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Abstract

The present study explored the types of challenges parents with children of suspected 

FASD face on a daily basis and parents' experiences of those challenges. Participants were 7 

foster and biological parents who were raising children with suspected FASD; these parents 

were scheduled to participate in a psycho-educational parenting group and their children 

were on a waitlist for assessment. Qualitative data was gathered using semi-structured 

interviews and journals. Data was analyzed using thematic analysis and incorporated aspects 

of the constant comparative method. Results suggest that participants have faced challenges 

related to a challenging environment, the child’s impaired cognitive functioning, other 

medical conditions, seeking to facilitate the child’s independence, and the child’s 

confrontational attitudes. Meta themes included parents having hope that improvement was 

possible, parents’ self-awareness and self-reflection, parents’ flexibility and creativity, and 

parents’ understanding of situations from the child’s perspective. Implications for 

programming, counselling, and future research are discussed.
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Chapter One 

Introduction

Fetal Alcohol Spectrum Disorder (FASD) has significant implications for the 

contemporary population, affecting approximately 1 out of every 100 children bom each year 

in Canada (Chudley et al., 2005). Moreover, families caring for children with FASD must 

address the complex mental health and physical needs of their children on a daily basis 

(Brown, Sigvaldason, & Bednar, 2005). The various challenges faced by parents caring for a 

child with FASD highlight the importance for research that specifically examines the daily 

parenting of a child with FASD. Understanding of the challenges (e.g., compassion fatigue) 

faced by these parents has increased; this has prompted an examination of social supports 

that could assist families (Caley, Winkelman, & Mariano, 2009). Despite recent efforts (e.g., 

Shepard & O’Neill, 2012; Swart, 2012) to acquire and enhance an understanding of the 

rewards and challenges of parenting children with FASD, important aspects such as 

parenting a child with suspected but not yet diagnosed FASD, has yet to be examined.

A clear understanding of parenting a child with suspected FASD is essential because 

a formal diagnosis can take years to obtain and in some cases the condition remains 

undiagnosed because specific criteria cannot be satisfied (e.g., verification that the mother 

consumed alcohol during pregnancy; Ragsdale, 2006). Furthermore, parents caring for a 

child with disabilities often do not feel validated and supported by professionals, making the 

daily challenges they face that much more daunting (Brown et al., 2004; Green, 2007b). Even 

if professionals do acknowledge the challenges associated with suspected FASD, the vast 

majority of present services require a formal diagnosis before they can be accessed (Clarren, 

Olson, Clarren, & Astley, 2000; Streissguth & Giunta, 1988). Parents are left waiting for
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services while the absence of supports (e.g., psycho-educational groups) can perpetuate the 

development of additional challenges, also termed secondary disabilities (i.e., challenges that 

arise because o f how FASD hinders people’s ability to interact with the world around them; 

Boland, Chudley, & Grant, 2009; Duquette, Stodel, Fullarton, & Hagglund, 2006; Edmonds 

& Crichton, 2008; Sokol, Delaney-Black, & Nordstrom, 2003). These secondary disabilities 

can include mental health issues (Burd, Martsolf, Klug, & Kerbeshian, 2003; Famy, 

Streissguth, & Unis, 1998; Grant, Huggins, Connor, & Streissguth, 2005; O’Connor, Kogan, 

& Findlay, 2002; O’Malley & Storoz, 2003), poor school performance (Duquette & Stodel, 

2005; Green, 2007a), legal problems, incarceration (Streissguth Barr, Kogan, & Bookstein, 

1997), substance abuse (Baer, Sampson, Barr, Connor, & Streissguth, 2003; Famy et al.,

1998; Streissguth et al., 2004), difficulty finding employment (Spohr, Willms, &

Steinhausen, 2007; Streisguth et al., 1997), and challenges with living independently 

(Streissguth et al., 1997, 2004). The barriers to receiving a timely formal diagnosis combined 

with the possibility of additional secondary disabilities emphasizes a need to understand the 

daily parenting of a child with suspected FASD and specifically how parents experience the 

daily requirements of parenting.

Purpose of the Study and Research Questions

This study looked at the daily experiences of parents with children who have 

suspected FASD, providing invaluable insight into the human experience of parents whose 

children were on the waitlist for an FASD assessment. Specifically, the research attempted to 

address two interrelated research questions: (a) What types of challenges do parents of 

children with suspected but not yet diagnosed FASD face on a daily basis and how do parents 

experience those challenges? (b) In what ways can a support/psycho-educational group
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facilitate the parenting of children suspected to have FASD? The research was focused on the 

challenges of parenting because this information is needed to gain a clear understanding of 

what the content of the support/psycho-educational group should address. My thesis-based 

research attempted to fulfill two primary research objectives. First, the study provided insight 

into how families whose children have suspected FASD experienced parenting challenges on 

a daily basis. Second, the research inquired how this section of the FASD population utilized 

a support/psycho-educational group to facilitate parenting while waiting for a formal 

diagnosis.

This research may potentially benefit the academic community, professionals, and 

also the families who are coping with the daily challenges of parenting a child with suspected 

FASD. To the best of my knowledge, this is the first study focussing on the daily experiences 

of families with children who have suspected FASD, providing invaluable insight regarding 

the human experience of this section of the general population. The study’s findings may also 

provide some direction with respect to improving counselling and other services available to 

parents whose child has suspected FASD. Moreover, this study helps raise critical questions 

about the unique challenges parents experience caring for a child with suspected FASD given 

the complex issues (e.g., physical and mental health) that they face. Furthermore, seeking to 

provide a timely interim service to parents has the potential to be cost effective and improve 

clients’ quality of life. Efforts that reduce the severity of secondary disabilities could reduce 

the degree of services that children with suspected FASD will require over the course of their 

lives and facilitate their ability to live as independently as possible. This research provides an 

audience and validates the expert knowledge parents can offer in terms of the daily 

challenges of caring for a child with suspected FASD. Professionals should recognize the



4

ongoing efforts of parents (Bryan, 2005) and seek to utilize the strengths and knowledge 

parents already possess (Galassi & Akos, 2007; Smith, 2006). This research not only informs 

future psycho-educational support groups for parents but also informs subsequent research 

into the experiences o f families with children who have suspected FASD.

Location of Self in Research

I have an interest in working with children who have suspected FASD because of 

personal and professional reasons. On a personal level I have lived my life with a physical 

disability (i.e., very mild cerebral palsy). My parents experienced firsthand the challenges 

associated with acquiring a formal diagnosis and the unique challenges associated with the 

waiting period when a condition is only suspected. As such, I am keenly aware of the need 

for interim services to help with this period of concern and uncertainty. I believe that my 

background allows me to be sensitive to the challenges parents o f children with suspected 

FASD face on a daily basis. I also know how important it is to respect the knowledge of 

parents since my family were the first ones to notice that something was not right when I was 

very young. They had to advocate for me and convince medical professionals to consider the 

possibility that a condition existed. Furthermore, this advocacy was ongoing since my 

parents’ concerns were initially dismissed because medical professionals were convinced that 

nothing was wrong. On a professional level I see this research as being important to 

improving services for families in general and specifically in northern BC. Working as a 

counsellor in the north I will work with people who have various presentations of FASD. As 

such, I wanted not only to expand my knowledge of this condition but also to help contribute 

new knowledge and intervention strategies that can assist people with this condition to 

reduce secondary disabilities and live as productive a life as possible. I also want to create a
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foundation for a new area of FASD research that can be utilized by professionals. The goal is 

to help disseminate the invaluable knowledge and insights of parents to the professional 

community.

Conceptual Lens

I approached the research from a postmodern and constructivist perspective. I wanted 

to understand not only the daily experiences o f parents caring for children with FASD but 

also how they interpreted and give meaning to these events. This is in keeping with the 

postmodern belief that what constitutes knowledge is subjective and that people’s subjective 

interpretations of what events mean is vital (White & Epston, 1990). In honouring the 

knowledge and wisdom of parents I hope to empower participants by facilitating their efforts 

to be heard and understood by professionals. This desire to empower parents reflected the 

observation that power and knowledge tend to be linked with those who have authority trying 

to determine what constitutes knowledge (Foucault, 1979). I and others contend that the 

knowledge of parents is of equal value to the knowledge of medical professionals. Moreover, 

I endorse the constructivist contention that experiences should be viewed within a social 

context (e.g., social norms, institutions) to fully understand the situation (White & Epston, 

1990; Winslade & Monk, 2007). Examining context was particularly important in terms of 

parenting children with suspected FASD since the availability of supports and services had 

the potential to impact parents’ experiences. Finally, I sought to honour the experience (i.e., 

story) of parenting children with FASD (i.e., parents’ experiences of suspected FASD). The 

belief that situations can be interpreted/constructed from multiple perspectives or stories is at 

the heart of a constructivist perspective (Madigan, 2011; White & Epston, 1990; Winslade & 

Monk, 2007). Using the lens of postmodernism and constructivism allowed me to approach
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the research with an open mind and understand the experiences of parents without imposing 

preconceptions (Winslade & Monk, 2007).

Articulation of Terms

Before the existing literature and methodology of the study can be considered, key 

terms must be clearly defined. FASD is an overarching term that describes the spectrum of 

symptoms that may be present when an individual’s mother consumed alcohol during 

pregnancy. The symptoms can be diverse, and include physical, mental, behavioural and 

learning impairments (Chudley et al., 2005). The term, suspected but not yet diagnosed 

FASD, was used to describe children who were suspected of having FASD and had been 

placed on a waitlist with the Northern Health Assessment Network for a formal assessment. 

