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MOTIVES OF CAREGIVERS FOR CHILDREN WITH FASD

Abstract
The purpose of this study was to identify the motives of peer mentors to caregivers of children and
youth with Fetal Alcohol Spectrum Disorder (FASD). Ten mentors with lived experience raising a
dependent with FASD participated in in person or telephone interviews that included the focal
question: “Why do you want to be a peer mentor?”’” Responses were analyzed with a qualitative
content analysis procedure. Four themes emerged from the responses. Mentors wanted to provide
emotional support as a means of improving mentee wellbeing through therapeutic means and
relationship development. They wanted to share lived experience as a means of educating mentees
through the provision of personal knowledge, strategies, and skills. Mentors also chose to become
involved for personal or mutual benefit, including fulfilling a call to give back or for personal growth
and development. Finally, mentors participated to alter the perceptions and expectations held by
mentees regarding caring for a child with FASD. The themes were compared and contrasted with
existing literature.

Keywords: FASD, caregivers, youth, peer mentorship, mentors
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Lay Summary
Fetal Alcohol Spectrum Disorder (FASD) is a developmental disability characterized as a permanent
neurological disorder that can significantly impact an affected individual’s physical appearance,
learning, and behaviour as a result of maternal consumption of alcohol during pregnancy. Research
outlining the best practices in FASD intervention has identified providing caregivers with support as
a crucial element toward improving outcomes for the disorder, yet minimal research has explored the
most effective ways to support caregivers. Peer delivered models of support have resulted in positive
outcomes for caregivers. However, marginal research has examined the experience and motivations
of caregivers to seek social support. More specifically, no research has explored FASD caregiver
motivation to participate in mentorship. Therefore, the aim of this study is to explore the motives of
caregivers of FASD for participating in a mentorship program as peer mentors. The mentors were
interviewed using open ended questions to explore their motives for participation and responses were
grouped into four themes using qualitative content analysis. The themes included that mentors
wanted to provide emotional support as a means of improving mentee wellbeing through therapeutic
means and relationship development. They wanted to share lived experience as a means of educating
mentees through the provision of personal knowledge, strategies, and skills. Mentors also chose to
become involved for personal or mutual benefit, including fulfilling a call to give back or for
personal growth and development. Finally, mentors participated to alter the perceptions and
expectations held by mentees regarding caring for a child with FASD. The themes explored in this
study provide a first-hand account of the strengths, challenges, and needs identified by caregivers
with this lived experience. Moreover, by identifying motives for seeking social support,
professionals and policy makers can develop a deeper understanding of the experiences of caregivers

of FASD to more effectively support them and inform appropriate policies and practices.
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Chapter 1: Introduction

Fetal Alcohol Spectrum Disorder (FASD) is the leading cause of preventable developmental
disability in Canada (Stade et al., 2009) and internationally (Carpenter, 2011). FASD refers to a
spectrum of neurological conditions that significantly impact an affected individual’s physical
appearance, learning, and behaviour as a result of their mother’s consumption of alcohol during
pregnancy (Millar et al., 2017). A consistent caregiver and home life are known to prevent the
occurrence or severity of secondary disabilities such as mental health problems, school or work
issues, as well as justice system involvement. Caregivers face a variety of challenges to raising a
child who is alcohol-affected. The potential for social exclusion and isolation are very high. Peer
mentorship holds great promise as a means to provide caregivers with encouragement as well as
strategies and advice to help their child at home and in the community.

In this chapter, the profile of children with FASD is outlined, the evolution of the diagnostic
criteria for FASD is reviewed and benefits and drawbacks of diagnosis are explored. Moreover, the
prevalence of FASD is highlighted internationally, within Canada, and within special populations.
Finally, the cost of raising a child with FASD is outlined.

Children with FASD

As a result of their brain injury, children with FASD often behave and develop skills
differently than neurotypical children. Children with FASD experience challenges developing
adaptive skills, that limit their ability to function independently over the lifespan (Kable, Taddeo,
Strickland, Claire, & Coles, 2016). They also exhibit difficulties with self-regulation, impulse
control, and executive functioning skills which causes difficulty for individuals to engage in higher

order planning and organization (Connor, Sampson, Bookstein, Barr, & Streissguth, 2000).
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Diagnosis of FASD

FASD is an umbrella term for a varying spectrum of FASD diagnoses. Although the medical
and scientific community recognizes FASD as a clinical disorder, no internationally standardized
diagnostic tool exists (Brown, Bland, Jonsson, & Greenshaw, 2018). Numerous diagnostic criteria
and guidelines for FASD have been proposed and while most are similar for the severest form of
FASD, fetal alcohol syndrome (FAS), the guidelines remain inconsistent for less severe forms.

The Institute of Medicine (IOM) created the first diagnostic guidelines in 1996. According to
Stratton et al. (1996), the IOM identified four subtypes of FASD including: FAS, partial FAS
(pFAS), alcohol related neurodevelopmental disorder (ARND), and alcohol related birth defects
(ARBD). To meet the criteria for FAS, individuals must have presented with growth deficiency
below the 10% percentile, facial characteristics, and central nervous system damage. For pFAS
qualification, individuals must have presented with some but not all of the FAS symptoms.
Individuals with ARND presented with symptoms of CNS damage but do not exhibit facial
characteristics of FAS. Finally, individuals with ARBD presented with physical defects impacting
their heart, bone, kidney, vision, or hearing. The IOM guidelines were criticized for lacking the
proper diagnostic criteria and definition for ARND and ARBD, as well as potentially harming those
diagnosed with pFAS that do not have brain damage but are assumed to have CNS impairments
when given the pFAS diagnostic label.

A more precise diagnostic tool than the IOM, the 4-Digit Diagnostic Code also known as the
Washington Criteria, was created for improved accuracy in FASD diagnoses. According to Astley
(2004), the criteria assesses growth deficiency, the FAS facial phenotype, CNS damage, and prenatal

exposure to alcohol on a 4-point Likert scale. The 4-Digit Diagnostic Code has been criticized for
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being impractical in real-world application and failing to control for variations in diagnoses along the
FASD spectrum.

In order to address the limitations of the [OM and the 4-Digit Diagnostic Code, Hoyme et al.
(2005) operationalized the IOM subtypes for their application in clinical practice. The IOM revision
included diagnostic criteria for FAS with confirmed maternal alcohol exposure, FAS without
confirmed maternal alcohol exposure, pFAS with confirmed maternal alcohol exposure, pFAS
without confirmed maternal alcohol exposure, ARBD, and ARND. The revised criteria also included
greater clarification of the neurological and behavioural criteria for FAS, pFAS, and ARND, as well
as revisions for the ARBD diagnostic criteria.

In pursuance of an agreed upon Canadian standard for diagnosis, the Public Health Agency of
Canada’s National Advisory Committee on FASD combined IOM terminology and the 4-Digit
Diagnostic Code’s description, assessment, and measurement features. The resulting diagnostic
subtypes included Fetal Alcohol Syndrome (FAS), partial Fetal Alcohol Syndrome (pFAS), and
Alcohol-Related Neurodevelopmental Disorder (ARND) (Chudley et al., 2005). The update of these
guidelines by Cook et al., (2015) included the use of FASD as a diagnostic term. According to these
guidelines, individuals are diagnosed based on their display of facial features characteristic of FASD.
These include diagnoses of FASD with sentinel facial features and FASD without sentinel facial
features. Furthermore, a new category, at risk for neurodevelopmental disorder and FASD associated
with prenatal alcohol exposure, was created to include individuals with confirmed prenatal alcohol
exposure that do not meet the CNS impairment criteria but exhibit some indication of
neurodevelopmental disorder. Once a diagnosis is obtained, individuals with FASD and their

caregivers may experience benefits and drawbacks of their diagnosis.
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Benefits and Drawbacks of Diagnosis

Caregivers have expressed a number of benefits to receiving an accurate FASD diagnosis.
Birth mothers expressed relief after receiving the diagnosis and noted that the diagnosis helped to
make sense of their children’s problematic behaviour that was once believed to be a consequence of
poor parenting skills (Salmon, 2008). Sanders and Buck (2010) also concluded that both biological
and non-biological parents expressed feeling relief and validation by helping the parents to
understand their child’s challenges more clearly. These parents also noted that it is helpful for other
family members to be informed of the child’s diagnosis in order for others to understand the child’s
behaviour. Furthermore, obtaining a correct diagnosis of FASD meant that the child can begin to
receive appropriate supports in school, health, and family settings (Chamberlain et al., 2017).
Finally, by providing parents with the FASD diagnosis, parents may be more likely to avoid
consuming alcohol during pregnancy in the future to avoid future risk of FASD (Helgesson et al.,
2018).

Although a FASD diagnosis may be beneficial, there are also drawbacks. Most notably,
parents of children diagnosed have expressed feeling grief and guilt for their role in the etiology of
the disorder (Sanders & Buck, 2010). The diagnosis may also cause problems amongst family
members due to the belief that the child’s mother is to blame, as well as experiencing blame from
professionals (Mukherjee et al., 2013). Concern also exists that receiving an FASD diagnosis may
result in stigmatization and reduce an individual’s confidence and ability to achieve future goals
(Helgesson et al., 2018).

Prevalence of FASD
A global review of the prevalence rates of FASD among children and youth was conducted

by Lange et al. (2017). The researchers reported the global prevalence of FASD to be 7.7 of 1000
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births. The European region yielded the highest overall prevalence of 19.8 of 1000 births. Whereas
the Eastern Mediterranean region yielded the lowest prevalence of 0.1 of 1000 births. The
researchers also examined prevalence in special populations and reported that prevalence in these
populations was higher than the general population. Among the special populations, prevalence was
5.2 to 67.6 higher among children in care, 30.3 times higher among correctional populations, 23.7
times higher in low socioeconomic populations, and 18.5 times higher in psychiatric populations.

It is estimated that 1% of the Canadian population have met the criteria for a FASD diagnosis
(Millar et al., 2017). However, more recent Canadian research indicates that this may be an
underestimation, with rates of FASD ranging between 2% and 3% (Popova et al., 2018). The
prevalence rates in Canada are also higher in special populations. Specifically, northern communities
have prevalence rates 16 times higher than the general population (Popova, Lange, Probst, & Rehm,
2017). Similarly rates of FASD for children in care are 13.1 to 15.5 times higher than the general
Canadian population, with rates of 103.3 of 1000 in Alberta, 122.7 of 1000 in Manitoba, and 105.1 of
1000 in Ontario (Fuchs & Burnside, 2014). Moreover, it is estimated that 32.6 of 1000 foster
children in Ontario have FASD (Burge, 2007). Finally, prevalence rates are higher for youth
correctional populations, with rates of 116.8 of 1000 youth in juvenile detention in British Columbia
(Murphy et al., 2005).

