1 N/A
processing difficulties.

22. 1 know what an IEP/ IPP is, and understand the 10 |9 2 |1 N/A
importance of an IEP/ IPP for clients who are
attending school.

23. 1 know how to facilitate client and family/ caregiver 10 |9 2 |1 N/A
access to parent-assisted adaptive functioning
training.

24. | know how to refer clients to preventative mental 10 |9 2 |1 N/A
health services.
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Please indicate your level of agreement with the following

statements:

25.

| know how to refer clients for medical care.

26.

| know which recreation activities are appropriate for
clients with an FASD.

27.

| am able to facilitate client access to individually
tailored vocational counseling.

28.

| have the opportunity to engage in supportive
debriefing and supervision.

29.

| am able to facilitate family/caregiver access to
respite and counselling supports.

30.

| am able to facilitate access to training in parenting
strategies that focus on caregiver attitudes.

31.

| am able to facilitate client access to guardianship
and trusteeship programs.

32.

Talking to clients about relationship and sexual
health and safety or referring clients to other
professionals who can facilitate these conversations.

33.

| am able to facilitate client access to agencies that
provide financial planning and money management
support.

Strongly
Agree

10 9
10 9
10 9
10 9
10 9
10 9
10 9
10 9
10 9

Strongly

Disagree

2 1 N/A
2 1 N/A
2 1 N/A
2 1 N/A
2 1 N/A
2 1 N/A
2 1 N/A
2 1 N/A
2 1 N/A
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Case Management Plan Checklist

Who?: This checklist should be completed by agency staff.

Why?: The following is a list of elements that should be included in a case management plan for a client
with an FASD, in addition to components typically included in case management plans for your agency.
The purpose of this survey is to assist agencies and programs in identifying areas of success as well as
areas for improvement.

How?: Please provide a response to every item. Please note that responses are anonymous.

Client has access to appropriate housing. Yo NO
The safety and security of the client’s housing arrangements is continuously YO NO
monitored.
3. Client has access to medical care. YO NO
4. Provide or arrange medication management. YO NO
5. Client has learned about relationship safety, a planned approach to sexual activity, YO NO
and reproductive health.
6. Client has access to preventative mental health services. YO NO
7. Client has access to appropriate recreation activities. YO NO
8. Have discussed employment and/ or volunteer-related goals with client. YO NO
9. Client has assistance to complete applications and compile documentation for funding | YO NO
support.
10. Client has assistance with financial management. YO NO
11. Client has support in complying with legal requirements (e.g., probation orders, YO NO
community service).
12. Client has support for sensory processing disorders, if applicable. YO NO
13. A unique learning profile/ IEP/ IPP has been created for the client. YO NO
14. Client’s unique learning profile/ IEP/ IPP has been used to inform the case YO NO
management plan.
15. A functional assessment has been completed for the client. YO NO
16. Functional assessment results are incorporated into case management plans. YO NO
17. A planis in place to ensure smooth client transitions (e.g., from school to workplace; YO NO
to adulthood).
18. Have discussed plans for the future with the client. YO NO
19. Work with client to develop an interdependent support network. YO NO
20. Maintain contact with family/ caregivers. YO NO
21. Client’s family/ caregivers have access to training in parenting strategies. YO NO
22. Client’s family/ caregivers have access to respite and counseling supports. YO NO
23. The capacity of the client’s family is being built toward teaching the client adaptive YO NO
functioning skills.
24. Options for formal assessment, diagnosis, and intervention have been considered. YO NO
25. Client’s changing needs are continually re-assessed in order to ensure the age YO NO
appropriateness of services.
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Client Survey

This survey asks questions about the agency. Your feedback will be used to help
make the agency better. We would like you to be honest in answering
guestions, whether you have positive feedback or negative feedback. Please note:

* You do not have to fill out this survey if you don’t want to.
* Don’t put your name on this survey. We won’t know which answers are yours, so be as
honest as you can.
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Don’t
Know/
Does
Not
Appl
Yes Maybe No PPl
1. The staff at helped N/A
me find a place to live. 10| 9 6 > 2
2. The staff at make N/A
sure the place | live is always safe. 10| 9 6 5 2
3. The staff at help me N/A
deal with changes in my life. 10| 9 6 > 2
4. The staff at accept N/A
me. 10| 9 6 5 2
5. 1am happy with the way the staff at N/A
treat me. 10| 9 6 > 2
6. Staff at help me N/A
find things | am good at. 10| 9 6 > 2
7. Staff at are good at N/A
meeting my needs. 10| 9 6 > 2
8. Staff at do not push N/A
me to do things by myself. 10 9 6 5 2
9. |know someone who can help me take N/A
care of myself safely. 10| 9 6 5 2
10. | know who to go to for counselling if | N/A
need it. 10 9 6 > 2
11. Staff at helped N/A
me learn about fun activities I candoin | 10 | 9 6 5 2
the community.
12. | know someone who can answer my N/A
questions about sexual health. 10| 9 6 5 2
13. | know someone who can answer my N/A
guestions about relationships. 10| 9 6 5 2
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Don’t
Know/
Does
Not
Appl
Yes Maybe No PPl
14. Staff at helped N/A
me find a place to work or volunteer. 10| 9 6 > 2
15. Staff at helped N/A
me plan for my future. 10| 9 6 > 2
16. | know someone who can help me with N/A
money problems and answer questions | 10 | 9 6 5 2
about money.
17. | have a doctor that | can see when | N/A
need to. 10| 9 6 > 2
18. | know someone who can help me if | N/A
get in trouble with the law. 10| 9 6 > 2
19. | trust the staff at N/A
10| 9 6 5 2
20. The staff at N/A
make me feel safe and welcome. 10| 9 6 > 2
21. Staff from other places help me with N/A
the same goals. 10| 9 6 > 2
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Family/Caregiver Survey

This survey should be completed by families and/ or caregivers of clients. This survey asks
guestions about the agency. Your feedback will be used to help make the
agency better. We would like you to be honest in answering questions,
whether you have positive feedback or negative feedback. Please note:

* You do not have to fill out this survey if you don’t want to.
* Don’t put your name on this survey. We won’t know which answers are yours, so be as
honest as you can.

Please indicate your level of agreement with the following Strongly Strongly

statements: Agree Disagree

1. 1 have been trained to help my family member 10 |9 8 |7 |6 |5 (4 |3 |2 |1 N/A
develop life and social skills.

2. helped me develop parenting | 10 |9 8 |7 |6 |5 |4 |3 |21 N/A
strategies for my child.

3. has given me the information |10 |9 8 |7 |6 |5 |4 |3 (2 |1 N/A
that | need to be a good support to my family
member who is receiving services.

4. has helped me access self- 10 |9 8 |7 |6 |5 |4 |3 |2 |1 N/A
care services, such as respite and counseling services.

5. Iknow where to go for questions about funding to 10 |9 8 |7 |6 |5 (4 |3 ]2 |1 N/A
support my family.

6. The team at keeps in regular 10 |9 8 |7 |6 |5 (4 |3 ]2 |1 N/A
contact with my family.

7. The staff at have helped me |10 |9 8 |7 |6 |5 (4 |3 |2 |1 N/A
make plans for the future of my family member.

8. The staff at have helped my |10 |9 8 |7 |6 |5 (4 |3 |2 |1 N/A
family deal with life changes.

9. |am happy with the way that staff at 10 |9 8 |7 |6 |5 |4 (|3 ]2 |1 N/A
treat my family.

10. Staff at are good at meeting |10 |9 8 |7 |6 |5 (4 |3 |2 |1 N/A
my family’s needs, even when our needs change.
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Please indicate your level of agreement with the following Strongly Strongly
statements: Agree Disagree
11. Staff at helped my family 10 |9 8 |7 |6 |5 (4 |3 ]2 |1 N/A
member understand at least one thing s/he is good
at.
12. Staff at allow my family 10 |9 8 |7 |6 |5 (4 |3 |2 |1 N/A

member to reach goals at his/her own pace.

13. Staff at make my family feel 10 |9 8 |7 |6 |5 (4 |3 |2 |1 N/A
safe, welcome, and accepted.

14. My family trusts the staff at . 10 |9 8 |7 |6 |5 |4 (3 ]2 |1 N/A

15. My family member knows who to go to with 10 |9 8 |7 |6 |5 |4 |3 (2 |1 N/A
questions about relationships and sexual health.

16. My family member knows who to go to for help if 10 |9 8 |7 |6 |5 (4 |3 ]2 |1 N/A
s/he gets in trouble with the law.

17. My family member knows who to go to for 10 |9 8 |7 |6 |5 (4|3 |21 N/A
counseling.
18. My family member knows about options for 10 |9 8 |7 |6 |5 (4 |3 |2 |1 N/A

recreation activities.