A parent was the person who was the primary caregiver for the child in question at the time 

of the study. As such, a parent could have been a biological, step, foster, or adoptive parent. 

Overview of the Thesis

Chapter One has introduced the topic of study, specific research questions, articulates 

the justification for the study and situates the researcher within the study. Chapter Two 

provides a literature review of the existing FASD research. Chapter Three contains my 

chosen methodology. Chapter Four provides the findings of the study including categories 

and meta themes. Chapter Five discusses and reflects upon the findings, and includes 

implications for counselling, psycho-educational programming, and future research.
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Chapter Two 

Literature Review

A comprehensive literature search revealed no research focusing on suspected cases 

of FASD. Consequently, the literature review provided in this thesis is based on studies 

looking at diagnosed cases of FASD. Topics covered include the epidemiology of FASD, 

effects of prenatal alcohol exposure (PAE), the associated benefits/challenges of receiving 

an early FASD diagnosis, primary and secondary disabilities associated with FASD, needs of 

the family and caregivers, the importance of a northern context and existing parenting 

programs for families whose children have FASD. It is conceivable that dealing with 

suspected and diagnosed FASD will differ in some key areas (e.g., different types of 

challenges). However, understanding the research on diagnosed FASD places the research in 

context and provides a framework for understanding how suspected FASD represents a 

related but distinct research area. Moreover, 55.4% of children assessed by the Northern 

Health Assessment Network are found to have FASD (C. Wilson, personal communication, 

October 7, 2013).

Epidemiology

Before FASD can be properly considered, the epidemiology of FASD and PAE must 

be briefly examined. Current research suggests that prevalence rates are between 9 or 10 

cases per every 1,000 live births, and therefore FASD is one of the primary developmental 

disabilities impacting children (Burstyn, Sithole, & Zwaigenbaum, 2010; Canadian FASD 

Research Network, 2014; Health Canada, 2002). Current Canadian statistics are based on 

prospective birth cohorts and data from the United States of America because 

epidemiological research in Canada is limited (Abel, 1995; Sampson et al., 1997). Moreover,
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some research suggests that the current prevalence rates could be low estimates due to 

methodological shortcomings in the American research (May & Gossage, 2001). In situations 

where the risk factors (e.g., low social economic status, binge drinking) are elevated, 

prevalence rates could increase to 19% (Robinson, Conry, & Conry, 1987). With higher rates 

of FASD associated with lower economic status, it is likely that the rates of FASD are higher 

in northern British Columbia relative to large urban centers (e.g., Vancouver). Generally 

speaking, social economic status tends to be lower in rural areas, relative to urban parts of 

Canada (Kulig & Williams, 2011). Moreover, it is conceivable that rates o f suspected FASD 

are also higher in the north due to longer delays in receiving a formal diagnosis.

Risk Factors

An examination of the risk factors associated with FASD made it possible to get a 

preliminary understanding of the challenges faced by families who were likely to participate 

in the study. Generally speaking, families are at a higher risk for having a child with FASD 

when there is a history o f insufficient nutrition, elevated stress, low social economic status, 

elevated levels of environmental pollution, drug use including tobacco, and a culture that 

endorses excessive alcohol consumption (Abel & Hannigan, 1995; Bingol et al., 1987; May 

et al., 2007). However, it is important to note that this is not a comprehensive or universal 

list. Families caring for a child with FASD may have only a few of these risk factors, other 

risk factors not outlined above, or none at all.

Formal Diagnosis

Following is a summary of proposed diagnostic criteria for FASD (Chudley et al., 

2005). A complete list of the diagnostic criteria can be found in Appendix A. The general 

criteria for a diagnosis of FASD are evidence of impaired prenatal or postnatal growth, the
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congruent presence of three specific facial abnormalities at any age, impairment in three or 

more central nervous system areas, and confirmed (or unconfirmed) maternal alcohol 

exposure. The general criteria for a diagnosis of partial FASD are the congruent presence of 

two facial abnormalities at any age, impairment in three or more central nervous system 

areas, and confirmed maternal alcohol exposure. The general criteria for alcohol-related 

neurological developmental disorder are impairment in three or more central nervous system 

areas and confirmed maternal alcohol exposure.

It is important to note that the current diagnostic criteria for FASD are being refined. 

For example, researchers are focusing on facial features—specifically horizontal openings in 

the eye slits—and developing accurate Canadian normative data. Efforts are being made to 

develop a common set of tests that will be used to assess cognitive impairment so that the 

testing done at various clinics is standardized. Finally, attempts are being made to refine the 

diagnostic criteria associated with FASD so that it easily and accurately conveys the range of 

impairments that a particular person may or may not be experiencing (Canadian FASD 

Research Network, 2013).

Given the potentially high prevalence of suspected FASD in the north, the challenges 

associated with receiving a timely formal diagnosis becomes critical. Researchers have 

identified several factors that hinder efforts to receive a formal diagnosis, including the 

monetary cost of the assessment process and a shortage of clinicians with the training 

required to administer assessments. Within Canada most of the costs associated with the 

assessment are covered by the health care system. However, families sometimes incur costs 

when they have to travel to receive services. Moreover, the difficulties of receiving a timely 

diagnosis in childhood persist into adulthood (Chudley et al., 2005). Efforts to obtain a
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prompt diagnosis can also be hindered by an inability to obtain an accurate maternal history 

of alcohol consumption during pregnancy. Delays can compound the challenge of receiving 

an accurate diagnosis since the physical manifestations of FASD (e.g., eyelid slits), if there 

are any present, are most apparent between the ages of 2 and 11 (Ragsdale, 2006). A formal 

FASD diagnosis is complicated by the fact that each child presents with a compilation o f 

symptoms that are unique to the individual in question (Malbin, 1993). The presentation of 

symptoms can vary depending on the child’s stage of development (e.g., preschool or 

elementary school) and not all of the presenting symptoms may be related to the presence of 

FASD (Graefe, 1998; Harwood & Kleinfeld, 2002). The individualistic and somewhat fluid 

nature of FASD means that a comprehensive assessment is required to detect the presence of 

the disorder.

Unfortunately, the assessments used to facilitate a formal diagnosis can be 

problematic. For instance, the majority of school-based psycho-educational inventories 

assess academic strengths and deficits without properly gauging any neurological impairment 

associated with prenatal alcohol exposure (Blackburn, Carpenter, & Egerton, 2010; Connor, 

Sampson, Bookstein, Barr, & Streissguth, 2000; Steinhausen, Willms, & Spohr, 1993). In 

addition, current overall cognitive scores can fail to account for impairments in memory, 

attention and executive function associated with FASD (Kodituwakku, 2007; Streissguth,

1997). With the lack of understanding of FASD, the lack of properly trained clinicians, and 

the flaws inherent in some assessments, it becomes clear that parents often struggle to receive 

an assessment. The potential challenges inherent in receiving an assessment can be further 

complicated by the fact that not all assessment methods are capable of producing a reliable 

assessment. Although specialized tests that document neurological deficits in functioning
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(e.g., planning skills) do exist, research has indicated that accessing these resources may not 

always be possible (Green, 2007a). Ultimately, the inability to obtain a formal diagnosis 

places people in the category of suspected FASD which limits their ability to access services 

and supports that are available (Clarren et al., 2000; Streissguth & Giunta, 1988). Even when 

assessments have been performed, the majority of people on the FASD continuum do not 

meet the criteria for a formal diagnosis (Sokol et al., 2003). Importantly, the criteria for a 

diagnosis are not met despite the presence of cognitive, social, emotional, and behavioural 

problems linked to alcohol exposure (Coles, 2003).

Although receiving a diagnosis of FASD is challenging in general, receiving a prompt 

diagnosis in the north can be even more problematic. Northern communities are faced with a 

higher demand for formal diagnosis, restricted access to costly assessments, fewer services 

and supports, and a general lack of comprehension concerning the characteristics of FASD 

(Ollech, 2001; Ragsdale, 2006). Some studies examining rural communities in British 

Columbia have found prevalence rates of FASD as high as 19% (Robinson et al., 1987). 

Consequently, northern communities will likely be faced with far more suspected rather than 

confirmed cases of FASD. With the many challenges inherent in obtaining a formal 

diagnosis, research has highlighted the importance of providing more information regarding 

what parents can do to facilitate their child’s cognitive and social skills. Helping parents to 

understand how they can support their child, though not a replacement for formal supports, is 

intended to empower parents and mediate secondary disabilities (Watson, Hays, Coons, & 

Redford-Paz, 2013). Taken together, the literature suggests that there is a considerable and 

continuous demand for services that target children with suspected FASD.
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The challenges associated with receiving a formal FASD diagnosis notwithstanding, 

it is important to acknowledge that the province of British Columbia does have initiatives 

aimed at the prevention of FASD and the provision of assessment and support teams to assist 

families whose children have FASD. In Northern BC, the province has a dedicated 

assessment team (i.e., Northern Health Assessment Network’s Complex Developmental 

Behavioural Conditions team) and key workers to facilitate the process of formal diagnosis 

and access to supports (Northern Health, 201 lb). The Northern Health Assessment Network 

conducted approximately 234 assessments in 2011 (Northern Health, 201 la). The program 

recognizes that each family is distinct and the program may be accessed at any point without 

a referral from a medical professional (Government of BC, 2013). It is important to recognize 

that British Columbia is unique in its efforts to address FASD through the use of a dedicated 

assessment team (George & Hardy, 2013). Furthermore, the province runs annual awareness 

campaigns in an effort to educate the public about the dangers of prenatal alcohol exposure 

(e.g., annual BC liquor stores campaign; Government of BC, 2008). The province’s existing 

efforts to address FASD made British Columbia an ideal location for examining the 

parenting of a child with suspected FASD. The province also has programs in place that offer 

support and access to care for at risk women while they are pregnant. These programs focus 

on ensuring that women have healthy pregnancies, hopefully preventing FASD and 

facilitating a positive parenting experience (Government of BC, 2008).