Cost of FASD

According to their systemic review and analysis of the economic impact Greenmyer and
colleagues (2018) calculated, an annual per-person cost of care. The costs were estimated at $24,308
for adults with FASD and $22,810 for children with FASD. The mean cost per-person yearly ranged
from $3691 to 19,787 in Canada. The annual cost of care for FASD also exceeded other serious

conditions including autism by 26%, asthma by 87%, diabetes by 13%, and epilepsy by 56%.
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Summary

This chapter introduced Fetal Alcohol Spectrum Disorder (FASD) and the need for a stable
caregiver to improve outcomes of the disorder. The evolution of the diagnostic criteria for FASD
was reviewed, and the benefits and drawbacks of diagnosis outlined. Moreover, the prevalence of
FASD was presented, as was the cost of raising a child with FASD. Given the high prevalence of
FASD, costs associated with child rearing, and challenges associated with diagnosis, it is important
to understand how to most effectively support individuals with FASD and their caregivers to
improve outcomes. Community-based mentorship programs are an important source of support for
caregivers. Little is known about the motives of those who take on the mentor role. The purpose of
the present study is to explore the motives of FASD caregivers to participate in community support

programs.
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Chapter 2: Literature Review

Caregiver support is crucial to improving the lives of children and youth with FASD (Olsen,
Jirikowic, Kartin, & Astley, 2007). A stable home is as a protective factor for children (Streissguth,
1997). The odds of negative life outcomes decrease by two to four times with an early diagnosis and
consistent environment (Streissguth et al., 2004). Among caregivers, high parental stress and reduced
psychological well-being are associated with increased child behaviour problems (Neece, Green, &
Baker, 2012) as well as reduced effectiveness of therapeutic interventions for the child (Osborne et
al., 2008). Despite the importance of caregivers in creating positive outcomes for children with
FASD, caretakers are provided limited community support (Brown & Bednar, 2003; Clark, Minnes,
Lutke, & Ouellette-Kuntz, 2008; Naumann, Reynolds, McColl, & Smith, 2013).

In this chapter the status of caregivers as adoptive, biological, and foster parents is explored.
Similarities and differences between these groups are presented. Research on caregiver needs and
interventions to assist are outlined. Peer mentorship is explored, including benefits of peer
mentorship and a review of existing data on the experiences of peer mentors.

Status of Caregivers

Adoptive, biological, and foster parents of children with FASD experience a number of
similar difficulties associated with their caregiving roles. Each group has expressed feeling burdens
such as stress and isolation (Michaud & Temple, 2013; Whitehurst, 2012; Mukherjee et al., 2013),
the need to adapt parenting strategies to meet their child’s specific needs (Gardner, 2000; Ryan &
Ferguson, 2006; Sanders & Buck, 2010), and concern for their child’s future and successful lifelong
parenting (Chamberlain et al., 2017; Watson, Hayes, Coons, & Radford-Paz, 2013). Caregivers also
report the need to be an advocate for their child (Chamberlain et al., 2017; Mukherjee et al., 2013)

and respond to the lack of knowledge about FASD among many professionals with whom they come
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into contact. They also report feeling blamed for a child’s behaviour because of their presumed, “bad
parenting” (Coons, Watson, Schinke, & Yantzi, 2016; Ryan & Ferguson, 2006; Whitehurst, 2012).
Despite these similarities, custodial status also influences the unique experiences of each caregiver.

Adoptive Parents. By the time of diagnosis, approximately 70% of individuals with FASD
are no longer under the care of their birth parents (Astley, 2010). According to Habbick et al. (1996)
of 207 FASD cases examined in Saskatoon, Canada 18.4% of the children were adopted. In an
adoption study from Eastern Europe, half of the 71 children were diagnosed with FASD (Landgren,
Svensson, Stomland, & Andersson Gronlund, 2010).

The adoptive parents of children with disabilities experience a lack of adequate information
regarding their child’s medical condition prior to adoption. McGlone et al. (2002) provided 25 sets of
adoptive parents with a semi-structured interview exploring their experience of adopting a child with
special needs. The adoptive parents reported inadequate information about the child. They also
emphasized the need for agencies to conduct more thorough evaluations of children before
placement including the effects of prenatal substance exposure and severity of their condition.
Interviews with four adoptive parents of children with FASD pointed to the common experience of
insufficient information about their child’s diagnosis (Granitsas, 2004). They were also frustrated by
unanticipated challenges associated with raising a child with FASD.

Adoptive and biological parents differ on the type of stress they experience. Paley et al.
(2006) administered the Parenting Stress Index (PSI) to the parents of 100 children with prenatal
alcohol exposure in the United States. Of the parents, 71% were adoptive, 23% were biological, and
6% were foster parents. Adoptive and foster parents reported higher levels of child-related stress than
the biological parents. One possible explanation for these findings is that the adoptive parents may

not have been properly prepared for their child’s condition.
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Biological Parents. Many biological parents do not maintain custody of their children
(Astley, 2010). Streissguth et al. (2004) found that among over 400 individuals with FASD, only 1/5
of the group were raised by a biological parent. According to a review of characteristics associated
with having a child with FASD, birth mothers are most likely to be older, have low educational
attainment, a lower socioeconomic status, be unmarried, unemployed, have suboptimal nutrition, use
contraceptives less frequently, and have mental health related issues (Montag, 2016).

Biological mothers face unique challenges. Not only do they experience the daily stressors
associated with parenting a child with FASD, but they also feel responsible for the challenges their
children face. Unique to FASD biological parents is the guilt and shame associated with maternal
consumption of alcohol (Salmon 2008; Sanders & Buck, 2010). Guilt regarding the cause of their

child’s FAS was found to persist despite time since diagnosis and age of child (Zabotka, 2012).

Foster Parents. The estimated number of children in Canadian foster care with FASD
ranges from 2,225 to 7,620, indicating that 3% to 11% of children in foster care has FASD (Popova,
Lange, Burd, & Rehm, 2014). However, researchers note that this prevalence may be an
underestimate. Astley (2010) examined the profiles of 1,400 individuals with confirmed prenatal
alcohol exposure from the Washington State FASD electronic database. The true prevalence of
prenatal alcohol exposure in foster populations was between 15% and 48%, 15 to 47 times greater
than the FAS prevalence estimate often cited for the general United States population. Furthermore,
the children diagnosed with FAS were 28 times more likely to be placed in foster care and children
with pFAS were five times more likely to be placed in foster care. Stade et al. (2009) examined 250
families of children with FASD across Canada and concluded that foster parents headed 25% of the
families.

Similar to adoptive parents, foster parents are seldom made aware of the circumstances
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surrounding their child’s removal from their biological parents or informed about the possibility of
alcohol exposure (Spohr & Steinhausen, 2008). According to Sanders and Buck (2010), seven out of
eight foster and adoptive parents brought their child home without the knowledge that their child had

FASD.

Caregiver Needs

Caregivers of dependents with FASD have identified areas of need. These include coping
strategies, parenting skills and knowledge, stress management, and a solid support system. Such
needs may underlie community support seeking.

Coping Strategies. Because FASD is preventable, there is a considerable amount of blame
directed toward the etiology of the disorder (Corrigan et al., 2017). Caregivers have identified the
stigma attributed to them as difficult to cope with (Salmon 2008). Birth mothers feel particularly
responsible and many feel oppressed by others (Salmon, 2008). Additionally, caregivers may
struggle with the daily realities of caring for a child with FASD. According to Gardner (2000), foster
parents described difficulty coping with the need to provide consistency and worry about their
child’s future. Caregivers may also benefit from learning healthy coping strategies in response to
stress (Astley, Bailey, Talbot, & Clarren, 2000).

Parenting Skills and Knowledge. Caregivers have identified the need for information and
strategies. For some, such as foster parents, information about the child’s challenges is not available
or provided (Brown, Bednar, & Sigvaldson, 2005). Even when it is known that a child has FASD,
many caregivers feel unprepared. Some behaviours associated with FASD may be distressing
(Brown & Bednar, 2004). In particular, caregivers report that managing illegal behaviour, resulting

from poor judgment in choosing appropriate friends, was particularly distressing (Watson, Hayes,

10
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Coons, & Radford-Paz, 2013). Information and skills may promote confidence and better care as
well as ease the feeling of guilt over struggles encountered in caregiving (Weinner & Morse, 1994).
Stress Management. Parenting stress is high among caregivers of children with FASD (Hill
& Rose, 2009). Stress reported by caregivers of children with disabilities finds that relative to other
disabilities, such as autism spectrum disorder, caregivers of children with FASD experience greater
levels (Watson et al., 2013). Importantly, caring for an individual with FASD has been identified as
stressful regardless of the severity of the disorder (Paley, O’Connor, Frankel, & Marquardt, 2006).
Sources of stress for caregivers include community perceptions, blame directed at them, and
limited information and support for what works. In addition, the cost associated with FASD is a
contributing factor to the stress experienced by caregivers (Caley, Winkleman, & Mariano, 2009). It
is estimated that the annual cost associated with raising a single child with FASD is approximately
$21,000 (Stade et al., 2009). Finally, difficulty obtaining a diagnosis adds to the stress a caregiver
experiences (Caley et al., 2009; May et al., 2014). Between half and two-thirds of American
pediatricians who in a position to diagnose are not comfortable doing so (Gahagan et al., 2006).
Community Support. A support system is necessary for caregivers (Bailey 2007; Brown, et
al., 2005; Streissguth 1997). This support system should include those from education and health as
well as social services and justice, as appropriate (Brown & Bednar, 2003). Despite the clear need
for the support of professionals and systems, caregivers are provided relatively little assistance. For
example, a recent review of FASD programs in Eastern Ontario concluded that there is a lack of
professional services for FASD populations (Naumann et al., 2013). In a study of caregiver
perceptions of the community support and integration of adults living with FASD, caregivers
expressed low community integration of adults and noted that areas of high integration were due to

the caregiver’s efforts rather than community supports. (Clark et al., 2008). In order to inform and
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support caregivers, it is important to understand what interventions and resources have contributed to
improved outcomes.
Interventions that Benefit Caregivers

A variety of programs and services have been developed and implemented to support
caregivers of children with FASD. These are broadly grouped into categories of prevention and
social service. Prevention efforts center on the needs of birth families. Social service models are
strong in the areas of professional capacity building and advocacy as well as peer support and
mentoring.

Prevention Models. Limited research has assessed the experiences of parents with FASD
raising children (Rutman & Bibber, 2010) despite literature indicating that approximately half will
become parents (Lange, Shield, Rehm, & Popova, 2013). O’Malley (2014) asserted that FASD
interventions must be from a transgenerational perspective to break the cycle of FASD. One such
method is the incorporation of prevention models for adults at risk of substance use.

Parent Child Assistance Program (PCAP). The PCAP was developed in the USA in 1991 by
Ernst, Grant, Streissguth, and Sampson (1999) and has been reproduced in Canada since 1998. The
program involves intensive three-year case management aiming to prevent further births within
families with a history of alcohol or drug use. The case managers acting as mentors work with clients
to establish personalized goals of reducing or eliminating substance use through bimonthly meetings.
Further, case managers aim to empower the women to build and maintain healthy and independent
lives while also ensuring that their children are in stable homes. Most recently, PCAP’s have been
implemented and evaluated by Pei, Tremblay, Carlson, and Poth (2017). Using a participatory
approach, evaluators reported that participating clients expressed feeling strong relationships with

mentors and held high perceptions of their quality of support. Further, clients reported that mentors
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helped to build on their strengths and develop a more positive outlook. Regarding their addictions
and mental health, the women accessed health and addictions services, with some completing
addictions treatment. The women participating also had healthy births, regained custody of children,
and demonstrated an improvement in parenting practices.