19. My family member has access to medical care. 10 |9 8 |7 |6 |5 (4 |3 |2 |1 N/A

20. Staff at helped my family 10 |9 8 |7 |6 |5 (4 |3 ]2 |1 N/A
member find a place to work or volunteer.

21. Staff at helped my family 10 |9 8 |7 |6 |5 (4 |3 ]2 |1 N/A
member find a safe place to live.

22. Staff from different agencies help my family work 10 |9 8 |7 |6 |5 (4 |3 ]2 |1 N/A
toward the same goals.
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Next Steps

Moving forward, a number of next steps should be considered in order for this document to be
practically utilized. Next steps are described according to a suggested five-year plan.

Year One

Surveys included in the preceding evaluation tool kit would be piloted and refined. This would entail
transferring survey content and materials to a survey system that is easily accessible to diverse
communities, and partnering with key community organizations in rural, remote, and urban centres to
distribute surveys. After implementing a pilot distribution of surveys, interpretation of survey data
would allow for elevated understanding regarding the validity of survey questions, feasibility of the
survey distribution process, and the usefulness of survey content, as well as refinement of the survey
scoring system. In addition, results could be examined to determine where different programs and
agencies were situated with regard to the four aspirational principles identified in the best practice
guide. Using this information, a system could be developed for generating unique program/agency
profiles regarding strengths and challenges as pertaining to aspirational practice principles and specific
best practice domains. After piloting the evaluation tool kit, including data collection and interpretation,
evaluation documents would be revised accordingly.

Years Two-Four

Full implementation of the revised evaluation tool kit would take place across the province. This would
involve preparation followed by approximately two years of province-wide data collection.

Year Five

Provincial data would be examined. In recognition of the evolving nature of the best practice
statements, best practices, outcomes, and indicators could be revised. In addition, the ranking
methodology utilized for the various levels of evidence could be revisited. Finally, adjustments would be
made accordingly to the evaluation tool kit, and province-wide implementation would continue.

These suggested steps would allow for a systematic examination of the preceding best practice guide
and evaluation tool kit, and ultimately, toward consistent, evidence-based standards of practice for
serving clients and families affected by an FASD.

63



REFERENCES




References

(1)

(2)

(3)

(4)

(5)

(6)

(7)

(8)
(9)

(10)

(11)
(12)

(13)

(14)

Walls LJ, Pei J. Fetal Alcohol Spectrum Disorder service delivery: Exploring current
systems of care from the caregiver’s perspective. The International Journal of Alcohol
and Drug Research 2013;2(3):87-92.

Nova Scotia Health Research Foundation. Collaborative Service Delivery: Jurisdictional
Review. 2012.

Stonehocker D. FASD SERVICE NETWORK PROGRAM EVALUATION, Expanded Portion.
2012.

Badry D. The FASD (Fetal Alcohol Spectrum Disorder) Community of Practice (CoP) in
Alberta Human Services: Leading from Within Initiative. 2013. Alberta Centre for Child,
Family & Community Research.

Wirzba H. The LifeSpan Program: Fetal Alcohol Spectrum Disorder Mentoring Program
for Youth Transitioning Into Adulthood, and Adults. Lethbridge; 2013.

Badry D, RSW AWF, Rutman D. Youth with Fetal Alcohol Spectrum Disorder
Transitioning Initiative Toolkit Lakeland Centre for FASD Website: http://www.|cfasd.
com.

British Columbia Ministry of Children and Family Development. Key Worker and Parent
Support Program Standards. 2009.

Poole N. Trauma Informed Practice.

Guarasci A. FASD Informed Practice for Community Based Programs. College of New
Caledonia ; 2013.

McGregor D. Enhancing Employment Supports for Persons Affected by Fetal Alcohol
Spectrum Disorder. 2012.

von Sternberg K. FASD Prevention: Implementing Project Choices. 2005; 2014.

Rutman D, Van Bibber M. Parenting with fetal alcohol spectrum disorder. International
journal of mental health and addiction 2010;8(2):351-61.

Bertrand J. Interventions for children with fetal alcohol spectrum disorders (FASDs):
Overview of findings for five innovative research projects. Research in Developmental
Disabilities 2009;30(5):986-1006.

Benz J, Rasmussen C, Andrew G. Diagnosing fetal alcohol spectrum disorder: History,
challenges and future directions. Paediatrics & child health 2009;14(4):231.