Primary and Secondary Disabilities

A comprehensive and timely diagnosis is essential for facilitating access to supports 

and services. Research has demonstrated that both formal diagnosis and implementation of 

services act as protective factors for children with FASD (Graefe, 1998; Streissguth Barr,
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Kogan, & Bookstein, 1996). Prompt detection of FASD and subsequent interventions can 

help to mediate associated primary and secondary disabilities (Swart, 2012). Primary 

disabilities are challenges resulting from the damage of the central nervous system associated 

with FASD. Conversely, secondary disabilities are impairments thought to arise from the 

primary disability and theoretically could be mediated or removed through better 

understanding and supports (Streissguth, 1997).

The primary disabilities associated with FASD can be diverse and pervasive.

Research has demonstrated that alcohol exposure can cause vision and hearing problems 

(Burd, Cotsonas-Hassler, Martsolf, & Kerbeshian, 2003), scoliosis, epilepsy, urinary tract 

infections, congenital heart problems (Becker, War-leeper, & Leeper, 1990; Church & 

Kaltenbach, 1997), and impairments in motor control (Barr, Streissguth, Darby, & Sampson, 

1990). School-based impairments have also been documented in memory retention (Kerns, 

Don, Mateer, & Streissguth, 1997), impaired speech and language (Timler, Olswang, & 

Coggins, 2005), poor adaptive functioning (Jirikovic, Olson, & Kartin, 2008), and behaviour 

problems (Burgess & Streissguth, 1990; Nanson & Hiscock, 1990; Streissguth et al., 1996). 

The various challenges experienced by children with FASD lead to disruptive behaviour both 

in the classroom and at home (Streissguth, 1997). Children are frequently unable to meet 

expectations, leading to secondary disabilities (e.g., defence mechanisms) which can be 

mediated with prompt and adequate supports (Malbin, 2002; Stressguth et al., 1996). These 

defence mechanisms can include behaviours such as becoming disengaged and indifferent 

towards completing tasks. The strengths (e.g., having aptitudes in areas such as experiential 

learning) that people with FASD possess can become diminished if they are not 

acknowledged and nurtured; children with suspected FASD may even lose interest in
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utilizing strengths if attempts to complete activities are frequently met with failure (Malbin, 

2002). However, it is important to note that the link between primary and secondary 

disabilities remains unclear. A potential link between the two types of disability, however, is 

inconsequential since interventions can mediate secondary disabilities. The causal 

relationship does not need to be understood for interventions to be effective. The fact that 

adequate supports can prevent or reduce secondary disabilities speaks to the utility of 

offering supports to parents whose children have suspected FASD. Moreover, given that 

these secondary disabilities can arise relatively early (e.g., in elementary school) being 

proactive and offering supports prior to a formal diagnosis is vital.

Needs of the Family and Caregivers

When examining how to prevent secondary disabilities through interventions, there 

are several key challenges to consider. The challenge surrounding diagnosis is one of the 

major obstacles. In addition, the diverse supports sought by families and caregivers must also 

be acknowledged and accommodated if supports and services are to be effective. One of the 

most fundamental supports for families is a sense of being connected with people going 

through the same experience as a way to facilitate peer support through a common 

understanding (Shepard & O’Neill, 2012). A key experience for families is when healthcare 

providers value the vital knowledge of caregivers (e.g., parents) with respect to the 

challenges of people impacted by FASD. Doctors and nurses can learn about the challenges 

of FASD from the adults who have the disorder and their caregivers. Harriman (2007) 

suggests that adults with FASD and their caregivers are the “experts” with respect to the 

necessities of people with FASD. However, the invaluable knowledge of caregivers is often 

overlooked and devalued by health care professionals (Green, 2007b). In an effort to validate
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the knowledge and wisdom that caregivers possess, medical professionals need to engage in a 

collaborative relationship with parents. Input from caregivers, the community, and various 

organizations are critical in order to develop the additional supports that are required to meet 

the difficulties inherent in caring for someone with FASD (Bryan, 2005). Furthermore, 

collaborating with parents is an integral part of designing interventions for children with 

FASD, as doing so has implications for the effectiveness of treatment recommendations.

Research has indicated that parental involvement is essential if the gains made during an 

intervention are going to generalize to everyday life (Hooper, Murphy, Devaney, & Hultman, 

2000).

The many demands associated with raising a child with FASD places considerable 

strain on the family; therefore, adequate respite care for caregivers is vital (Shepard &

O’Neill, 2012). Recent literature demonstrates that many of the hardships faced by caregivers 

are perpetuated by a lack of adequate environmental supports (e.g., Beckman, 2002;

Worcester, Nesman, Mendez, & Keller, 2008). Adequate environmental supports have the 

potential to mediate the challenges faced by caregivers of children with FASD; it seems 

logical that adequate supports could also reduce the challenges associated with parenting a 

child with suspected FASD.

The findings of specific studies demonstrate the importance of working in 

collaboration with parents to determine their specific requirements and how best to meet their 

needs. Research has suggested that the challenges of parents are often misconstrued. For 

example, Green (2007b) found mothers of children with FASD were viewed by others as 

people coping with a profound tragedy and severe emotional distress. However, mothers of 

children with FASD indicated that they derive considerable love and pleasure from raising
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their children. Mothers reported difficulty coping with financial demands and time 

constraints (e.g., time required for medical treatments) rather than experiencing emotional 

distress. Parents’ emotional distress may more likely emerge from the misconceptions held 

by the public and the struggle to access support services than from caring for a child with 

FASD (Green, 2007a). Green concludes that efforts to assist mothers of children with FASD 

may benefit from focusing on the financial and time demands rather than assuming that 

mothers are experiencing significant emotional distress.

Research by Shepard and O’Neill (2012) has also highlighted the financial strain 

faced by parents, along with parent requests for improved information, validation from health 

care providers, and the importance of community involvement as a way to facilitate the 

continued application of parenting skills learned during interventions. Parents indicated that 

they were unsure of what resources were available and how best to access the resources they 

knew existed. Furthermore, working with healthcare providers to access services raised the 

need for professionals to treat parents as equals rather than simply patients during the 

intervention. Parents also emphasized the benefits of community involvement (e.g., 

supportive professionals) as a way to help ensure that the gains made during the intervention 

were maintained in everyday life. To summarize, findings from these specific studies 

suggest an underlying theme of the importance of understanding what parents of children 

with FASD require rather than simply assuming that professionals intuitively know what 

supports parents need.

The challenges associated with parenting a child with suspected FASD may vary 

somewhat depending on the type of caregiver (e.g., biological or adoptive parent). Parents of 

children with FASD have indicated that they find going to conventional parent support
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groups problematic because they feel judged, stereotyped, and misunderstood (Shepard & 

O’Neill, 2012). Shepard and O’Neill (2012) suggest that it may be beneficial to provide 

separate groups for biological and foster parents as a way to prevent one group from judging 

the other. Having separate groups would also make it easier to target the specific 

requirements of each group. For example, Shepard and O’Neill’s (2012) qualitative study 

involving 18 caregivers found that biological parents were more likely to be managing other 

conditions such as addiction. Birth parents also identified the fact that they did not have the 

same knowledge regarding access to resources as foster or adoptive parents.

There are some indications that foster parents may receive more supports than birth 

parents (Shepard & O’Neill, 2012). Assuming that these discrepancies are in fact present, 

birth parents may require additional support with advocating for adequate services and 

supports. Given that low economic status is a risk factor for FASD (Robinson et al., 1987), it 

is conceivable that birth parents may have fewer financial resources than adoptive or foster 

parents. As such, birth parents may require more comprehensive monetary assistance. 

However, it is important to note that financial hardship has been identified as a challenge by 

birth parents and adoptive parents (Shepard & O’Neill, 2012). Although there are 

commonalities between birth parents and adoptive/foster parents, each family also faces 

unique challenges that must be considered when designing effective interventions.

Some research describes the challenges parents of children with FASD may 

encounter in everyday life. For example, parents have revealed that they must constantly 

anticipate their child’s behavior as a way to mediate potential problems, and that they must 

employ several different strategies for both inside and outside the home (Brown & Bednar, 

2004). The effect of problematic behaviours can affect even simple daily activities such as
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eating (Brown & Bednar, 2004). Whitehurst (2012) found that children who have FASD can 

suffer from a projectile vomiting reflex; consequently, introducing solid foods can be a 

complex and slow process. Preventing problematic behaviour can be complicated by the fact 

that an effective strategy for one child may not be effective for another child (Brown &

Bednar, 2004).

Adhering to schedules and making short or long term plans can be difficult for 

families with a child with FASD. For example, Brown and Bednar’s (2004) qualitative study 

involving nine parents (i.e., adoptive, foster or biological) found that planning for and 

engaging in family outings were particularly difficult for parents since it was hard to predict 

how the child with FASD would behave. Despite the fact that planned family outings could 

be problematic, parents in their study also voiced concerns about social isolation and wanted 

to ensure that their child was involved in the community. Parents wanted their children to 

engage in social activities, such as school based activities, to help facilitate constructive 

interactions with peers of the same age. Whitehurst (2012) noted that children with FASD 

can struggle with interacting with other children; parents in the study commented that while 

in the playgroups their child with FASD would engage in odd behaviours (i.e., licking the 

furniture or spitting) that were not conducive to peer interactions.