Social Service Models. Three models that utilize social service frameworks are currently
employed in Canada. The frameworks outlined by Gibbs, Bagley, Badry, and Gollner (2018) involve
the developmental or brain-based framework, which informs interventions and understand FASD as
a complex disability that is not readily visible or evident. Further, the ecosystems framework
emphasizes the impacts of social disadvantage and marginalization arguing for interventions that
foster resilience while acknowledging systemic exclusion and trauma. Finally, the right-based
framework was developed from disability activism and stresses working toward equity, equality,
antidiscrimination, and social justice for those impacted by FASD. From these frameworks three
models intervention have been developed including the key worker model, communities of practice,
as well as advocacy and mentoring.

The Key Worker Model. The Canadian Key Worker model outlined by Rutman, Hubberstey,
and Hume (2011) was the first comprehensive evidence informed casework model for FASD. The
model is based in the ecosystem framework employing an empathetic and nonjudgmental approach
that is family centered. The model is further grounded in the developmental framework emphasizing
FASD as a brain-based disability requiring appropriate accommodations. The Key Worker provides
support, education, and intervention services to those impacted by FASD, as well as networking and
capacity building. The Key Worker has specialist training in FASD practice and provides FASD
consultancy and training to professionals in other services. In a review of the model, professionals

receiving consultancy from Key Workers cited an increase in their understanding of FASD as well as
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the ability to appropriately modify their practices. Further, the review demonstrated an improvement
in knowledge and services for families impacted by FASD (Rutman et al., 2011).

Communities of Practice. A Community of Practice (CoP) is a group in which common
interests, practices, or professions are shared (Lave & Wegner, 1991). Group members learn from
each other and develop personally and professionally through the process of sharing information and
experiences. According to Gibbs et al. (2018), the FASD CoP was created as an innovation in child
welfare practice in Alberta. The project initially focused on the unique needs to children with FASD
and included training for foster parents and caseworkers of FASD. The FASD CoP was identified as
instrumental in identifying and bridging practice gaps through advanced training and education.
Most recently, the FASD CoP has expanded to advanced FASD training through Workforce
Development in Human Services. This training involved courses for caseworkers and their
supervisors to assure consistency in knowledge regarding the needs of children with FASD. This
education has specifically emphasized FASD as a disability due to neurological damage in order to
shift negative perceptions of those with FASD. Furthermore, the training acknowledges the need to
adapt the environment based on the needs of the child (Gibbs et al., 2018).

Advocacy and Mentoring. The two aforementioned models incorporate advocacy but do not
highlight the importance of both advocacy and mentoring. The following models follow the rights-
based framework aimed at helping those impacted by FASD live successful lives and maintain
community connections (Good et al., 2017).

The Wellness, Resilience, and Partnership (WRaP) Scheme. According to Tremblay (2017)
the WRaP Scheme employs trained social workers as Success Coaches. The role of a Success Coach
includes providing supports for students with FASD and training teachers to increase their awareness

of FASD. They also engage in peer support whereby experienced success coaches act as mentors for
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less experienced coaches. The WRaP Scheme has successfully helped students with FASD complete
academic courses and increased staff and student awareness of FASD (Tremblay, 2017).

Coaching Families (CF). In the CF program, caregivers are paired with trained mentors that
play an educational role by supporting families in learning about FASD and facilitate the caregiver’s
integration of knowledge regarding their child’s abilities and disabilities. Mentors also support
caregivers through advocacy support and locating community resources. Qualifying mentors did not
have lived experience as a FASD caregiver but must have obtained two years of post-secondary
education and completed training required by the program. Among caregivers, there was a
significant decrease in needs and an increase in goal attainment from pre to post program. There was
also a significant decrease in caregiver stress and increases in overall satisfaction with the CF
program (Leenaars, Denys, Henneveld, & Rasmussen, 2012).

Parent-to-Parent Support Course. The parent-to-parent support course was a 7-week course
created based on the best practices in FASD support. The course aimed to assist caregivers to
develop greater resilience and strategies to help their families live successfully. Professionally
trained caregivers of children with FASD facilitated the two-hour weekly group over seven weeks.
The groups included talks, exercises, and case study discussions aimed at increasing knowledge of
FASD, increasing knowledge of successful strategies and interventions for families, and providing
an opportunity to develop peer-support relationships. Following an evaluation of the course,
caregivers identified the course’s strength to be the inclusion of trained caregivers as facilitators.
Furthermore, the caregivers acknowledged valuing the opportunity to connect with peers that

understood their lived experiences (Gibbs, 2018).
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Peer Mentorship

One form of community-based support involves participation in specialized peer mentorship
programs. While research has sought to establish the experience of caregiver mentees, minimal
research has examined the experience and motivations of caregivers serving as mentors. Moreover,
the experiences of FASD caregivers as peer mentorship positions are understudied. In this section,
literature on peer mentorship by caregivers of children with health challenges is presented.

Benefits of Peer Mentorship. Peers have been used to provide a range of services for
caregivers including information about illness and treatment, emotional support, advocacy, and
connecting with services (Hoagwood et al., 2010). A review of peer delivered models for caregivers
of children with health conditions indicated that the models resulted in reductions of caregiver stress,
a greater quality of life, and enhanced social support (Acri, Zhang, Adler, & Gopalan, 2017). Preyde
and Ardal (2003) evaluated the Parent Buddy Program, a peer mentorship program for parents of
children born prematurely in the neonatal ICU. Mothers in the intervention group were paired with
trained mentors who previously had a preterm infant in the NICU. The mentors provided support via
telephone communication. Participation reduced caregiver depression, state anxiety, and provided an
increase in social support.

In other work Sullivan-Boyai et al. (2004) examined the outcomes of a post diagnosis parent-
mentoring program for mothers of children newly diagnosed with Type 1 Diabetes. The parent
mentors previously raised young children with Type 1 Diabetes and were trained to provide support.
Support was provided via home visits and telephone communication over the course of six months.
The control group did not receive mentor support. Mothers received emotional support, practical

information, and reassurance. They also reported fewer concerns, greater confidence, identified
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greater resources, and held a less negative perception of the impact diabetes has on their families
compared participants who did not receive peer mentorship.

Experience of Peer Mentors. The experience of peer mentors has been marginally explored
in research. One theme that has emerged is the helper therapy principle, in which mentors gain a
number of benefits from helping others (Proudfoot et al., 2012). Mentors may experience an
improvement in communication skills, self-confidence, a greater sense of interpersonal competence,
an enriched sense of self and personal value, and personalized feedback from their work with others
(Mowbray et al., 1996; Skovholt, 1974). In addition, peer mentors may be motivated to help others
based on receiving minimal help themselves. Vandal et al. (2018) examined the experiences of eight
peer mentors participating in a nursing student peer mentorship program. The mentors participated in
a semi-structured interview and responses were examined through inductive thematic content
analysis. Researchers identified the theme, “doing what I wish someone had done for me,” as a
reason for becoming a peer mentor.
Purpose of the Current Study

To date, no research has examined the experience of caregivers as mentors, nor explored the
motives of caregiver peer mentors. The present study is an exploration of mentors’ motives. Mentors
in the study are involved in the FASD mentorship program. The program is a peer-mentorship based
program created to connect caregivers of individuals with FASD. The mentees entering the program
are paired with a trained peer mentor, with lived experience as a caregiver of someone diagnosed

with FASD.
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Chapter 3: Methodology

The topic of mentor motives was explored with a qualitative lens to advance understanding of
caregiver experiences with children who have FASD. This is an under-researched area in the peer
mentoring and FASD literature. Specifically, I was interested in the motives that mentors had for
becoming involved. In this chapter I begin with a statement about my own position within the
research as a member of the research team and graduate student with experience in the disabilities
field. The participants, questions and analyses performed follow.
Positionality

As the youngest of three siblings growing up in a white upper middle-class family, I reflect
on a childhood free of stressors and what I now have the fortune to reflect on as a childhood
abundant with privilege. Both of my parents began their careers as teachers and moved into the role
of principals. My parent’s extensive experience with children, and their ability to identify
developmental and academic challenges led to the start of my interest in developmental disability.

Early in my elementary school education, my parents noticed my challenges with anxiety in
the classroom and apparent difficulties with attention. They immediately advocated for assessments
that could help to identify my academic challenges and the ways I learn best. Following
psychological assessment, [ was provided with an Individualized Education Plan that I continued to
be accommodated by through my high school education. I remember being told that despite requiring
accommodation in certain areas, there were areas of strength that naturally develop to compensate
for difficulties. This notion caused me to become more reflective regarding societies perceptions of
the term, “disability,” and the lack of emphasis on the strengths that also develop alongside areas of
need. During this time, I also became more aware of the privilege I had experienced with parents in a

position to advocate for me and emphasized my strengths rather than weaknesses as the term,
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“disability” would imply. I became more motivated to pursue a career that would allow me to help
others that were not afforded the same privilege.

In order to increase my understanding of the strengths exhibited and challenges experienced
by vulnerable populations, I pursued university education studying Psychology. My degree allowed
me to learn from the experiences of those living in poverty, abuse and sexual assault survivors,
persons with disabilities, individuals with mental health challenges and persons experiencing suicide
crises. I engaged in volunteering as a childcare worker at a shelter for abused women, a crisis
outreach worker for individuals experiencing homelessness, a crisis line operator for abuse and
sexual assault survivors and began employment as a disability support worker. Working with diverse
populations afforded me opportunities to learn about the role of systemic and personal barriers that
affect the lives of those I have worked alongside, and the impact of privilege. Specifically, my
current employment as a disability support worker has required close contact with the parents of my
clients to ensure client goals and needs are being supported. Through my engagement with
individuals with developmental disabilities and their caregivers, I have gained a greater
understanding and interest in exploring the strengths, needs and challenges experienced by
caregivers.

Upon deciding to pursue the present research, I felt it was important to inform myself using
the available literature with an aim to support a high needs caregiving population. Given the high
prevalence of FASD, and lack of resources available for their caregivers, I felt it was imperative that
they receive greater research exposure that could improve supports. I had the opportunity to engage
for the present research in in-person interviews with the mentors entering the FASD mentorship

program.
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Prior to the interviews I had the opportunity to sit in on the mentor training sessions. These
sessions were typically done with the mentors individually, or at most with two mentors together
spanning approximately six hours. My observations in the mentor training sessions allowed me to
orient myself to the unique personality of each mentor and the lived experiences that brought them to
their role as mentors. Given the time required to dedicate to training, research participation, and
mentorship itself, it was evident that the mentors participating in the program were highly motivated
individuals with a desire to engage in prosocial behaviour. Many of the mentors explained that they
are known advocates in the community of FASD and are highly experienced and knowledgeable
regarding FASD. Several mentors held high status jobs in community agencies. The mentors
typically obtained their knowledge through their professional work, personal advocacy experiences,
and lived experiences as parents of now teenage and adult children with FASD.