65



(15)

(16)

(17)

(18)

(19)

(20)

(21)

(22)

(23)

(24)

(25)

(26)

66

Stade BC, Stevens B, Ungar WJ, Beyene J, Koren G. Health-related quality of life of
Canadian children and youth prenatally exposed to alcohol. Health and quality of life
outcomes 2006;4(1):81.

Streissguth AP, Bookstein FL, Barr HM, Sampson PD, O'Malley, K, Young JK. Risk factors
for adverse life outcomes in fetal alcohol syndrome and fetal alcohol effects. Journal of
Developmental & Behavioral Pediatrics 2004;25(4):228-38.

Streissguth AP. Fetal alcohol syndrome: A guide for families and communities. Paul H
Brookes Publishing; 1997.

MALBIN DV. Fetal Alcohol Spectrum Disorder (FASD) and the Role of Family Court Judges
in Improving Outcomes for Children and Families. Juvenile and Family Court Journal
2004 Apr 1;55(2):53-63.

Streissguth AP, Barr HM, Kogan J, Bookstein FL. Understanding the Occurrence of
Secondary Disabilities in Clients with Fetal Alcohol Syndrome (FAS) and Fetal Alcohol
Effects (FES): Final Report. University of Washington School of Medicine, Department of
Psychiatry and Behavioral Sciences, Fetal Alcohol and Drug Unit; 1996.

Olson HC, Jirikowic T, Kartin D, Astley S. Responding to the challenge of early
intervention for fetal alcohol spectrum disorders. Infants & Young Children
2007;20(2):172-89.

Olson HC, Oti R, Gelo J, Beck S. Family matters: Fetal alcohol spectrum disorders and the
family. Developmental Disabilities Research Reviews 2009;15(3):235-49.

Hall N, Cunningham M, Jones S. Towards a Provincial Strategy: Advancing Effective
Service Provider Practices in Fetal Alcohol Spectrum Disorder (FASD). 2010. Ontario:
Intervention and Support Working Group, FASD ONE.

Zevenbergen AA, Ferraro FR. Assessment and treatment of fetal alcohol syndrome in
children and adolescents. Journal of Developmental and Physical Disabilities
2001;13(2):123-36.

Denys K, Rasmussen C, Henneveld D. The effectiveness of a community-based
intervention for parents with FASD. Community mental health journal 2011;47(2):209-
19.

Grant T, Huggins J, Connor P, Pedersen JY, Whitney N, Streissguth A. A pilot community
intervention for young women with fetal alcohol spectrum disorders. Community
mental health journal 2004;40(6):499-511.

Badry D. Fetal Alcohol Spectrum Disorder Standards: Supporting Children in the Care of
Children's Services. First Peoples Child & Family Review 2009;4(1).



(27)

(28)

(29)

(30)

(31)

(32)

(33)

(34)

(35)

(36)

(37)

(38)

Caley LM, Winkelman T, Mariano K. Problems expressed by caregivers of children with
fetal alcohol spectrum disorder. International Journal of Nursing Terminologies and
Classifications 2009;20(4):181-8.

Rasmussen C, Kully-Martens K, Denys K, Badry D, Henneveld D, Wyper K, et al. The
effectiveness of a community-based intervention program for women at-risk for giving
birth to a child with Fetal Alcohol Spectrum Disorder (FASD). Community mental health
journal 2012;48(1):12-21.

Lane SJ, Miller LJ, Hanft BE. Toward a consensus in terminology in sensory integration
theory and practice: Part 2: Sensory integration patterns of function and dysfunction.
Sensory Integration Special Interest Section Quarterly 2000;23(2):1-3.

Franklin L, Deitz J, Jirikowic T, Astley S. Children With Fetal Alcohol Spectrum Disorders:
Problem Behaviors and Sensory Processing. The American Journal of Occupational
Therapy 2008 May 1;62(3):265-73.

Carr JL, Agnihotri S, Keightley M. Sensory Processing and Adaptive Behavior Deficits of
Children Across the Fetal Alcohol Spectrum Disorder Continuum. Alcoholism: Clinical
and Experimental Research 2010 Jun 1;34(6):1022-32.

Jirikowic T, Olson HC, Kartin D. Sensory processing, school performance, and adaptive
behavior of young school-age children with fetal alcohol spectrum disorders. Physical &
occupational therapy in pediatrics 2008;28(2):117-36.