Brown and Bednar (2004) emphasize that efforts to address parents’ concerns require 

adequate supports. Parents in their study reported that professionals failed to validate their 

perspectives and provide the supports that they needed. Parents conceptualized the struggle 

to acquire supports as an ongoing battle of fear and anxiety, with birth parents also 

experiencing feelings of guilt. Similarly, Whitehurst (2012) observed that fighting for 

services placed parents in a situation in which they engaged in actions— such as subjecting
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their child to numerous assessments—that were inconsistent with instinctive parenting 

behaviour that would normally try to minimize a child’s stress and discomfort, thereby 

placing an additional burden on parents. Moreover, making people aware of a child’s FASD 

can perpetuate stereotypes and place parents on the defensive; adoptive parents have reported 

that disclosing that their child has FASD often perpetuates an explication that the child is 

adopted in order that parents can avoid being viewed as alcoholic (Whitehurst, 2012). In 

some respects, it seems that parents are confronted with a paradoxical situation of having the 

resolution of one challenge lead to another issue that must be addressed.

Brown and Bednar (2003) explored the types of resources sought by parents with 

children who have FASD. Parents indicated that they benefited from having supportive 

friends and family which included having a supportive spouse, siblings that provided help, 

and having contact with other parents who also cared for children with FASD and understood 

the inherent challenges. Consistent with other literature on FASD, parents spoke about the 

benefits of having supportive professionals. However, in this study parents also mentioned 

that it would be helpful to have access to a computer in order to locate resources and 

educational computer programs for their children. Parents expressed a desire for a school 

system that was inclusive and would work collaboratively with them to meet the 

requirements of their children. Early interventions and individualized education programs 

were identified as indicative of a supportive school system. Parents also alluded to the 

benefits of inclusive health and social services that provided financial support and medical 

supplies. Importantly, parents wanted services that they could access on their own and were 

flexible to accommodate each family’s unique situation and existing resources. In terms of 

child management, parents identified qualities that could be effective when interacting with
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parents recognized that certain personality traits, such as a sense of humour and the ability to 

remain patient and confident, were advantageous. Although the challenges identified in the 

study help elucidate what type of assistance may benefit parents of children with FASD, it is 

important to remember that the requirements of each child and family will be unique, making 

the customization of services important.

Paley, O’Connor, Frankel, and Marquardt (2006) examined aspects of parenting a 

child with FASD and found that problematic behaviour is associated with increased levels of 

parental stress. Children’s externalizing behaviours (e.g., being overly active) and 

internalizing behaviours (e.g., being withdrawn or anxious) contributed independently to 

parents’ stress. This suggests that parents were not only distressed by their child’s disruptive 

behaviour but also by behaviour that might contribute to their child developing a mood 

disorder. Furthermore, parents found deficits in their child’s executive function (e.g., 

cognitive skills) to be the most stressful, although the child’s IQ appeared to have no bearing 

on parents’ stress level. The authors suggest that parents were less concerned with general 

cognitive impairment and were more concerned with their child’s ability to carry out tasks 

required for daily living (e.g., planning and problem solving). Assuming that these 

conclusions are accurate, interventions that target the skills essential for daily living could 

facilitate a dramatic reduction in the stress experienced by parents of children with FASD. 

Another finding was that there were differences in the level of stress experienced by 

adoptive/foster parents as compared to biological parents, even after controlling for the 

child’s characteristics (e.g., behaviour). The authors suggest that one explanation for this 

discrepancy was that adoptive/foster parents may not have been properly informed about
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what to expect when caring for a child who has FASD. In addition, certain parental 

characteristics contributed to stress; biological parents with few financial resources 

experienced more stress relative to adoptive/foster parents with more financial resources. 

Moreover, the study revealed that the severity of the FASD diagnosis (e.g., FAS or partial 

FAS) had no impact on the stress experienced by parents. The authors maintain that services 

and supports should be offered to all parents caring for a child who has suffered the effects of 

alcohol exposure and not just the children who meet the criteria for a diagnosis of FASD, 

supporting the argument for the provision of services for parents whose children have 

suspected FASD.

Research has assessed ways in which nursing interventions could assist parents caring 

for children with FASD (Caley et al., 2009). Using a nursing classification system facilitated 

the identification of parents’ concerns related to communication with community, 

caretaking/parenting, mental health and income. Signs and symptoms of problems relating to 

communication with community included professionals not having the necessary knowledge 

about FASD, a lack of awareness regarding the physiological mechanisms behind 

problematic behaviour, and health care providers missing the signs of FASD in young 

children. The most prominent item associated with parenting/caretaking was ensuring 

physical care/safety (e.g., immobilizing a child that is larger than the parent). Identifying 

signs and symptoms associated with mental health issues proved problematic for parents as it 

generated fear and apprehension about whether children could live independently, and the 

central role of a support system after family members passed away. Finally, parents had 

several concerns related to the monetary cost of raising a child with FASD. These concerns 

involved the cumulative cost of raising a child, guardianship, and medical costs that were not



22

covered by health plans. Two additional concerns raised by some participants were the strain 

that raising a child with FASD had placed on their marriage, and the need for parents to also 

act as a teacher for the child. Given the complexity of caring for a child with FASD, having 

interventions initiated and implemented by health care professionals (i.e., nurses) could help 

provide additional supports and services for families.

Parents who themselves have FASD encounter unique challenges. Denys, Rasmussen, 

and Henneveld (2011) looked at the utility of a one-on-one mentoring program for parents 

with FASD, as a way to help parents meet their challenges and achieve goals that they set for 

themselves. In terms of parents’ required supports, instances of abuse decreased the most 

over the course of the program, with the lack of access to social programs, housing and 

transportation and community resources showing the second highest decrease. These findings 

are relevant in that they address many of the challenges that parents with FASD face on a day 

to day basis. Interestingly, improving family parenting skills was the most common resource 

indicated by parents. However, parents made little progress in addressing parenting skills 

over the course of the mentoring program. The lack of progress with respect to parenting 

skills was attributed to the fact that many families were more concerned with meeting basic 

necessities such as food and housing. Although parents wanted to improve their parenting 

skills, the authors note that the stability of the family had to be established before parenting 

could be addressed. These findings suggest that interventions may have to promote family 

stability before parenting training can be facilitated, irrespective of parents’ willingness to 

implement new parenting strategies. In addition, interventions for parents with FASD may 

benefit from addressing comorbid conditions (e.g., other mental health issues such as ADD 

or addiction; Denys et al., 2011). Finally, the study noted that parents with a formal FASD



23

diagnosis showed greater reduction in their needs after the program, relative to parents who 

lacked a formal FASD diagnosis. Denys et al. suggest that this discrepancy may have been 

due to the fact that parents with a formal diagnosis had access to more support services and 

financial assistance. The differences in intervention outcomes associated with FASD 

diagnosis may support the argument to offer interventions that specifically target people who 

have suspected but not yet diagnosed FASD.

The experience of parenting with FASD was also examined by Rutman and Van 

Bibber (2010) who used a qualitative study with 59 people (i.e., 15 adults with FASD, 8 

support people who worked with the adults, 36 multi-disciplinary service providers) to 

uncover several themes associated with parenting when the caregiver has FASD . Parents 

indicated a strong desire to see their children become decent people with a life that was 

“better” than that of their parents. Related to this desire for a better life were parents’ efforts 

to end the cycle of FASD (e.g., presence o f drinking or drug use; Rutman & Van Bibber,

2010). Parents’ strong desire to improve their childrens’ lives and put an end to the cycle of 

FASD seemed to suggest that at least some parents would welcome supports that are 

sensitive to their unique situation and intended to facilitate improvements in parenting.

Indeed, parents in this study expressed a strong focus on accomplishments. These 

accomplishments were diverse and included having parents retain custody of their child or 

having their child returned to their care, finding ways to reduce drug use, and developing 

new strategies for self-regulation and better parenting However, despite the emphasis on 

progress and goals, parents identified several obstacles. Although having FASD presented 

challenges, many of the barriers parents identified were not directly related to their FASD but 

rather to secondary effects of the disorder (e.g., drug abuse). These secondary challenges
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included a lack of positive role models, poverty, ineffective welfare policies, and social 

stereotypes. The absence of adaptive role models was seen as especially problematic because 

parents lacked a concrete conceptualization of healthy parenting. For them, maladaptive 

parenting behaviours, although seen as detrimental, were normal because they had never 

experienced anything else. Providing parents with a concreate idea of what adaptive 

parenting looks like and how to implement parenting skills may provide a clearer picture of 

what these parents hope to achieve, facilitating their desire to work towards various 

accomplishments (Rutman & Van Bibber, 2010).

Rutman and Van Bibber (2010) found that parents with FASD articulated a strong 

history of abuse (e.g., emotional, physical, etc.) and an increased risk of victimization 

because their FASD impaired their ability to judge the trustworthiness of people. Parents 

with FASD were confronted with the challenge of addressing their own history o f abuse and 

the difficulty in gauging social situations while also seeking to ensure the safety of their 

children. Parents found themselves caught in a paradoxical situation. On the one hand, many 

felt that their parenting was being dissected for any signs of failure and their strengths (e.g., 

perseverance and a desire to achieve goals) were discounted. At other times, because FASD 

is not always apparent, their need for supports was either not recognized or ignored and their 

present skills overestimated. Either extreme could place the parent at risk of appearing like 

an inept caregiver, thus negating their efforts to raise well-adjusted children. Finally, parents 

identified problems with the current policies surrounding social supports. Services such as 

respite care were difficult to access unless the family had already been investigated by child 

protection services and/or was in danger of having the children apprehended. Many other 

services (e.g., community living) were only available to people with FASD and who fell
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within a given IQ range. Parents commented on the fact that they felt that it was easier for 

foster parents to access resources such as financial supports. A lack of services may prevent 

parents with FASD from being able to parent their children effectively, necessitating outside 

interventions such as foster care.