Upon entering the interviews, I anticipated mentors to be fatigued and express anger toward
the system that has failed to support them. However, my views quickly shifted when I was met with
optimism and a genuine desire to make a positive impact in the lives of the mentees. It was evident
that based on the mentor’s lived experiences, professional work, and unpaid volunteerism that the
mentors had a wealth of knowledge to share in the area of FASD. The mentor’s extensive lived and
professional experiences appeared to lead them to a place of acceptance, whereby the notion of
changing their child with FASD was not an option. Rather, the mentors came to understand the need
to change their perceptions and parenting styles to meet the needs of their child.

Perhaps most impactful in the interviews was not the impressive resumes that mentors
brought to their roles, but the underlying desire to connect with mentees based on the universally
shared experiences of isolation and hopelessness that caregivers of FASD are often faced with. These

shared emotional experiences appeared to invoke the most impassioned responses from mentors as

20



MOTIVES OF CAREGIVERS FOR CHILDREN WITH FASD

they recalled the past and present barriers that have existed as caregivers of children with FASD.
Although these barriers were emotionally expressed, overwhelmingly caregivers shared hopeful
messages and felt their involvement could have a positive impact on the lives of their mentees.
Participants

This study explored the responses of 10 mentors, selected through purposive sampling. The
mentors selected for inclusion were over the age of 18, had lived experience as a caregiver of a
dependent with FASD, and were located in London Ontario. All of the participants identified as
Female, White, and ranged in age from 28-60 years old. Regarding caregiving status, seven mentors
identified as adoptive parents, one mentor identified as a foster parent, one mentor identified as a
birth parent, and one mentor identified as a grandparent. The mentors were recruited from the FASD
mentorship program and participated in the present study as a requirement of their completion of the
program. They graciously, in accordance with the approved university ethics protocol, allowed their
responses to be included in the present study.
The Mentorship Program

The participants obtained their role as mentors through a new peer mentorship program for
caregivers of FASD. Mentors participating in the program received approximately six hours of
mentorship training and were then connected with a mentee based on compatibility. The mentorship
relationships were six months in length, with an option to extend the mentorship if the mentor and
mentee desired to do so. The mentorship relationships were flexible and allowed the mentor and
mentee to determine the frequency and nature of their contact.
Questions

Prior to the onset of the FASD mentorship program, the mentors received group training for

their positions at a mutually agreed upon time. At this training session, participants were provided
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with the Letter of Information (see Appendix A) for the present study. After reading the Letter of
Information, participants were provided with written informed consent (see Appendix B).
Participants that signed the informed consent were asked to individually participate in a semi-
structured interview. Each participant met privately with the interviewer and were asked the open-
ended questions from the mentor motives questionnaire (see Appendix C) requiring verbal response.
This interview took approximately one hour per participant. Following the questioning, the
interviewer asked the participant if they have any questions about the interview.

If a mentor was unable to participate in the interview the day of the mentor training, the
mentor was contacted via telephone for an interview. Of the 10 mentors in this study, one mentor
was interviewed over the phone. In this case, the telephone script was read to the mentor (see
Appendix D). Once the participant chose to complete the interview via telephone, the interviewer
read the letter of information to the participant and offered to provide an email copy or a physical
copy. After reading the Letter of Information, the verbal informed consent was read (see Appendix
E). Once the verbal consent was obtained, the mentor was asked the open-ended questions from the
mentor motives questionnaire requiring verbal response. The telephone interview took approximately
one hour per participant. Following the telephone questioning, the mentor was asked if they have any
questions about the interview.

Data Analysis

The mentor responses were analyzed through qualitative content analysis in accordance with
Creswell’s (2003) procedures. This analysis procedure involved (1) arrangement of data into types,
(2) reading the data to acquire general meaning, (3) initial coding of data into chunks and labeling

into categories, (4) a detailed description regarding the people, places, and events, and creation of
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codes for use with a small number of categories, (5) discussion of themes, and (6) interpretation of

the data. I arranged, coded and thematically organized the results of interviews using Word.
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Chapter 4: Results

The interview responses of 10 mentors participating in the FASD mentorship program were
reviewed. A qualitative content analysis procedure (Creswell, 2003) was performed on the data.

Motives for mentor participation in the FASD mentorship program emerged in the form of
four themes. The first theme highlighted mentor motivation to provide emotional support as a means
of improving mentee wellbeing through therapeutic means and relationship development. The
second theme involved mentor motivation to participate by sharing lived experiences as a means of
educating mentees through the provision of personal knowledge, strategies, and skills. The third
theme illustrated mentor motivation to engage for personal or mutual benefit, including fulfilling a
call to give back, engaging in personal growth, and development. Lastly, the fourth theme
highlighted the mentor’s motivation to alter perceptions and expectations held by mentees.

Theme: To provide emotional support as a means of improving mentee wellbeing through
therapeutic means and relationship development.

This theme highlights providing emotional support to mentees as a motivating factor for
mentor participation in the FASD mentorship program. The emotional support is provided through
the mentor’s desire to instill hope in the lives of mentees, provide mentees with supportive listening,
be empathetic to mentee experience, encourage enjoyment, create a nonjudgmental relationship, help
mentees to process their feelings, and decrease mentee’s feelings of isolation.

Instilling hope. Mentors identified instilling hope in their mentees as motivation to become a
mentor. Mentors wanted to send positive messages to their mentees that could uplift them through
difficult times. Participant 001 explained that they wanted to share with their mentee that, “it get’s
better.” Participant 002 wanted to share a similar sentiment with their mentee that, “it is not

necessarily going to be easier, but it will get better,” and share that the future, “is not as scary as you
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think when first diagnosed.” Furthermore Participant 005 aimed to instill hope in their mentee as
they expressed the desire, “to give hope amidst the struggles.” Participant 005 further emphasized
wanting to help their mentee by instilling hope when they expressed the importance to, “not fall into
the feeling that my life is awful, not falling into the awful, but giving hope” to their mentee, and
sharing, “it is not hopeless, there can be good days.”

Listening. Mentors expressed a desire to emotionally support mentees by providing listening
to their mentee’s experience. For caregivers, listening provides a sense of understanding, connection,
and was identified as an important element to provide within the mentorship relationship. Participant
005 expressed the desire as a mentor to, “be a good listener,” for their mentee. Further, Participant
001 identified, “listening to my mentee,” and Participant 008 noted the need, “to be listening to my
mentee” as an important element of their mentorship.

Empathy. Mentors identified the importance of being empathetic to mentee experience.
Participant 006 identified providing, “empathy,” to their mentee as an important aspect of mentoring.
The mentors wanted their mentees to feel understood, Participant 002 wanted to be, “empathetic,”
with their mentee and share, “I know where you are, I get it.” Further Participant 011 expressed
wanting to be “empathetic, not out there saying it’s going to get better because it doesn’t always but
ask how are you doing or managing.”

Encourage enjoyment. Despite the challenges experienced by caregivers of children with
FASD, mentors were motivated to improve mentee wellbeing by encouraging enjoyment in the lives
of mentees in order to foster positive emotions. Participant 001 wanted to share with their mentee the
importance of having a, “sense of humour,” and that, “having fun is important.” Participant 004
wanted to share the importance of, “being relaxed,” given the many stressors faced by the caregivers.

Participant 005 wanted to help, “families find ways to have fun together and enjoy family life amidst

25



MOTIVES OF CAREGIVERS FOR CHILDREN WITH FASD

the challenges.” Similarly, Participant 007 wanted to foster this enjoyment by encouraging, “living in
the moment.”

Nonjudgmental support. Mentors identified a desire to provide mentees with
nonjudgmental support. Since mentors have similar lived experiences, they understand the
challenges faced by their mentee’s and the importance of addressing these experiences in a
nonjudgmental manner. Participant 004 emphasized the need to strive to engage their mentee with,
“no judgments, leave the judgments somewhere else even though we all have them.” Further,
Participant 007 noted that as a mentor, they want to be, “open minded to what the person is going
through,” rather than engaging in a close-minded and judgmental way. Participant 011 emphasized
the importance for mentors to use their lived experience to help mentees feel understood because
when they are, “talking to another parent with a child with FASD, they get it, you don’t have to feel
like there is judgment.”

Processing difficult emotions. Mentors understand and have experienced the difficult
emotions associated with being the caregiver of a child with FASD. Participant 004 identified grief
as a challenging emotion that they would like to help mentees process. Participant 006 said, “in the
early days I had extreme feelings of loss that our child may not be able to live a normal life.”
Participant 004 was motivated to help their mentee, “process through hopelessness and frustration
without guilt,” and noting that, “it is important for parents to express how they are feeling, and not
feel guilty for expressing that.” Similarly, Participant 008 wished to help alleviate the guilt and
shame often experienced by biological mothers by expressing that as a, “biological mom, letting
other moms know that it’s not their fault, taking away the shame.”

Decrease isolation. Based on their lived experiences, the mentors expressed feeling alone

and isolated throughout their time as caregivers. In order to prevent future caregivers from
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experiencing similar isolation, mentors expressed motivation to decrease isolation for their mentees.
Participant 006 echoed this sentiment by expressing, “I know how alone I felt in the trenches,” as a
caregiver. Further noting that, “it is not fair that parents have to battle through by themselves.”
Similarly, Participant 002 wanted to decrease mentee isolation as a mentor by providing, “someone
that walks the journey with you.” Participant 008 also expressed the desire to “help others know they
are not alone, there are people that have been there”, while Participant 010 aimed to decrease
isolation because, “in the very beginning I was all alone I want to help others and do for others what
I didn’t have.”

Theme: To share lived experience as a means of educating mentees through the provision of
personal knowledge, strategies, and skills.

This theme highlights the sharing of lived experiences as a means of educating mentees to be
a motivating factor for mentor participation in the FASD mentorship program. The education is
provided through the mentor’s desire to utilize their wisdom to educate mentees, share sharing
strategies and information, and specific lived experience that may help others in similar
circumstances.

Wisdom. Mentors with extensive lived experience as caregivers of FASD have a wealth of
knowledge associated with navigating their lives in the caregiving role. Mentors expressed a desire
to share their wisdom as a means of educating mentees. Participant 004 discussed their aim to
educate mentees by, “sharing knowledge I have through my lived experience.” Participant 001
explained that their longevity and experience as caregivers has made them important sources of
knowledge for other caregivers. They noted that, “in the community of FASD, people come to me
for advice.” According to Participant 010, longevity and extensive experience also motivated their

decision to become a mentor. Participant 010 said that they want to be a mentor because of,
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“everyday life with my son, having so many years of raising him,” has provided insight and
knowledge that can be passed on to mentees. Furthermore Participant 006 expressed a desire to share
their extensive experience in order to educate mentees noting that, “I have years of parenting and
grand parenting experience,” and having been a, “foster parent to over 200 children.” Similarly,
Participant 009 was motivated to become a mentor in expressing that, “I’ve experienced just about
everything,” and therefore can share these experiences so that others can learn from them.
Information sharing. Mentors identified the need to educate mentees through the provision
of information sharing, including resources and strategies, to be an important component of their role
as mentors. Participant 004 expressed a desire to “support through sharing experiential information,”
and, “offer beneficial insights,” noting that the, “sharing of information is important,” for mentees.
Participant 001 also acknowledged the importance of sharing information, specifically aimed to,
“help mentees to problem solve,” given the ongoing challenges they experience. The need to provide
resources was also identified as a motivating factor for mentors to educate mentees. Participant 005
expressed a desire to provide, “tools, give ideas, and resources,” to their mentee. While Participant
006 sought to engage in “information sharing, providing what is out there, where they can find
things, providing resources,” to help educate mentees to navigate everyday experiences. Participant
006 also expressed that simply listening to their mentee is not enough because, “discussing and
hearing others experience is one thing, but that can only go so far, they need other resources,”
indicating that as a mentor they aim to provide these additional resources. Participant 008 expressed
the need as mentors, “to give ideas or resources,” but also ensure that mentees are getting appropriate
strategies because, “everyone gives me sticker charts and that works for conventional parenting, not
these kids.” Given their experience parenting using unconventional methods, mentors can educate

their mentees to adopt these strategies.
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Theme: Mentoring for personal or mutual benefit, including fulfilling a call to give back or for
personal growth and development.