Maag JW, Larson PJ. Training a General Education Teacher to Apply Functional
Assessment. Education & Treatment of Children (ETC) 2004;27(1).

Kalberg WO, Buckley D. FASD: What types of intervention and rehabilitation are useful?
Neuroscience & Biobehavioral Reviews 2007;31(2):278-85.

Blaschke K, Maltaverne M, Struck J. Fetal Alcohol Spectrum Disorders Education
Strategies: Working with Students with a Fetal Alcohol Spectrum Disorder in the
Education System. 2009.

Kalberg WO, Buckley D. Educational planning for children with fetal alcohol
syndrome.Annal-Istituto Superiore Di Sanita. 2006;42(1):58.

Iwata BA, Dozier CL. Clinical application of functional analysis methodology. Behavior
Analysis in Practice 2008;1(1):3.

Pretti-Frontczak K, Bricker D. Enhancing the Quality of Individualized Education Plan
(IEP) Goals and Objectives. Journal of Early Intervention 2000 Apr 1;23(2):92-105.

67



(39)

(40)

(41)

(42)

(43)

(44)

(45)

(46)

(47)

(48)

(49)

(50)

(51)

(52)

68

O'Connor MJ, Frankel F, Paley B, Schonfeld AM, Carpenter E, Laugeson EA, et al. A
controlled social skills training for children with fetal alcohol spectrum disorders. Journal
of consulting and clinical psychology 2006;74(4):639.

Paley B, O'Connor MJ. Behavioral interventions for children and adolescents with fetal
alcohol spectrum disorders. Alcohol Research & Health 2011;34(1):64.

Chudley AE, Conry J, Cook JL, Loock C, Rosales T, LeBlanc N. Fetal alcohol spectrum
disorder: Canadian guidelines for diagnosis. Canadian Medical Association Journal 2005
Mar 1;172(5 suppl):S1-S21.

O'Connor MJ, Paley B. Psychiatric conditions associated with prenatal alcohol exposure.
Developmental Disabilities Research Reviews 2009 Jan 1;15(3):225-34.

Lutke J. Secondary Disabilities Among Adults with Fetal Alcohol Spectrum Disorder in
British Columbia. 2004.

Famy C, Streissguth AP, Unis AS. Mental illness in adults with fetal alcohol syndrome or
fetal alcohol effects. American Journal of Psychiatry 1998;155(4):552-4.

Dadds MR, Holland DE, Laurens KR, Mullins M, Barrett PM, Spence SH. Early
intervention and prevention of anxiety disorders in children: Results at 2-year follow-up.
Journal of consulting and clinical psychology 1999;67(1):145-50.

Mills RM, McLennan JD, Caza MM. Mental health and other service use by young
children with fetal alcohol spectrum disorder. 2006.

Rowbottom L. A Qualitative Analysis of Counsellors' Experiences Working with
Individuals Diagnosed with FASD 2012.

Bartlo P, Klein PJ. Physical activity benefits and needs in adults with intellectual
disabilities: Systematic review of the literature. American journal on intellectual and
developmental disabilities 2011;116(3):220-32.

Alberta Alberta Children's Services, Jones S, Cunningham L. FASD Strategies, Not
Solutions. Region 6 Edmonton and Area Child and Youth; 2004.

Jirikowic T, Gelo J, Astley S. Children and youth with fetal alcohol spectrum disorders:
Summary of intervention recommendations after clinical diagnosis. Intellectual and
developmental disabilities 2010;48(5):330-44.

Boardman J, Grove B, Perkins R, Shepherd G. Work and employment for people with
psychiatric disabilities. The British Journal of Psychiatry 2003 Jun 1;182(6):467-8.

Phelps L, Grabowski JA. Fetal Alcohol Syndrome: Diagnostic features and
psychoeducational risk factors. School Psychology Quarterly 1992;7(2):112.



(53)

(54)

(55)

(56)

(57)

(58)

(59)

(60)

(61)

(62)

(63)

Rutman D, Berge CL, Wheway D. FAS/E Support Network of Adults Living with FAS/E:
Experiences and Support Issues in British Columbia. FAS/E Support Network of B.C.;
2002.

Bennett B. Life stages and transitions. Fetal Alcohol Spectrum Disorder (FASD): Across
the Lifespan 2009;132.