Qualitative research by Michaud and Temple (2013), involving five parents of 

children with FASD, assessed parents’ experiences of caring for a child with FASD and what 

families required to help ensure that children did not develop secondary disabilities. Parents 

explained that their previous experience with raising children was insufficient; when 

parenting a child who has FASD, it is necessary to change the environment to support the 

child rather than change the child to fit the environment. Implementing changes to 

accommodate the child rather than expecting the child to change is consistent with other 

research (Buxton, 2004; Dorris, 1989; Malbin, 2007). Although parents wanted to see their 

children become as independent as possible, parents were unsure of how to make the 

transition from caring for the child to helping the child achieve independence. Parents’ 

concerns were related to the child not asking for help when it would be beneficial to do so, 

and the possibility of damaging the parent-child relationship if parents were too hyper 

vigilant. In other situations, parents felt guilty for asking the child to leave the family home 

because of aggressive behaviour. There was a sense of failure when parents were unable to 

continue raising the child. Moreover, parents were concerned about their child’s future and 

the realization that certain developmental milestones may not be achievable. However, 

concerns about the future did not diminish the joy and gratitude parents derived from raising 

their children. Parents maintained a sense of possibility that with the appropriate resources 

their children could have rewarding lives. However, the uncertainty around being able to
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provide lifelong care for the child perpetuated ongoing emotional distress. Parents stressed 

the importance of more comprehensive supports and proper continuity of care as their 

children transitioned into adult life. A major worry for parents was that their children would 

not receive services as an adult.

Similarly, other research has indicated that parents whose children have FASD 

experience significant uncertainty about the future (e.g., Gardner, 2000; Olson, Oti, Gelo, &

Beck 2009; Salmon, 2007; Sanders & Buck, 2010). Studies have found that parents have to 

contend with the realization that their role as caregiver is likely to persist throughout their 

child’s life (Olson et al., 2009; Sanders & Buck, 2010). Gardner (2000) found that foster 

parents worried about their child being manipulated by peers and placed in unsafe situations. 

Salmon (2007) found that biological parents expressed grave concerns related to the 

challenges that could be created by their child’s lack of social skills (e.g., lack of 

employment & incarceration). Watson et al. (2013) found that parents of children with FASD 

had hope that improvements were possible. However, parents of children with FASD had 

less hope than parents of children with autism. This discrepancy in parents’ hope may be 

related to the fact that fewer effective treatments are available for FASD, and parents’ 

perceptions that it would be easier for a person with autism to eventually be fully 

independent. Parents of children with FASD may experience more stress than parents caring 

for children with other cognitive impairments (i.e. autism), highlighting the importance of 

offering supports that specifically target the needs of families whose children have suspected 

FASD.

Zabotka’s (2013) qualitative study, involving 11 biological mothers, examined the 

contextual factors that can contribute to drinking during pregnancy and biological parents'
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experiences of coping with the realization that their drinking caused their child’s FASD.

Almost all 11 parents experienced some form of childhood trauma in their lives (e.g., 

physical abuse, psychological abuse, etc.). Research has noted a relationship between 

childhood trauma and problems related to alcohol during adulthood (Miller, Downs, Gondoli,

& Keil, 1987; Waldrop, Santa Ana, Saladin, McRae, & Brady, 2007; Widom & Hiller- 

Sturmhofel, 2001; Widom, Ireland, & Glynn, 1995; Wilsnack, Vogeltanz, Klassen, & Harris, 

1997). Importantly, witnessing domestic violence may also contribute to problematic 

drinking later in life (Dube, Anda, Felitti, Edwards, & Williamson, 2002; Zabotka, 2013). 

Zabotka found that several participants experienced a sense of loss because at least one 

parent was physically or emotionally unavailable, which impacted the development of 

important skills such as problem solving. Furthermore, biological parents worried that they 

also had FASD and that this undiagnosed condition impacted their ability to parent 

effectively.

Zabotka (2013) noted that parents experienced intense guilt over the realization that 

their drinking caused their child’s FASD. Importantly, these feelings of guilt persisted to 

some extent regardless of mitigating factors such as coping skills or having access to 

supports. Some parents did experience a concurrent sense of relief when a formal diagnosis 

was given. The diagnosis helped parents understand their child’s actions and facilitated 

efforts to start accessing services for their child. Parents also sought to make sense of their 

drinking during pregnancy as a way to mitigate but not remove their guilt. Some parents used 

the disease model (Jellinek, 1960), which suggests that consuming alcohol is not something a 

person can control, as a way to explain their actions. When the disease is seen as causing the 

consumption of alcohol, then the person can shift a portion of guilt onto the disease, making
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it easier to cope. Other parents engaged in harm reduction (i.e., in which a person drinks less 

in an effort to decrease the risk to their unborn child; Zabotka 2013) which is consistent with 

the theory of cognitive dissonance. According to cognitive dissonance theory, people 

experience distress when their beliefs and actions are inconsistent (Festinger, 1962). By 

reducing their drinking, parents changed their actions and consequently reduced their 

distress. In some cases parents explained that they did not have an understanding of the 

dangers drinking posed to their unborn child. Zabotka noted that at times a lack of knowledge 

was perpetuated by inaccurate information or advice from friends, family, and in a few cases 

physicians. Parents merged the lack of knowledge with the disease model, explaining that the 

impact of the disease and incorrect information made it very difficult not to drink—an 

explanation that served to reduce but not remove feelings o f guilt. At times, parents used 

denial to minimize the risks of drinking and ultimately lower their cognitive dissonance.

Zabotka (2013) explored the coping strategies of parents whose children had FASD. 

Almost all parents utilized some form of spirituality, although often not in terms of an 

organized religion, to make sense of their situation. Some parents focused on the positive and 

one parent explained that the birth of their child was the change in her life that stopped the 

drinking. This parent felt she could not drink anymore because her child now relied on her 

for care. The majority of parents also spent time on community causes and giving back to the 

community. Parents found that engaging in community causes was an ideal way to move 

forward; although past mistakes could not be undone, there was the possibility of helping 

someone in the future. Parents also coped by remembering that their children required 

support—focusing on helping their children as much as possible gave parents a sense of 

purpose. In an effort to help their children, parents sought additional support from friends and
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family. Unfortunately, not all parents had outside supports. Some parents felt judged and 

criticised for having a child with FASD. These negative experiences left parents with the 

impression that they could not rely on anyone except themselves. Finding ways to help 

parents cope and move forward appeared to be important mechanisms for making the 

feelings of guilt manageable.

Nash (2014) assessed the sensitivity of mother-child interactions when the infant has 

FASD. He examined how parents played with their child and then how parent and child 

interacted after the child had been exposed to a stressor (i.e., the parent would stop engaging 

with the child and give no facial responses for a period o f time). Mothers of children with 

FASD demonstrated an ability to engage with the child in positive ways (i.e., maintain eye 

contact). However, parents found it challenging to read certain aspects of their child’s 

behaviour (e.g., subtle cues). Importantly mothers of children with FASD did not differ in in 

the number of positive engagements with the child (e.g., a full smile) relative to mothers 

whose children did not have FASD. This finding, although encouraging, contradicts other 

research that found fewer positive engagements between the mother and child when the child 

has FASD (e.g., Eiden, Peterson, & Coleman, 1999; Eiden, 2001). One plausible explanation 

for this discrepancy could be that parents, fearful of being judged, intentionally tried to 

demonstrate what they thought was expected. During the reunion phase parents of children 

with FASD displayed fewer instances of social monitoring without vocal cues and more non

infant focused engagement (e.g., looking at things in the environment that don’t relate to 

engaging with the infant). More frequent non-infant focused engagement is problematic since 

looking at the infant facilitated picking up on subtle cues. In addition, mothers of children 

with FASD exhibited less intense sensitivity (e.g., positive affect, acknowledging,
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supporting, etc.) during both the play and reunion phases. Parents of children with FASD 

may have found it more difficult to interpret subtle cues from the infant relative to the more 

overt distress cues that tended to happen during the reunion phase. Positive mother-child 

interactions facilitate development in all areas. Consequently, it may be beneficial to help 

parents develop tools for interpreting and responding to the subtle cues that their infants use 

to communicate (Nash, 2014).

Given the prominent role that foster parents can play in caring for children with 

FASD, the motives that underlie peoples’ decision to foster a child with FASD should be 

considered. Brown, Sigvaldason and Bednar’s (2007) qualitative study, involving 63 foster 

parents, found that the motives of licenced foster parents were in fact quite diverse. In some 

instances foster parents had a desire to facilitate positive change by helping children develop 

new strategies for dealing with their disability. Parents motivated by positive change derived 

satisfaction from aspects such as the child’s achievements and seeing the child grow up.

Foster parents were also driven by a desire to make a positive contribution to society with 

“rescuing” a child despite the many challenges and barriers the foster parents may encounter. 