This theme highlights the participant’s motivation to engage as mentors in the FASD
mentorship program for personal or mutual benefit. This includes being motivated to give back to their
caregiving communities and fulfilling a duty or call to action. Mentors were also motivated to
participate as a means of personal enjoyment, or for personal development purposes.

Giving back. Mentors identified a personal call to give back as a motive for their
participation in the program. Given the lack of resources available to caregivers of FASD in the
community, caregivers have created their own networks of support for one another. The mentors
expressed a desire to fulfill this personal duty by giving back in the form of mentorship. Participant
001 cited that, “others have helped me,” and, “to give back,” to their community as a motivating
factor for participation. Participant 010 similarly said they wanted to become a mentor because, “it is
important to give back.” Participant 005 expressed gratitude for having mentors in the past, and
explained that this experience has called them to become mentors themselves noting, “adults who
live with FASD have mentored me and given me feedback, they have been mentors for our family,”
and felt they could similarly give back to others based on the support they were given. Participant
011 cited an example of past mentorship that motivated them to give back, sharing the experience
when their daughter was diagnosed with FASD saying, “I didn’t find out until my daughter was nine,
when I found out, I had a mentor to help me into the shift, what to read, and what to go on.” While
Participant 004 spoke to a duty felt to give back saying, “we don’t know what we have to offer that
may or may not be beneficial to them, so we need to share.” The personal need to give back was also

expressed by Participant 007 who stated that mentoring, “is a duty you have in the position I am in.”
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Mutual enrichment. In addition to the mentors giving back to their communities through the
sharing of information from others with lived FASD experience, mentors expressed their motivation
to participate in the program for mutual enrichment. Participant 004 echoed this sentiment saying,
“we have to learn from each other,” highlighting their desire to engage in a mutually beneficial
learning experience with their mentee. Further, Participant 008 noted in reference to the mentorship
relationship that mentors must, “have an openness to learn from them and never stop learning.”
Highlighting that the mentorship relationship is not just beneficial for mentee growth, but also for the
mentor.

Personal development. The mentor’s desire to benefit from program participation was
highlighted through their responses. Mentors emphasized personal enjoyment, learning, goals, and
growth as reasons for participation. While discussing their past experience as a mentor, Participant
002 noted that they, “enjoyed this experience,” of being a mentor in the past and this personal
enjoyment was a motivating factor to continue seeking mentorship opportunities. Participant 005
referred to mentorship as a means of staying focused to achieve goals noting that they became a
mentor to, “keep on track, mentoring keeps me focused on my goals.” Mentors also cited motivation
to become a better person through mentoring. Participant 009 expressed that mentoring, “is helpful
for me to learn to be a better person,” and through, “meeting people you become a better person.”
Participant 008 similarly spoke of the desire to mentor for personal development stating that they
were mentoring, “for my own learning.” They also spoke to their personal experience as a mentor in
the past being a rewarding experience noting that, “I was a mentor for Children’s Aid Society for
young moms and helped a couple moms not lose their kids,” and similarly would like to continue to

engage in rewarding mentoring experiences.
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Theme: To alter perceptions and expectations held by mentees regarding caring for a child
with FASD.

This theme highlights the mentor’s motivation to participate in the program in order to alter
mentee expectations and modify their parenting approaches. Mentors emphasize the importance of
changing expectations held by mentees that have been imposed by society.

Changing expectations. Since children with FASD learn and develop differently than
typically developing children, often they do not meet social expectations for development and
behaviour. Mentors aimed to challenge these expectations as they expressed the desire to help
mentees ignore and let go of personal and societal expectations for their children. Further, mentors
aimed to encourage mentees to reframe expectations to be more realistic. Mentors emphasized
passing on the message to ignore these expectations. Participant 007 supported this notion and
expressed motivation to be a mentor in order to tell mentees to focus on, “letting go of your
expectations.” Further, Participant 006 wanted to share that, “if we strip away expectations of what a
typical child would do, they are simply a child and a human.” They also expressed that their daughter
is, “in this big girl’s body now, and people expect so much more from her, but you have to ignore
this.” Furthermore, mentors expressed a desire to encourage mentees to have realistic expectations
for their children. Participant 009 aimed to tell parents to, “watch that your expectations aren’t too
high, you can’t push them beyond their limitations.” While Participant 011 shared that mentees,
“must have realistic expectations,” and specifically regarding education mentioned that through,
“dealing with the school I learned to have realistic expectations for everyone involved.”

Modifying parenting. Mentors expressed a desire to assist in modifying the mentee’s
parenting approaches. Participants emphasized the importance of recognizing that children with

FASD require an unconventional approach to parenting that must take the child’s brain injury into
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account. Participant 004 expressed that the, “parent has to be the one to make modifications to meet
the child’s needs, there is no other option.” While Participant 010 aimed to teach mentees, “how to
look through a different lens,” at their child so that they can adapt their parenting styles
appropriately.

Similarly, Participant 009 echoed the need to make a parenting shift because, “not all
traditional methods work,” when parenting a child with FASD. According to Participant 001 this
shift involved sharing with mentees the importance of the neurodevelopmental model, which takes
into account the impact of the brain injury on their child’s behaviour. Participant 001 wanted to share
the neurodevelopmental model with their mentee because they expressed, “I believe the
neurodevelopmental way of parenting is better than the other way.” Participant 011 also wanted to
share the idea of, “always think brain, there is no such thing as bad kids, when you make that shift
you realize that FASD is a brain injury, and you can understand what they are going through.”
Mentors further sought to modify parenting approaches by emphasizing the notion that mentees
should not take their child’s behaviours personally. Participant 005 wanted to share their personal
theme with their mentee called, “QTIP, quit taking it personally.” Further expressing that kids with
FASD, “don’t hold onto negative feelings so why should we?”” Moreover, Participant 011 wanted to
share with their mentee, “don’t take it personally, it’s their brain, always their brain, when you start
understanding brain skills, and that our kids don’t have executive functioning skills, you become so
much more empathetic to your child” rather than approaching the behaviours exhibited by their child
in a punitive way.

Summary of Findings
The motives for mentor participation in the FASD mentorship program emerged in the form

of four themes. The first theme highlighted mentor motivation to provide emotional support as a
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means of improving mentee wellbeing through therapeutic means and relationship development.
This included: listening, empathy, encouraging enjoyment, providing nonjudgmental support,
processing difficult emotions, and decreasing isolation. The second theme involved mentor
motivation to participate by sharing lived experiences as a means of educating mentees through the
provision of personal knowledge, strategies, and skills. This included: sharing wisdom and
information sharing. The third theme illustrated mentor motivation to engage for personal or mutual
benefit. This included: giving back, mutual enrichment, and personal development. Lastly, the fourth
theme highlighted the mentor’s motivation to alter perceptions and expectations held by mentees.

This included: changing expectations and modifying parenting.
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Chapter 5: Discussion

Given that FASD is the leading cause of developmental disability in Canada (Stade et al.,
2009), and that a caregiver’s environment protects against negative life outcomes (Streissguth 1997;
Streissguth et al., 2004), it is crucial to explore the most beneficial ways to support caregivers of
FASD. The motives identified by caregivers for seeking social support have not been explicitly
explored in previous research. The findings also provide a first-hand account of the strengths,
challenges, and needs identified by caretakers with this lived experience. Furthermore, a greater
focus of caregiver experience in research may continue to legitimize caregivers as important voices
alongside professionals in their child’s treatment. By identifying motives for seeking social support,
professionals and policy makers can develop a deeper understanding of an FASD caregiver’s
experience to more effectively support the caregivers. Finally, a greater understanding of caregiver
motives can inform policies and practices aimed at effectively improving life outcomes for both
caretakers and those with FASD.
Summary of Themes

The purpose of this study was to identify the motives for caregivers of children with FASD to
participate as mentors in the FASD mentorship program. Participants were interviewed and asked:
“Why do you want to be a peer mentor?” Followed by probing questions: “Have you had personal
mentorship experience? Do you have life experiences that will help others? What are the most
important things about mentoring? What have you learned as caregiver that you want to pass along
to others?" Responses to the interview questions were explored through qualitative content analysis
in accordance with Creswell’s (2003) procedures.

In response to the interview questions, four themes emerged. The first theme was:

participating in the program to provide emotional support as a means of improving mentee wellbeing
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through therapeutic means and relationship development. The second theme was: participating in the
program to share lived experience as a means of educating mentees through the provision of personal
knowledge, strategies, and skills. The third theme was: mentoring for personal or mutual benefit,
including fulfilling a call to give back or for personal growth and development. The fourth theme
was: participating to alter the perceptions and expectations held by mentees regarding caring for a
child with FASD.

The purpose of the discussion chapter is to compare and contrast the themes that have
emerged in this study with evidence from the literature. This will allow for the interpretation of the
findings in this study, in light of what has already been found in previous research exploring
caregivers of FASD. By comparing this study’s results with previous literature, consistencies can be
used as supporting evidence for the importance of themes identified. Moreover, new insights and
inconsistencies may warrant further discussion and exploration in future research.

Summary of the Literature

Research outlining the best practices in FASD intervention has identified providing
caregivers with support as a crucial element toward improving outcomes for the disorder (Olsen,
Jirikowic, Kartin, & Astley, 2007). Caregivers of children with FASD experience challenges
associated with their caregiving roles and have unique needs. Most notably, caregivers may benefit
from coping strategies (Astley et al., 2000; Corrigan et al., 2017; Gardner, 2000; Salmon, 2008),
parenting skills and knowledge (Brown et al., 2005; Michaud & Temple, 2013), strategies for stress
management (Brown & Bednar, 2004; Hill & Rose, 2009; Paley et al., 2006; Watson et al., 2013),
and greater community support (Bailey 2007; Brown et al., 2005; Streissguth 1997). Historically,
interventions for caregivers of FASD have been focused on prevention (Ernst et al., 1999; Pei et al.,

2017) and through a developmental or a brain-based lens (Gibbs et al., 2018; Hubberstey & Hume,
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2011). One type of intervention for caregivers includes peer-mentorship programs, which have
helped caregivers to gain greater support, information, and a greater quality of life (Acri et al., 2017;
Hoagwood et al., 2010). The experience or motivations for caregivers of children with FASD to
become peer mentors has not been explored in previous research.