Thanh NX, Moffatt J, Jacobs P, Chuck AW, Jonsson E. Potential impacts of the Alberta
fetal alcohol spectrum disorder service networks on secondary disabilities: a cost-
benefit analysis. Journal of population therapeutics and clinical pharmacology/Journal
de la therapeutique des populations et de la pharamcologie clinique 2012;20(2):e193-
e200.

Brintnell ES, Bailey PG, Sawhney A, Kreftin L. Understanding FASD: Disability and social
supports for adult offenders. Fetal Alcohol Spectrum Disorder: Management and Policy
Perspectives of FASD 2010;399-409.

Whitley R, Harris M, Drake R. Safety and security in small-scale recovery housing for
people with severe mental illness: an inner-city case study. Psychiatric Services
2008;59(2):165-9.

Brown JD, Bednar LM. Challenges of Parenting Children with a Fetal Alcohol Spectrum
Disorder: A Concept Map. Journal of Family Social Work 2004 Nov 11;8(3):1-18.

Pelech W, Badry D, Daoust G. It takes a team: Improving placement stability among
children and youth with Fetal Alcohol Spectrum Disorder in care in Canada. Children and
Youth Services Review 2013 Jan;35(1):120-7.

Brown JD, Sigvaldason N, Bednar LM. Foster parent perceptions of placement needs for
children with a fetal alcohol spectrum disorder. Children and Youth Services Review
2005;27(3):309-27.

Paley B, O'Connor MJ, Frankel F, Marquardt R. Predictors of stress in parents of children
with fetal alcohol spectrum disorders. Journal of Developmental & Behavioral Pediatrics
2006;27(5):396-404.

Wilton G, Plane MB. The Family Empowerment Network: a service model to address the
needs of children and families affected by Fetal Alcohol Spectrum Disorders. Pediatric
nursing 2006;32(4).

Paley B, O'Connor MJ. Intervention for individuals with fetal alcohol spectrum disorders:
Treatment approaches and case management. Developmental Disabilities Research
Reviews 2009 Jan 1;15(3):258-67.

69



(64)

(65)

(66)

(67)

(68)

(69)

(70)

(71)

(72)

(73)

(74)

70

Whyte L. Towards a Provincial Strategy: Advancing Effective Respite Services in Fetal
Alcohol Spectrum Disorder (FASD). 2010. Ontario: Intervention and Support Working
Group, FASD ONE.

Kristen Lwin BSW, Schatia D, Black T. Fetal Alcohol Spectrum Disorder (FASD) Respite
Pilot Program: A collaboration. Ontario Association of Children's Aid Societies Journal
2011; 56(2):21-23.

Doig JL, McLennan JD, Urichuk L. Jumping through hoops: parents' experiences with
seeking respite care for children with special needs. Childcare, health and development
2009;35(2):234-42.

Sanders JL, Buck G. A long journey: Biological and non-biological parents' experiences
raising children with FASD. Journal of Population Therapeutics and Clinical
Pharmacology 2010;17(2):e308-e322.

Singer GHS, Ethridge BL, Aldana SI. Primary and secondary effects of parenting and
stress management interventions for parents of children with developmental
disabilities: A meta-analysis. Ment Retard Dev Disabil Res Rev 2007 Jan 1;13(4):357-69.

Hastings RP, Beck A. Practitioner Review: Stress intervention for parents of children with
intellectual disabilities. Journal of Child Psychology and Psychiatry 2004 Nov
1;45(8):1338-49.

Leenaars LS, Denys K, Henneveld D, Rasmussen C. The impact of fetal alcohol spectrum
disorders on families: evaluation of a family intervention program. Community mental
health journal 2012;48(4):431-5.

Shepard B, O'Neill LK. Intervention of Hope: Sustaining Caregivers of Children with FASD
through Therapeutic Psychoeducational Camps. Canadian Journal of Family and Youth
Le Journal Canadien de Famille et de la Jeunesse 2012;4(1):79-108.

Ylven R, Bjorck-Akesson E, Granlund M. Literature Review of Positive Functioning in
Families With Children With a Disability. Journal of Policy and Practice in Intellectual
Disabilities 2006 Dec 1;3(4):253-70.

Kim HW, Greenberg JS, Seltzer MM, Krauss MW. The role of coping in maintaining the
psychological well-being of mothers of adults with intellectual disability and mental
iliness. Journal of Intellectual Disability Research 2003;47(4/5):313-27.

Consensus Statement on Legal Issues of Fetal Alcohol Spectrum Disorder (FASD).
Edmonton, AB: Institute of Health Economics; 2013 Sep.