Parents wishing to make a positive contribution focused on realizations such as knowing that 

they could take on a responsibility that others found difficult, and a desire to see the positive 

characteristics in children with FASD. Furthermore, some foster parents identified a desire 

for the parenting experience, feeling that they had both skills to provide and information to 

learn by fostering a child with FASD. People focusing on the parenting experience identified 

key motivations such as having been a parent for years and having attended workshops on 

FASD. Other motivating factors were a sense of obligation because there was a need for 

foster parents, and a desire to earn an income by working at home. People acting out of a
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sense of obligation focused on aspects that included using fostering as a source of paid 

employment and a desire to fill a need with knowing the child’s parent had died. Other 

people decided to foster children with FASD because they felt confident in their abilities as 

parents and had learned a lot about parenting kids with disabilities. People with confidence in 

their abilities focused on skills such as knowing a lot about FASD and having a desire to 

learn about the needs of their child. Moreover, some foster parents took on the responsibility 

of caring for a child with FASD out of a desire to ensure that children stayed connected to 

their families and communities, and did not move from one foster home to another. Although 

the study noted that there are several similarities between foster parents who care for children 

with disabilities in general and those who care for children with FASD, there were also some 

important differences. Foster parents of children with FASD had a desire to be connected to 

various community supports, were committed to ongoing education, supported long term 

planning, and welcomed the involvement of other family members, including people from 

the child’s birth family (Brown et al., 2007).

Other research has assessed how to reduce the number of foster care placements for 

children with FASD (Pelech, Badry, & Daoust, 2013). Having FASD is associated with 

frequent foster home placement changes (Habbick, Nanson, Snyder, Casey, & Schulman,

1995). Furthermore, there appears to be a positive correlation between frequent placement 

changes and subsequent negative outcomes for the child (e.g., school difficulties; Streissguth 

& Kanter, 1997). Pelech et al. (2013) found that a particular set of approaches, known as 

Promising Practices, facilitated increased placement stability for children with FASD. 

Caseworkers’ understanding of the child’s unique need increased when government ministry 

staff had more direct contact with the families. Foster parents found that consistent contact
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with the caseworker at least once a month facilitated not only a more positive relationship 

between the child and the caseworker but also a more positive relationship between the foster 

parents and the caseworker. Foster parents found that more consistent in person contact with 

the caseworker (i.e., home visits) allowed caseworkers to comprehend the home 

environment, the family’s experiences, and the daily challenges associated with caring for a 

child who had FASD. Increased contact with the government ministry of family services 

enhanced foster parents’ feelings of teamwork. The Promising Practices Program suggests 

that changes at the government level can play an important role in promoting the stability of 

foster placements (Pelech et al, 2013).

Northern Context

The role o f a northern context in parenting a child with suspected FASD requires 

special consideration. Although FASD is by no means unique to Aboriginal communities, the 

disorder has had a pervasive impact on northern Aboriginal communities in BC. However, 

Aboriginal communities have demonstrated courage and leadership in their openness and 

willingness to address challenges (Masotti et al., 2006). FASD can impact not only individual 

families but also the community itself (British Columbia, 2003). In some cases, interventions 

may need to incorporate the entire community and thereby help develop community 

resources that can be utilized by families. The presence of intergenerational patterns (i.e., 

daily patterns of behaviour and experiences) means that the multigenerational cases of FASD 

may be interacting with the longstanding history of colonialism. In a qualitative study with 

eight biological mothers, Johnston and Boyle (2013) noted that the interaction between 

FASD and colonial history could mean that efforts to address the parenting challenges 

associated with FASD must also intentionally target the detrimental legacy of colonialism.



33

Drinking during pregnancy can be conceptualized as a symptom of historical trauma (Badry 

& Wight Felske, 2013). The origins of trauma within Aboriginal communities began with the 

colonization of Canada. The colonial period in northern Canada produced severe and 

ongoing disruption of family systems and Aboriginal culture (Badry et al., 2013). As such, 

successful interventions from urban areas may require adjustments to reflect the unique 

circumstances of the rural north. Johnston and Boyle suggest that intergenerational patterns, 

such as alcohol abuse, have in many ways normalized FASD and weakened the traditional 

practices and knowledge that facilitate child rearing. However, rural mothers have also 

demonstrated an impressive resilience and adaptive mothering (i.e., learning from 

experiences and gaining confidence in their parenting skills; Johnston & Boyle, 2013).

Aboriginal parents are faced with confronting the stereotypes that are associated with being 

an aboriginal parent in addition to the challenges inherent in raising a child with FASD 

(Johnston & Boyle, 2013). Given that parents are able to improve their parenting skills, based 

on their own experiences, it seems likely that they would benefit from a collaborative and 

supportive intervention that addresses the specific challenges of parenting in the north.

There are challenges associated with parenting a child with FASD in a northern or 

rural context that apply to parents regardless of culture or family history. Challenges include 

the cost of travelling to access care, wait times, and weather conditions. Boydell et al. (2006) 

recommend that safe transportation be provided to families who are asked to travel to and 

from appointments related to care, and that proper childcare be provided when parents are 

receiving education or support. Using creative solutions, such as online systems, to facilitate 

the delivery of interventions for parents in rural areas could be beneficial. Although the use 

of online systems has shown some promise in counselling (e.g., Murphy & Mitchell, 1998)
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and specifically in a northern context (Garcia-Lizana & Muiioz-Mayorga, 2010; Gibson, et 

al., 2011; Gibson, O’Donnell, Coulson, & Kakepetum- Schultz, 2011; Jennett et al., 2003;

Jong, 2004), the use of online components must be done in an ethical fashion. The need to 

ensure that online systems do not hinder the benefits of face to face interactions is a pressing 

concern (Alleman, 2002; Madigan, 2011). Nevertheless, it appears that online components 

may be of benefit for rural and isolated areas.

Existing Parenting Programs

There are existing models for delivering parental training over distances. A good 

example of this is the Triple P, or positive parenting program, based out of Australia (Triple 

P, 2013). This positive parenting program is intended to both prevent and treat behavioural 

and emotional disturbances in children from the time they are bom until age 16. The program 

offers a tiered system of programs that range in intensity from general information and 

awareness to intensive programs for specific families that have been identified as facing 

severe challenges. The tiered system helps ensure that parents receive a level of service that 

meets their needs without devoting more resources to the intervention than is required. The 

program is also diversified in its ability to target specific groups (e.g., children with a 

disability or children who are overweight). Generally speaking, the program utilizes social 

learning theory, cognitive behavioural therapy, and developmental theory. The overarching 

aim of the program is to help families become self-sufficient and able to navigate the 

challenges of parenting without ongoing support as soon as possible. The diverse forms of 

the program mean that it can also be easily adapted to meet the contexts o f specific 

communities, families or organizations (Triple P, 2013).



A Canadian based program for supporting families, known as the Strongest Families 

Institute, is based out of Dalhousie University (Strongest Families, 2012). The goal of this 

organization is to provide cost effective and timely treatment to children who are suffering 

from a mental health disorder (e.g., anxiety disorder, ADHD, etc.). The programs offered by 

the institute include chasing away worry for anxiety disorders, dry nights ahead for bed 

wetting, and chasing away pain for recurrent headaches. These programs use a variety of 

tools such as relaxation audio clips and access to a coach over the telephone. This program is 

unique in that its services are designed to be offered at a distance, removing or reducing the 

need for face to face treatment (Strongest Families, 2012). The Strongest Families team is 

also developing an online program for parents raising children with FASD. The program is 

currently in the pilot testing and evaluation stage (NeuroDevNet, 2015).

Need for Additional Research

Given the diverse challenges associated with parenting children with FASD, 

additional research is necessary (e.g., Clark, 2003; Clark, Lutke, Minnes, & Ouellette-Kuntz, 

2004; Davis, 1996; Ragsdale, 2006; Rutman, LaBerg, & Wheway, 2002 & 2004; Streissguth, 

1997). Fortunately, current research is starting to demonstrate a new perspective with respect 

to parenting children with FASD. There is an increased understanding that caregivers require 

assistance in the form of both formal and informal supports as they confront the complex 

challenges of raising a child with FASD in contemporary society (Shepard & O’Neill, 2012). 

In addition, there is a need to look at contextual issues such as parenting a child with 

suspected FASD in the north (Johnston & Boyle, 2013). However, there appears to be no 

research that focuses on the experience of parenting a child with suspected, but not yet 

diagnosed, FASD. Consequently, the current literature can be expanded by exploring how
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parents experience the daily challenges of parenting a child with suspected FASD and 

examining how a psycho-educational group can be implemented to support parents.

Chapter Two has provided a detailed overview of the current literature pertaining to 

FASD research. Chapter Three will provide a detailed description of the research methods 

used in the current study.
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Chapter Three 

Methodology

The methodology was initially intended to involve a mixed methods design, and 

include both qualitative and quantitative data collection and analysis. Foremost, a qualitative 

research design was used to help address the first research question, “What types of 

challenges do parents of children with suspected but not yet diagnosed FASD face on a daily 

basis and how do parents experience those challenges?” This aspect of the research was 

exploratory in nature and was intended to understand, rather than predict, parents' 

experiences; therefore, a qualitative design was most appropriate. Both qualitative and 

quantitative data collection were used to address the second research question, “In what ways 

can a support/psycho-educational group facilitate the parenting of children suspected to have 

FASD?” In an effort to evaluate the psycho-educational group, qualitative data collection 

was employed to gather parents' subjective experiences o f the group; the purpose of the 

quantitative measures was to provide an objective assessment of parenting skills both before 

the onset of the group and after its completion. Therefore, it was intended that both 

qualitative and quantitative data collection would assist in evaluating the psycho-educational 

group; however, as will be explained under the data collection section, there was not enough 

quantitative data for analysis.