Theme: To provide emotional support as a means of improving mentee wellbeing through
therapeutic means and relationship development.

This theme highlights providing emotional support to mentees as a motivating factor for
mentor participation in the FASD mentorship program. The emotional support is provided through
the mentor’s desire to instill hope in the lives of mentees, provide mentees with supportive listening,
provide empathy, encourage enjoyment, have a nonjudgmental relationship, assist mentees to
process their feelings, and decrease mentee isolation.

Within this theme several components were consistent with previous literature including:
providing nonjudgmental support, processing difficult emotions, and decreasing isolation. Previous
research is consistent with the desire to provide nonjudgmental support given the disclosures by
caregivers in the past who have shared experiencing stigma, shame, and feeling blamed (Salmon,
2008; Sanders & Buck, 2010; Zabotka, 2012). Further, the need to process difficult emotions is
consistent with previous literature regarding caregiver experience of guilt (Zabotka, 2012) shame
(Salmon, 2008), frustration (Gransitas, 2004), and fear (Gardner, 2000). Moreover, the motive of
decreasing isolation was also consistent with previous literature citing the lack of support caregivers
of FASD experience that contributes to their isolation (Naumann et al., 2013).

Additional components within this theme were not explicitly mentioned in previous research
including instilling hope, listening, empathy, and encouraging enjoyment. Previous literature does

address the unique challenges that caregivers of FASD experience including greater stress (Watson
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et al., 2013), less support (Naumann et al., 2013), and stigmatization (Salmon, 2008). It is possible
that based on these challenges, caregivers may benefit from the emotional support that the additional
components seek to provide. Also notable is the absence of encouraging enjoyment from the
literature. Previous research focuses heavily on a deficit-based approach to FASD, and little research
explores positive experiences associated with being a caregiver of a child with FASD.

Instilling hope. Mentors identified instilling hope in their mentees as motivation to become a
mentor. Instilling hope has not been explicitly mentioned as a need for caregivers of FASD in
previous research. Previous literature has indicated that caregivers of FASD have concerns for their
child’s future and their ability to successfully parent (Michaud & Temple, 2013; Mukherjee et al.,
2013; Whitehurst, 2012). It is possible that these concerns and self-doubt may cause caregivers to
lose hope in anticipating a positive future for their child and themselves. Further, previous literature
on caregivers of FASD focuses heavily on the negative experiences of caregivers. Research
highlights greater stress (Watson et al., 2013) and a lack of support (Naumann et al., 2013) amongst
caregivers of FASD. With greater stress and a lack of support, caregivers of FASD may feel
hopelessness or lose hope overtime.

Listening. Mentors expressed a desire to emotionally support mentees by listening to their
experiences and allowing them to feel heard. Listening has not been explicitly mentioned in the
literature as a need for caregivers. In previous research, caregivers of FASD have expressed feeling
judged or stigmatized (Salmon, 2008) largely due to the etiology of FASD. It is probable that
caregivers, who are stigmatized and judged, are left feeling isolated and alone and have felt deterred
from sharing their stories. Providing support in the form of listening may allow caregivers an

opportunity to share their experiences.
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Empathy. Mentors identified the importance of being empathetic to their mentee’s
experience. The need to experience empathy has not been explored in previous research for
caregivers of FASD. The motivation to provide empathy and help mentees feel understood is
consistent with previous literature that highlights the unique challenges that caregivers of FASD
experience as compared to caregivers of other developmental disabilities. According to Watson et al.
(2013) caregivers of FASD experience significantly more stress than caregivers of ASD. Moreover,
medical professionals are less confident to diagnose and treat FASD (Gahagan et al., 2006), limited
community support exists for caregivers of FASD and their children (Naumann et al., 2013), and this
caregiving population experiences considerable stigma associated with the FASD label (Corrigan et
al., 2017). Given these unique challenges faced by caregivers of FASD that other caregiving
populations may not be able to relate to, it is understandable that mentors have highlighted the need
to help their mentee’s feel understood through the provision of empathy.

Encourage enjoyment. Mentors expressed motivation to improve mentee wellbeing through
encouraging enjoyment by invoking humour, having fun, being relaxed, and enjoying time spent
together. Although limited research in the area of FASD caregivers in mentoring exists, one study
highlighted that participation in peer mentoring for caregivers of premature babies improved
experiences of depression, anxiety, and increased social support (Preyde & Ardal, 2003). Limited
research has sought to identify positive themes associated with being the caregiver of a child with
FASD. One study of adoptive parents of FASD by Granitsas (2004) highlighted the positive themes
of feeling pride in their children’s accomplishments and feeling devoted to their children. Further, in
one peer mentorship study of caregivers of children with Type 1 Diabetes, participation in the
mentorship program resulted in a less negative perception of the impact of the disease on their

families (Sullivan-Boyai et al., 2004).
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Nonjudgmental support. Mentors identified a desire to provide mentees with
nonjudgmental support. Helping mentees to feel supported without judgment is consistent with
previous literature that has highlighted caregiver experiences of feeling stigmatized, judged, and
shamed. Most notably birth mothers experience shame given that maternal consumption of alcohol is
the direct cause of FASD (Salmon, 2008; Sanders & Buck, 2010). Further, previous literature has
shown that the guilt experienced by birth mothers of FASD is ongoing regardless of the child’s age
or length of time since diagnosis (Zabotka, 2012). Caregivers of FASD have also expressed feeling
blamed for “bad parenting” due to the behaviours of their children (Whitehurst, 2012). Given the
judgment that caregivers of FASD have expressed experiencing in previous literature, the mentor’s
desire to provide nonjudgmental support to their mentees is consistent with findings in previous
literature.

Processing difficult emotions. Mentors identified a desire to help mentee’s process difficult
emotions including grief, frustration, guilt, and shame. In previous literature, caregivers of FASD
have expressed experiencing challenging emotions consistent with the findings in this study. As
previously discussed, guilt and shame experienced by birth mothers has been highlighted in previous
literature (Salmon; 2008; Sanders & Buck, 2010; Zabotka, 2012). Caregivers of FASD have also
expressed feeling guilt at being unable to meet the unique needs of their children (Michaud &
Temple, 2013). In addition to guilt and shame, in an interview of adoptive parents of FASD, the
theme of feeling frustrated given the challenges associated with raising a child with FASD was
highlighted (Granitsas, 2004). Further, in a study of foster parents, the caregivers expressed difficulty
coping and experiencing fear for the future caring for their child with FASD (Gardner, 2000).

Decrease isolation. Mentors expressed motivation to participate in the program to decrease

isolation for their mentees. Participants specifically cited their experiences of isolation as motivation
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to help others avoid feeling the way they did. This is consistent with previous peer mentorship
literature that found, “doing what I wish someone had done for me,” as a reason for becoming a
mentor (Vandal et al., 2018). The mentor’s desire to decrease isolation is also consistent with
literature that highlights the need for greater support of caregivers of FASD. Research has
demonstrated that having a support system is beneficial for caregivers of FASD (Bailey, 2007;
Brown et al., 2005; Streissguth, 1997) and specifically peer delivered models for caregivers have
resulted in greater emotional support (Acri et al., 2017; Hoagwood et al., 2010). However, a lack of
community and professional services exist (Naumann et al., 2013). The lack of community support
available in combination with the judgment and stigma caregivers experience, may contribute to
their experience of isolation.

Theme: To share lived experience as a means of educating mentees through the provision of
personal knowledge, strategies, and skills.

This theme highlights the desire of mentors to share their lived experiences as a means of
educating mentees. The education is provided through the provision of the mentor’s wisdom based
on their extensive experience with FASD. Moreover, mentors aimed to share strategies and
information that may help mentee’s in their caregiving roles.

Within this theme, the component of information sharing was consistent with previous
literature. Research has established that caregivers of FASD feel they lack adequate knowledge
(Gransitas, 2004), and feel that professionals are also lacking adequate knowledge (Coons et al.,
2016). In contrast, the component within this theme of wisdom has not been mentioned previously in
research.

Wisdom. Mentors with extensive lived experience in the area of FASD expressed a desire to

share their wisdom as a means of educating mentees. The provision of wisdom to help caregivers of
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FASD has not been mentioned in previous research. The mentors that citied a desire to provide
wisdom shared that this wisdom has been obtained through many years raising their children. The
mentors did not mention wisdom gathered from the assistance of outside agencies, rather, the
wisdom came from their experience parenting. This notion is consistent with previous literature
whereby caregivers note that professionals lack knowledge regarding FASD (Coons et al., 2016;
Gahagan et al., 2006). Given that professionals lack this adequate knowledge, caregivers are forced
to learn through their years of experience and thus develop wisdom regarding caregiving and FASD.

Information sharing. Mentors identified the need to educate mentees through information
sharing, including resources and strategies, as an important component of their role as mentors. The
provision of accurate information has been identified as a need in previous literature. Caregivers of
FASD have expressed needing to adapt parenting strategies to meet their child’s unique needs but do
not feel they have the adequate information to do so (Sanders & Buck, 2010). In addition to these
challenges, parents that seek assistance from professionals have shared that the professionals lack
adequate knowledge to provide proper information (Coons et al., 2016). Moreover, in the case of
adoption, adoptive parents expressed having insufficient information about their child’s diagnosis
(Granitsas, 2004; McGlone et al., 2002). Peer mentorship programs in the past have successfully
assisted to facilitate practical information sharing (Sullivan-Boyai et al., 2004) and information about
illness and treatment (Hoagwood et al., 2000).
Theme: Mentoring for personal or mutual benefit, including fulfilling a call to give back or for
personal growth and development.

This theme highlights the participant’s motivation to obtain roles as mentors in the FASD
mentorship program for personal or mutual benefit. This includes being motivated to give back to other

caregivers facing challenges and fulfilling a duty or call to action to help others. Mentors were also
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motivated to participate as a means of personal enjoyment or engaging in the program for personal
development.

Within this theme, participation to give back and for mutual enrichment has not been
mentioned in previous literature. However, both themes are consistent with research that highlights
the lack of support and information caregivers receive (Brown & Bednar, 2003; Clark et al., 2008;
Naumann et al., 2013). Such a lack of support may cause caregivers to obtain information from other
caregivers and thus have a desire to give back this community as well as continue to learn from them.
Further, personal enjoyment was consistent with previous literature that mentors gain a number of
benefits from helping others (Proudfoot et al., 2012).

Giving back. Mentors identified a personal call to give back as a motive for their
participation in the program. Giving back through mentorship has not been discussed in previous
research. However, given the lack of resources available to caregivers of FASD in the community, it
was evident through participant responses that mentors received support and information from other
caregivers. The notion that there is little community support available has been supported in the
literature (Brown & Bednar, 2003; Clark et al., 2008; Naumann et al., 2013). It is probable that such
a lack of support has forced caregivers to create their own support networks and learn from other
caregivers. Further, several mentors spoke to a duty they felt to give back. It is also logical that given
the lack of resources available, mentors feel a duty to share the information that they have in order to
provide support to caregivers that otherwise may not get support through community agencies. Their
willingness to participant in this research also speaks to the desire to give back to their communities
by furthering research in this area.