For the qualitative research design, the study utilized thematic analysis and 

incorporated aspects of the constant comparative method used in grounded theory (Glaser & 

Strauss, 1967). This was not a grounded theory study, as a theory was not generated.

Thematic analysis is a means of identifying and reporting patterns in qualitative data. 

Braun and Clarke (2006) note that thematic analysis is flexible in nature, meaning that it
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exists independent o f a theoretical lens and can be utilized across several theoretical and 

epistemological perspectives. Importantly, thematic analysis, while not limited to any one 

paradigm, is congruent with a constructivist approach. The data was analyzed using an 

inductive approach where the themes came from the data; no attempt was made to fit the data 

into pre-existing coding structure. However, even when the themes come from the data, 

findings are always influenced, to some degree, by the researcher’s theoretical lens. Thematic 

analysis provided a framework for understanding and honouring participants’ experiences 

particularly as it was not confined to preconceptions and expectations.

Elements of the constant comparative method (Glaser & Strauss, 1967) were used as 

a way to conduct and enrich the thematic analysis. The constant comparative method 

involved continuously comparing data units to each other, data units to categories and 

themes, and categories and themes to each other as a way to determine when categories and 

themes needed to be integrated or new ones created. A more extensive description of the data 

analysis procedure is described under the Data Analysis section.

Participants

Participants, recruited through purposeful sampling, were parents of children with 

suspected but not yet diagnosed FASD (i.e., parents of children referred to a northern 

assessment team and on the waitlist for assessment and diagnosis). In this case a parent was 

considered to be the primary caregiver of the child irrespective of whether they were the 

biological, step, adoptive, or foster parent. There were seven parents in the study. Parents 

participated in a psycho-educational group as part of a larger project focused on the 

development and evaluation of the group. The larger project will run the group repeatedly, 

and the participants for this thesis came from the first offering of the group. Parents and
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caregivers of children referred by the assessment team to the psycho-educational group 

completed a pre-screening interview, as part o f the larger group project, to ensure that they 

were eligible to participate in the psycho-educational group.

Participants’ ages ranged from 25 to 50 years old. The children being parented by the 

participants ranged from 5 to 10 years old. Three of the participants were biologically related 

to the child in their care; four participants were foster parents. Six female and one male 

parent participated in the study. In addition, all but one o f the participants indicated that 

Caucasian was their ethnic origin. In terms of participants’ level of education, one person had 

an undergraduate degree, two people had a college diploma, two people had completed some 

college or university, one person completed high school, and one person had some grade 

school. With regard to marital status one participant was divorced, three participants were 

married or living as married, and three participants had never been married. Finally, four 

participants were employed full time, two participants had decided to be stay-at-home 

parents, and one participant was unemployed due to a disability.

Psycho-educational group inclusion criteria. Participants had to meet a set of 

inclusion criteria in order to participate in the psycho-educational group and by extension the 

research: (a) Participants had to be able to commit to attending all group meetings; (b) 

understand the importance of maintaining group confidentiality; (c) demonstrate that they 

could function well within a group context; (d) be willing to implement new parenting 

techniques; (e) have full guardianship of their child or the agreement of all of the child’s 

guardians; other familial guardians were also invited to participate in the group and MCFD 

guardians were approached if needed; (f) not be participating in another parenting group or 

program (except as agreed on with the parent and the group psychologist at the time of
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participation in the psycho-educational group; (g) be over the age of 19; and (h) be proficient 

in spoken English.

Psycho-educational group exclusion criteria. Participants were unable to 

participate in the group if, at the intake interview, the group psychologist formed the clinical 

impression that they were not a good fit for the groups (e.g., evidence of depression or severe 

mental handicap in parent) or were not ready for group (e.g., because o f other commitments 

that prevent participation in groups). However, this determination was based on professional 

clinical judgement and did not use any formal assessments. This approach was required since 

the group is designed to be implemented in northern rural areas where psychologists required 

to do formal assessments (e.g., clinical psychologists) will not be available. Families who 

were not suited or who were not ready to participate in the psycho-educational groups were 

referred back to the intake workers who helped them find appropriate services.

Research study inclusion criteria. In addition to meeting the criteria to participate in 

the psycho-educational group, participants needed to meet the following criteria in order to 

participate in the research study: (a) parents had to be willing to complete the required 

interviews; (b) parents had to indicate whether or not they were willing to complete a journal; 

parents could choose not to complete the journals and still take part in the rest of the study; 

and (c) parents had to indicate that they were willing to maintain confidentiality as it 

pertained to the data generated by the study. No participants who had been accepted into the 

psycho-educational group were excluded from the research study.

Recruitment

Intake staff from a northern assessment team referred families to the psycho- 

educational group. The group psychologist’s assistant received the referrals and described the
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group to families. If families were interested in participating in the groups, they were seen by 

the psychologist and the leader of the children’s group for an intake interview. After the 

intake interview the psychologist’s assistant informed parents about this research 

opportunity. If parents were interested, the assistant asked parents’ permission to share their 

name and contact information with me so that I could further explain this research and invite 

parents to participate.

Data Collection

An attempt to collect quantitative data was done using the Parenting Sense of 

Competence Scale. The scale was intended to assess how parents perceive their parenting 

skills. The intent was to administer the scale before the psycho-educational group and again 

after the completion of the psycho-educational group. However, the scale was only 

administered at the start of the psycho-educational group given that participants found the 

measure hard to understand and some items were worded poorly. In addition, parents did not 

find some of the questions relevant to their experiences of parenting or their relationship with 

their child.

The Parenting Sense of Competence Scale asked parents to rank statements on a scale 

of 1 to 6 with 1 being strongly agree and 6 being strongly disagree. Example statements 

included “the problems of taking care of a child are easy to solve once you know how your 

actions affect your child, an understanding I have acquired,” “I do not know why it is, but 

sometimes when I am supposed to be in control, I feel more like the one being manipulated,” 

and “being a parent is manageable, and many problems are easily solved.”

The qualitative data was collected through the use of interviews and participant 

journals. All of the data was collected within six months.
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Interviews. The interviews were intended to explore parents’ experiences with 

parenting a child with suspected FASD. They were each conducted using a semi-structured 

interview guide (Appendix B and C). The interviews were audio recorded with the use of an 

additional back-up recorder to guard against data being lost due to a problem with the 

technology. All audio recordings were done using a digital recorder. Each interview took 

approximately one to two hours to complete.

The first round of semi-structured interviews (Appendix B) was conducted before the 

start of the psycho-educational group. The interview occurred at a safe, private location that 

was easy to access for both the participants and myself. Interviews were conducted at the 

Community Care Center or a research lab at UNBC (University of Northern British 

Columbia). I described the purpose of the study again and participants signed the consent 

form (Appendix D) and completed a demographics sheet (Appendix E). I walked participants 

through the use of the online journal system if applicable. At the end of the first interview, 

participants were provided with a $20 honorarium in the form of a grocery store gift card. All 

seven participants participated in the first interview.

The second round of interviews served two purposes. First, member checking was 

used to examine the credibility of the preliminary data analysis. Parents reviewed a summary 

analysis o f their first interview and reflected on its accuracy. Second, these interviews 

provided an opportunity to elucidate the issues and themes raised through the journaling 

process and the first interview. The second round of interviews occurred after the psycho- 

educational group had been completed. These interviews were completed at the same 

locations as the first round of interviews. However, if participants requested that the follow 

up interviews be completed at another location agreed upon by both the participant and
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myself, this request was accommodated. One participant decided to complete the second 

interview by phone because family commitments made an in person interview problematic.

At the end of the second interview, participants were provided with another $20 honorarium 

in the form of a grocery store gift card. Three participants completed the second interview.

One participant stated that they did not want to do the second interview. This parent was 

facing numerous work and family commitments and was unable to attend a second interview. 

Another participant moved out of town during the study and did not supply new contact 

information. Two participants did not return my calls regarding a second interview. Each 

participant was called up to three times.

After each of the first and second interviews there was a 5 to 15 minute debriefing 

session, when the recorder was turned off, so that participants could address any emotions or 

issues that might have arisen during the course of the interview. The contact information for 

the intake workers, who helped parents access support services, was available for those 

participants who requested the information.

Weekly journals. The journals served two purposes. First, they facilitated 

participants’ ability to reflect on their experiences of parenting a child with suspected FASD 

at an in-depth level (e.g., the meaning they attributed to daily experiences). Second, 

participants were able to reflect on their experiences as they happened, which hopefully 

increased the richness of their data. Participants had three options for how to complete 

journals (Appendix F): using a written online format, using a verbal audio recording 

uploaded through the internet, or by writing a paper copy. The online data collection system, 

fluid survey allowed participants to sign in from any location with internet access and to 

respond to a series of questions each week. Participants were asked to complete the journals
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at least once a week. However, participants also had the option of using the online journal to 

record experiences throughout the week as often as they wished. The ability to use the 

journal repeatedly throughout the week was intended to encourage participants to record and 

reflect on the daily challenges o f parenting a child with suspected FASD soon after they 

occurred. To make the journal easier to complete participants could simply record their 

verbal responses to each question and then upload their responses into the survey program. 

However, no participants chose to complete the journals using spoken responses. Two 

participants chose to type their responses into the online journal; two participants chose to 

complete the journal using a paper copy. Participants who completed the journal at least once 

received an additional $10 grocery store gift card. Four participants completed journals; a 

total of 10 journals were available for data analysis.