Mutual enrichment. In addition to the mentors giving back to their communities by sharing

information from others with lived FASD experience, mentors expressed their motivation to
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participate in the program for mutual enrichment. The motivation to participate for mutual
enrichment has not been explored in previous literature. However, as previously mentioned, given
the lack of community resources and information available to caregivers of FASD (Brown & Bednar,
2003; Clark et al., 2008; Naumann et al., 2013), it is probable that mentors are participating to
further their own learning as well as their mentee. Furthermore, research has highlighted that parents
believe raising a child with FASD does not fit conventional parenting techniques (Michaud &
Temple, 2013), and as a result there is a need to adapt parenting strategies to meet their child’s
specific needs (Gardner, 2000; Ryan & Ferguson, 2006; Sanders & Buck, 2010). Given the unique
parenting challenges experienced by caregivers of FASD, it is logical that mentors have not fully
resolved daily parenting challenges. Therefore, mentors may have insights to share but may also still
benefit from ongoing learning as they navigate new challenges while their children grow and change.
Personal development. Several mentors cited participating in the program for the purpose
of personal development. Specifically, mentors acknowledged participating for personal enjoyment,
learning, goals, and growth. Personal development has not been mentioned in previous research
pertaining to caregivers of FASD but has been citied in previous literature regarding motivations to
participate in peer mentoring. Specifically, Proudfoot et al. (2012) identified the helper therapy
principle, in which mentors gain benefits from helping others. Mentors may experience
improvements in communication skills, self-confidence, interpersonal competence, an enriched sense
of self and personal value, and receive personalized feedback through with others (Mowbray et al.,
1996; Skovholt, 1974).
Theme: To alter perceptions and expectations held by mentees regarding caring for a child

with FASD.
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This theme highlights the mentor’s motivation to participate in the program in order to alter
mentee expectations and modify parenting approaches. Mentors note the importance of shifting
expectations held by mentees that have been influenced by societal pressures.

Within this theme, the desire to change expectations and need to modify parenting is
consistent with previous literature that highlights the need to adapt parenting strategies as parenting a
child with FASD does not fit conventional parenting techniques (Gardner, 2000; Michaud & Temple,
2013; Ryan & Ferguson, 2006; Sanders & Buck, 2010).

Changing expectations. Since children with FASD learn and develop differently than
typically developing children, often they do not meet social expectations for development and
behaviour. Mentors expressed the desire to help mentees ignore and let go of personal and societal
expectations for their children. The need to change or let go of expectations has been mentioned in
previous literature as it pertains to the need to adapt parenting strategies to meet the unique needs of
a child with FASD (Sanders & Buck, 2010). Moreover, in previous research, caregivers have
expressed feeling blamed for their children’s behaviour (Whitehurst, 2012). It is possible that feeling
blamed as a bad parent for the behaviour of their child would cause caregivers to internalize these
feelings and believe that their parenting is inadequate. It is understandable then, that mentors would
seek to dispel the expectations that cause caregivers to feel as though they are failing or inadequate
as parents.

Modifying parenting. Mentors expressed a desire to participate in the FASD mentorship
program in order to modify approaches to parenting children with FASD. These modifications
largely involved using a brain-based approach to parenting and that recognizing that their child’s
behaviour stems from a brain injury. The call to modify parenting is consistent with previous

literature that highlights the need to adapt parenting strategies to meet their child’s specific needs
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(Gardner, 2000; Ryan & Ferguson, 2006; Sanders & Buck, 2010). Further, parents have shared that
raising a child with FASD does not fit conventional parenting techniques (Michaud & Temple,
2013). Despite the acknowledgment that conventional parenting must be modified, little research has
examined what modifications are most appropriate and effective. Moreover, no research has
explored modifying parenting with a specific brain-based focus as the mentors in this study called
for.

Discussion Summary

In response to the question: “Why do you want to be a peer mentor?” four themes emerged.
The first theme highlighted mentor motivation to provide emotional support as a means of improving
mentee wellbeing through therapeutic means and relationship development. This included: listening,
empathy, encouraging enjoyment, providing nonjudgmental support, processing difficult emotions,
and decreasing isolation. The second theme involved mentor motivation to participate by sharing
lived experiences as a means of educating mentees through the provision of personal knowledge,
strategies, and skills. This included: sharing wisdom and information sharing. The third theme
highlighted mentor motivation to participate for personal or mutual benefit. This included: giving
back, mutual enrichment, and personal development. Lastly, the fourth theme highlighted the
mentor’s motivation to alter perceptions and expectations held by mentees. This included: changing
expectations and modifying parenting.

Comparing the results and the literature. The results of this study highlighted similarities
in the study’s findings and in previous literature, including motivation to provide nonjudgmental
support, process difficult emotions, decrease isolation, share information, personally develop, modify
parenting and change expectations. Moreover, present in this study’s results and not present in the

literature was motivation to instill hope, listening, empathy, encouraging enjoyment, sharing
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wisdom, giving back, and for mutual enrichment. Finally, within the literature and not present in this
study’s results is the stress associated with the cost of raising a child with FASD.

Similarities. Within the first theme, providing emotional support as a means of improving
mentee wellbeing through therapeutic means and relationship development, the components of
providing nonjudgmental support, decreasing isolation, and processing difficult emotions were
consistent with existing research. The motivation of mentors to provide nonjudgmental support and
decrease isolation is consistent with previous research that highlights the blame, guilt, and judgment
that caregivers of FASD experience (Salmon, 2008; Sanders & Buck, 2010; Whitehurst, 2012;
Zabotka, 2012). It is probable that given these difficult emotional experiences, caregivers would be
motivated to provide mentees with a nonjudgmental support. It is also likely that caregivers
experiencing judgment, in combination with a lack of available support (Naumann et al., 2011),
would become more isolated and therefore mentors in this study are seeking to help other caregivers
by decreasing this isolation. Similarly, the motivation to help mentees process difficult emotions is
consistent with previous research that speaks to the emotional challenges of caring for a child with
FASD. In addition to experiencing judgment, caregivers have expressed feeling guilt (Michaud &
Temple, 2013), frustration (Gransitas, 2004), and fear (Salmon, 2008). These emotional experiences
are consistent with the mentor’s motivation in the present study to help mentees process these
difficult emotions.

Within the second theme, participating to share lived experiences as a means of educating
mentees through the provision of personal knowledge, strategies, and skills, the component of
information sharing was similar to previous research. The findings in this study are consistent with
previous research that highlights the need to adapt parenting to meet the unique needs of a child with

FASD (Sanders & Buck, 2010), a lack of adequate knowledge of professionals (Coons et al., 2016),
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and lacking information regarding their child’s diagnosis (Gransitas, 2004; McGlone et al., 2002). It
is probable that mentors in this study cited a need to provide information and strategies given this
lack of available and accurate information noted in previous literature.

Moreover, within the third theme, highlighting the mentor’s motivation to participate for
personal or mutual benefit, the component of participating for personal development is similar to
previous peer mentorship research findings. Past literature has highlighted benefits that mentors may
experience through their mentorship positions (Mowbray et al., 1996; Proudfoot et al., 2012;
Skovholt, 1974). It is probable that mentors in this study felt holding mentorship positions would
benefit their growth and knowledge, similar other peer mentors in the literature.

Finally, within the fourth theme, motivation to alter perceptions and expectations held by
mentees, the component of modifying parenting and changing expectations were consistent with
previous research. Previous literature highlights that raising a child with FASD does not fit
conventional parenting techniques (Michaud & Temple, 2013), and that there is a need to adapt
parenting strategies to meet the child’s specific needs (Gardner, 2000; Ryan & Ferguson, 2006;
Sanders & Buck, 2010). It is evident that mentors in this study recognize that consistent with
previous literature, conventional parenting strategies do not work for their children and modifications
must be made. Along with making these modifications, it is important to parents to change
unrealistic expectations. In addition to the similarities between the results and the literature, a
number of findings in this study were not present in previous research.

Differences. Within the first theme, providing emotional support as a means of improving
mentee wellbeing through therapeutic means and relationship development, the components of
instilling hope, listening, empathy, and encouraging enjoyment were not present in previous

research. Although hope has not been mentioned within the body of literature pertaining to
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caregivers of FASD, hope has been identified as a key element for caregivers to manage and deal
with their caregiving experiences (Borenman, Stahl, Ferrell, & Smith, 2002; Herth, 1993;
Holstlander, Duggleby, Williams & Wright, 2005). It is likely that given the benefits of hope for
other caregiving populations, that instilling hope may also beneficial for caregivers of FASD. The
lack of acknowledgment of hope in FASD research may be attributed to the fact that limited research
has been conducted that allows caregivers to freely share their experiences. Moreover, the
components of listening and empathy are not present in the literature. Similar to the component of
instilling hope, listening and empathy may not be evident in previous research because limited
studies have been conducted that allow caregivers to share their experiences. It is possible that if
more studies with similar methodology to this present study were conducted, that caregivers may
have an opportunity to more deeply express their personal needs.

Further, the component of encouraging enjoyment has not been referenced in previous
research. The apparent lack of focus on strengths and positives is evident throughout disability
research, with a clear focus on deficiencies, problems, and limitations (Dinishak, 2016). In addition
to the historical deficit-based approach to disability in the literature, the lack of reference to the
enjoyment of caring for a child with FASD may be attributed to the etiology of FASD. Given that
FASD is caused by maternal consumption of alcohol, considerable stigma has arisen regarding the
caregivers of children FASD. The negative associations regarding the cause of FASD may contribute
to a lack of focus on the positive experience of caregivers in the literature. The motivation of
mentors to encourage enjoyment highlights that despite these negative perceptions exist, caregivers
have many positive experiences that are important to share.

Within the second theme, sharing lived experiences as a means of educating mentees through

the provision of personal knowledge, strategies, and skills, the component of wisdom is not evident
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in previous research. Wisdom may have arisen in this study specifically because the study is
exploring caregivers in mentorship roles. It is probable that the mentors in this study are different
from those studied in previous literature, because they are seeking out a role that requires them to be
knowledgeable as well as possess the time and energy to devote to this position. As a result, it is
possible that mentors who sought out a position in this program feel they have wisdom to share.
Wisdom may also be absent from prior research because of the stigma caregivers of FASD
experience. Given this stigma, it is possible that caregiver knowledge is ignored and that there is a
perception that caregivers of FASD do not have valuable insights to offer. In addition to the stigma,
caregiver wisdom may also be ignored or disregarded if others simplify the role of caregiver to basic
survival tasks. In reality, caregivers of children with FASD are responsible for shaping the values
and behaviours of their children while supporting and facilitating their child’s goals for the future.
The acknowledgment of wisdom in this study highlights the need for caregiver knowledge to be
taken seriously and respected as a valuable source of support for others.

Within the third theme, participating for personal or mutual benefit, the components of giving
back and mutual enrichment are not present in previous research. Although giving back has not been
mentioned in previous research pertaining to caregivers of FASD, research has examined the
experience of foster parents and has identified giving back to their communities as a reason for
fostering (Sebba, 2012). Given the large proportion of FASD caregivers who are foster or adoptive
parents in the community and who participated in this study, it is possible that these individuals are
intrinsically motivated in give back through mentorship in the same ways they were motivated to
care for their children. Their desire to give back and support for other caregivers speaks to the
generosity and selflessness of caregivers of FASD. In addition to giving back, mutual enrichment has

not been mentioned in previous research pertaining to caregivers of FASD. This discrepancy may
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exist because mentorship research largely focuses on the benefits and the experience for mentees. It
may be assumed that since mentors are perceived to be the knowledgeable individual, then the
mentors do not have to learn themselves. However, given the unique nature of this population and
the lack of information they receive in comparison to other caregiving populations, it is possible that
mentors engaged in this program to learn while also helping their mentee to learn.

One topic that has been identified in the literature but was not expressed by caregivers in this
study was the stress associated with the cost of raising a child with FASD. Income has been
previously identified as a problem area for a caregiver of FASD (Caley et al., 2009). In the present
study, cost of raising their child or income was not mentioned. It is possible that given the unique
nature of this mentor population, that they may be more financially stable as compared to other
caregivers of FASD. In order to participate in the program, mentors had to have the time, energy, and
knowledge to devote to the program. Several mentors in the program expressed a desire to help
based on knowledge acquired in high-level community agency positions.

Implications

The results of this study add to the existing literature and presents new insights into the
needs, strengths, and challenges experienced by peer mentors to caregivers of children with FASD.
The responses from caregivers in this study may be used to assist in the development of counselling
practices, policy, and research.

Counselling. The results of the study demonstrate the potential benefits for caregivers to
engage in counselling. Most notably within the first theme, participants highlighted their motivation
to support mentees by instilling hope, listening, providing empathy, encouraging enjoyment, having
a nonjudgmental relationship, assisting mentees to process their feelings, and decreasing isolation.

The components of this theme highlight the need for counsellors to uphold core aspects of
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counselling when supporting caregivers of FASD. Most notably, allowing caregivers to feel heard,
understood, and supported in a nonjudgmental manner. Moreover, caregivers highlighted
experiencing grief and frustration, as well as experiences unique to a caregiver of FASD including
feeling stigmatized, guilt, and shame. The participants mentioned the need to help process these
difficult emotions. In light of these results, it would be beneficial for counsellors to focus on
supporting caregivers to process these emotional experiences.

Finally, the results of this study highlight many strengths exhibited by the caregivers
including altruism, optimism, initiative to seek out personal growth opportunities, and being sources
of wisdom and having a wealth of knowledge to share. It is beneficial for counsellors to understand
the strengths that caregivers of FASD possess in order to most effectively support them to achieve
goals and process experiences.

Policy. The results of this study highlight the lack of services and information available to
caregivers of FASD. As a result, the caregivers are forced to gather their own information and
acknowledge becoming well versed in the needs of their children. In light of these results, policies in
the future should be developed in consultation with caregivers and based on what caregivers have
learned as the primary advocates and supports for their children. It would be beneficial to create
future policies that aim to dispel the stigma caregivers of FASD experience. Such policies could
improve awareness and understand so that caregivers can begin to receive adequate supports.

Research. Moving forward research must address the gaps in support and information
highlighted by the caregivers. Most notably, caregivers expressed the need to modify parenting and
change expectations. It is evident that caregivers recognize that there is a need to adapt their
parenting approaches but lack information and support to do so. Specifically, caregivers in this study

highlighted the need to view their child’s behaviour through the lens of a brain injury, and parent
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accordingly. Future research should explore the most effective approaches to parenting children with
FASD, with a specific focus on the neurodevelopmental factors influencing behaviour and parenting.
Such research will help parents learn and apply effective strategies at an early age, rather than having
the burden of teaching themselves effective parenting techniques through a stressful trial and error
process.
Limitations

Regarding limitations in this study, the participants were selected based on their positions as
mentors. As a mentor, the caregivers had to have resources including time available to devote to the
position, knowledge and community connections to share with mentees. It is likely that these
caregivers were particularly experienced and connected to the FASD community. As a result, this
group may differ from other families affected by FASD. There may also be a bias that exists
regarding the voluntary nature of the position and participation in the research. The participants may
also differ based on characteristics that influence their willingness to participate. Moreover, the
interviews were conducted in person or over the phone depending on mentor availability. The nature
of a telephone interview and the responses gathered might differ from an in-person interview, as
telephone responses may be more difficult to interpret than in person responses.
Summary

The likelihood of achieving positive life outcomes for children with FASD improves when
individuals are provided with a stable caregiving environment (Streissguth et al., 2004). Despite the
importance of caregivers in creating positive outcomes for children with FASD, they are provided little
community support (Naumann et al., 2013). As a result, it is crucial to understand the experience of
caregivers and the most effective ways to support them. Peer mentorship programs have previously

been employed to support caregiving populations. In this study, ten caregivers for individuals with
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FASD acting as peer mentors were interviewed regarding their motivation to become mentors. Their
responses were analyzed using qualitative content analysis and four themes emerged. These themes
included mentors wanting to provide emotional support to improve mentee wellbeing, sharing lived
experience as a means of educating mentees, participating for personal or mutual benefit, including
fulfilling a call to give back or for personal growth, and to alter the perceptions and expectations held
by mentees. The results highlight the first-hand account of the strengths, challenges, and needs
identified by caretakers with this lived experience. It is important to recognize the strengths that
caregivers of FASD exhibit in order to dispel the stigma that many caregivers still experience. The
results of this study call for the continued inclusion of caregivers in policy and research development

so that their knowledge and expertise can be used to further the understanding FASD.
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Appendix A

Western

Mentorship for Caregivers
Letter of Information

Dr. Kim Harris, Assistant Executive Director
London Family Court Clinic,

Dr. Jason Brown, Principal Investigator
Althouse, Faculty of Education,

1. Invitation to Participate
As part of a program requirements, all program participants are being invited to participate in a program
evaluation consisting of questionnaires and interviews to evaluate the impact of FASD mentorship program.

2. Why is this study being done?
These program evaluation activities will be conducted by Dr. Harris and Dr. Brown to create a report for the
agency and the program funder.

Additionally, participants are being invited to share their de-identified data (i.e. the scores from the
questionnaires and answers to interview questions without any names attached) with the Western researchers
to be used for their theses. Your name will never be associated with this data.

3. How long will you be in this study?
Interviews at the beginning and end of the program will take approximately 60 minutes each. They will take
place at a mutually agreed time, date and location. Some of the interview can be done over the phone.

4. What are the study procedures?
We will ask you some open-ended questions about how you feel the program can help you as a caregiver. We
will also ask you to complete questionnaires about your immediate family, your beliefs about caregiving, your
confidence as well as what is stressful about caregiving.

5. What are the risks and harms of participating in this study?
There are no known risks to participating in the study.

6. What are the benefits of participating in this study?
You can share your experiences about the program with the agency and funder. The information will help
them understand how well the program worked and what about it was most helpful as well as what could be
changed to make improvements.

7. Can participants choose to leave the study?
Yes. You can choose to withdraw and data collected to that point will not be used.

8. How will participants information be kept confidential?

Only members of the research team will have access to your information. The members of the team will not
share your identity with anyone outside of the team. Please note that we are required by law to share any
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information concerning child maltreatment. The files will be held by the London Family Court Clinic in a
secure location and in accordance with agency procedures to safeguard confidential information. In reports of
results the views of all participants will be combined. At the end of the program the research team will
compile all information gathered and prepare a report for the funder. De-identified data shared with the
researchers will be stored at Western University for 7 years and will be accessible to the researchers.

9. Are participants compensated to be in the study?
No

10. What are the rights of participants?
Your participation in this study is voluntary. You may decide not to be in this study. Even if you consent to
participate you have the right to not answer individual questions or to withdraw from the study at any time. If
you choose not to participate or to leave the study at any time it will have no effect on your status with the
LFCC. We will give you new information that is learned during the study that might affect your decision to
stay in the study.

You may choose to participate in the program evaluation but not permit your de-identified data to be used for
research purposes. Your decision to share this data for research purposes will not impact your relationship
with the LFCC.

If you consent to sharing this information for research purposes, please complete the attached Consent Form.
You do not waive any legal right by signing this consent form

11. Whom do participants contact for questions?

If you would like more information about the evaluation you can contact Dr. Kim Harris, Assistant Executive
Director, London Family Court Clinic.

If you consent to sharing de-identified data for the research study and would like more information you can
contact, Dr. Jason Brown, Principal Investigator, Faculty of Education.

If you have any questions about your rights as a research participant or the conduct of this study, you may
contact The Office of Human Research Ethics. The Research Ethics Board is a group of people who oversee
the ethical conduct of research studies. The Non-Medical Research Ethics Board is not part of the study team.
Everything that you discuss will be kept confidential.

Representatives of The University of Western Ontario Non-Medical Research Ethics Board may require
access to your study-related records to monitor the conduct of the research.

This letter is yours to keep for future reference.
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Appendix B

Western

Mentorship for Caregivers
Written Consent for Research Purposes

Dr. Kim Harris, Assistant Executive Director
London Family Court Clinic,

Dr. Jason Brown, Principal Investigator

WRITTEN CONSENT

I have read the Letter of Information, have had the nature of the study explained to me and I agree to
participate. All questions have been answered to my satisfaction.

Print Name of Participant Signature Date (DD-MMM-YYYY)

My signature means that I have explained the study to the participant named above. I have answered all
questions.

Print Name of Person Signature Date (DD-MMM-YYYY)
Obtaining Consent
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Appendix C

Motives Questionnaire

MENTOR Motives Questionnaire (MentorQ)

1.

Why do you want to be a peer mentor? (probes: Have you had personal mentorship
experience? Do you have life experiences that will help others? What are the most important
things about mentoring? What have you learned as caregiver that you want to pass along to

others?)
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Appendix D

Western

Mentorship for Caregivers

Telephone script for
Program participants

Hello,

We have received your telephone number from the mentorship program administrators.
As a participant in the program we would like to meet to ask some questions that will help
the agency find out how well the program is working. If you agree we will also use that
information for research purposes.

The purpose of the evaluation is to describe how participants in the program, whether they
are mentors or being mentored, feel about the program at the beginning and end of their
involvement. This research will also be used by students as data for their theses which will
be published, at minimum, on the Scholarship at Western repository.

There are questionnaires and some open-ended questions we will ask.

This will take approximately 60 minutes and would take place at a mutually agreed time,
date and location. If it is more convenient for you some of the interview can be done over

the phone.

At the end of the program the research team will compile all information gathered and
prepare a report for the agency.

If you would like more information on this evaluation please contact Dr. Kim Harris. If you
would like more information on the research study please contact Dr. Jason Brown.
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Appendix E

Western

Mentorship for Caregivers
Consent Form

Dr. Jason Brown, Principal Investigator
Althouse, Faculty of Education,

TELEPHONE INTERVIEW
You indicate your voluntary agreement to participate by responding to the interview.

I wish to be contacted by telephone or email in approximately one year for a
post-program interview.
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