Data Analysis

The data was analyzed through thematic analysis and incorporated aspects of the 

constant comparative method (Glasser & Strauss, 1967). All interviews and journal entries 

were transcribed verbatim to facilitate analysis. All transcriptionists signed a transcriber oath 

(Appendix G).

My approach to the analysis was similar to that proposed by Braun and Clarke (2006) 

who suggest that phases to thematic analysis include familiarizing oneself with the data, 

generating initial codes, searching for themes, reviewing themes, defining and naming 

themes, and producing the report (p. 87).

First I read through each transcript in its entirety to get a holistic sense of the 

participant’s experience. Then I used aspects of the constant comparative method (Glaser & 

Strauss, 1967) to generate initial codes for the data, and documented similarities and
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differences in the data units (i.e., sentences). Only relevant sentences (i.e., sentences 

pertaining to the research questions) were coded. I consulted with my supervisor to ensure 

agreement with respect to irrelevant sentences. If there was disagreement with respect to 

some sentences they were discussed until a consensus was reached. Then I formed and 

named preliminary categories by grouping together data units with similar properties. Data 

units were then compared against these preliminary categories. I did not create categories 

prior to the study; categories emerged based on the data that was collected. Throughout the 

process categories were compared with each other and relationships established between the 

categories. Based on these comparisons and relationships categories were re-examined and 

integrated or created to reflect the themes in the data. Importantly, memo writing was also 

used to document observations, ideas and questions related to the analysis of the data. I kept 

a journal to record my experiences of the interviews and data analysis process. I also used my 

journal to document my biases and pre-conceptions (e.g., approaching the data from a 

strengths based lens). Based on the data analysis (e.g., categories) and the information 

generated by the data analysis process (e.g., my journal) a preliminary interpretation was 

developed to explain the data.

The preliminary findings for each participant’s data were then presented to each 

corresponding participant during the follow up interview. Importantly, interviews and 

participants’ journals were initially coded individually, to facilitate participant feedback. 

Participants were asked to determine if the findings, based on their individual interviews, 

accurately reflected their experiences of parenting a child with suspected FASD. All three 

participants who attended the second interview confirmed that the individualized findings 

captured their experiences. I then asked these three participants further questions to clarify or



expand upon the existing data. The additional information was used to refine the data 

analysis.

All interviews and participants’ journals were then coded together to provide a 

composite analysis of the data (Appendix H). During this phase the potential categories were 

again re-examined to determine which categories could be integrated. It was at this time that 

I also identified meta themes that cut across categories and participants. The composite 

included categories, subcategories, and meta themes. This holistic interpretation, drawing on 

all participants’ data, was then e-mailed to participants so that they could evaluate its 

accuracy. Although participants were not expected to find that every aspect of the holistic 

interpretation of the data reflected their personal experiences, they should have been able to 

see their daily experiences reflected in some aspect(s) of the analysis. Participants’ feedback 

was then used to complete a final analysis of the data. Two participants provided feedback 

attesting to the accuracy and comprehensiveness of the composite findings.

NVIVO

The analysis was done with the assistance of the program, NVIVO. NVIVO was used 

because the program’s coding features helped compensate for my physical disability. For 

example, the ability to navigate the data using highlighting and colour coding greatly reduced 

the eye strain associated with theming the interviews.

All transcribed interviews and participant journal entries were imported into NVIVO 

as documents using the external data function. Once all the data had been imported sentences 

were coded using nodes to create the relevant categories and themes. A hierarchy of nodes 

was used to identify how the categories and themes related to each other. The text was 

selected and coded, to new or existing nodes, as the document was read by simply selecting
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the relevant sections of text. Importantly, the categories and themes could be moved around 

within the hierarchy as they evolved throughout the coding process. Journal memos related to 

specific nodes and/or sections of text were linked to the coded documents to facilitate 

analysis. In addition, NVIVO could be instructed to analyze all of the transcripts or only 

specific transcripts facilitating the individual interpretation of participants’ data in 

preparation for the second interview and the final composite analysis. NVIVO allowed for 

several methods for tracking the categories and themes identified (e.g., assigning a color to 

each category and theme and using coloured highlighting to denote the different categories 

and themes). Once all the nodes had been created the program created a code book that 

captured the hierarchy of the nodes as well as a comprehensive definition of each node. After 

the data had been coded NVIVO was used to explore the data through a series of searches or 

queries. These searches could be refined to look for specific comments, search within 

specific categories and themes and within specific transcripts, and identify relationships 

between categories and themes.

Evaluation Criteria

The quantitative portion of the study was expected to have methodological rigour.

With respect to the Parenting Sense of Competence Scale, Ohan, Leung and Johnston (2000) 

have provided support for the scale’s validity. The scale was found to have good internal 

consistency (i.e., degree of correlation between items on the scale that measure the same 

construct) and inter-rater reliability (i.e., the extent to which two parents using the same 

measure to assess a situation agree). Furthermore, construct validity (i.e., the extent to which 

a measure actually assesses the phenomenon it is intended to measure) was demonstrated 

through evidence of convergent validity (i.e., the extent to which two theoretically related
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measures of a construct demonstrate the presence of a positive correlation) and divergent 

validity (i.e., the extent to which two theoretically related measures of a construct 

demonstrate the presence of a negative correlation). For example, convergent validity was 

seen in the finding that having a low conflict parenting style was associated with higher 

parenting satisfaction and divergent validity was seen in the fact that having a child who 

displayed behaviour problems was associated with lower levels of parenting satisfaction. In 

the present study participants found the scale difficult to understand. The scale was 

administered before the commencement of the group but not after the completion of the 

group. The quantitative data provided by the scale was not viable due to poorly worded items 

and parents’ difficulties interpreting the meaning of the questions.

The qualitative portion of the study had several components that helped ensure 

methodological rigour and provided a clear framework for evaluating the study and 

establishing the trustworthiness o f the findings. The credibility of a study pertains to how 

well the findings describe the phenomenon being investigated (Lincoln & Guba, 1985). 

Credibility was facilitated through the use of several methods. All sources of data were audio 

recorded and then transcribed verbatim to ensure that the data being analyzed was accurate, 

complete and reflected participants’ personal experiences. Sections of the audio tapes were 

also reviewed by my supervisor to ensure the fidelity of the interview method. Each category 

contained data from several participants, helping to ensure that the analysis and the findings 

it supported were not overly influenced by the experiences of any one participant. In 

addition, the data analysis and subsequent findings were informed by both participants’ 

experiences and my knowledge of the existing literature. The integration of these related but 

distinct sources of knowledge allowed for the use of triangulation, strengthening the findings
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of the study. The preliminary categories and interpretations derived from the data analysis 

were presented to participants, as outlined previously, so that they could be evaluated and 

refined as needed to help ensure that the findings accurately articulated the experience of 

parenting a child with suspected FASD. Given that only three follow up interviews could be 

conducted the findings were also reviewed by two clinicians familiar with the experiences of 

parenting children with suspected FASD. Both clinicians agreed that my analysis was 

consistent with their experiences of working with families whose child had FASD. Moreover, 

sections of the coded data were reviewed by my supervisor to help ensure the consistency 

and accuracy of the themes that were being used to conduct the data analysis.

Methodological rigour was also addressed through the consideration of dependability, 

which pertains to the extent that outside researchers can examine the research process and 

comprehend the decisions that were made throughout the study (Lincoln & Guba, 1985). In 

order to establish dependability a journal was used to record preliminary ideas and 

interpretations, permitting a comprehensive review of the analysis process and findings. 

Another aspect of methodological rigour is confirmability, which pertains to how well the 

data and the findings are grounded in the events being studied and not influenced by the 

researcher’s personal perspectives or biases (Lincoln & Guba, 1985). Again, the journal kept 

throughout the study facilitated confirmability by articulating and tracking my personal 

perspectives and biases. Furthermore, any findings that were consistent with my personal 

perspectives were rechecked by my supervisor to confirm that they were supported by quotes 

in the transcripts of several participants. I also conferred with my supervisor to ensure that 

there was agreement with respect to what constitutes relevant and irrelevant units of data. 

Confirmability was also facilitated through the use of follow up interviews and having
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participants check the accuracy of themes and preliminary interpretations. Finally, efforts 

were made to support the transferability of the research findings. Transferability pertains to 

how well the findings from a study can be applied to situations outside of the study’s original 

context. Transferability cannot be established by the researcher conducting the original study. 

Transferability is assessed by the person who wishes to transfer the findings to a new context 

since this individual has the knowledge to assess how well the two contexts resemble each 

other (Lincoln & Guba, 1985). An in-depth description of the data is provided so that readers 

can accurately assess how well the study’s findings can be applied to a particular context 

with which the reader is familiar.

Ethical Considerations

The proposed study was reviewed by the research ethics boards of both UNBC and 

the Northern Health Authority to ensure that it complied with the ethical standards and 

protocols of both institutions. There were several key ethical considerations inherent in this 

study. Parents had to be allowed to take part in the psycho-educational group without 

consenting to take part in the study itself. This distinction was essential since the need for a 

psycho-educational group had been identified by parents themselves as a critical resource. In 

addition, the workers who informed parents of the group could have a pre-existing 

relationship with some or all parents. As such, there was a need to ensure that parents did not 

feel pressured or obligated to participate because of who was making them aware of the 

study. This ethical consideration was addressed by having intake staff members, who did not 

have pre-existing relationships with potential participants, inform them of the group. Quotes 

from participants were used in the thesis. To help conceal the identities of participants 

providing the quotes, the researcher's supervisor reviewed all quotes to ensure that they did
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not include information that readily identified participants. Participants were provided with 

contact information for the intake workers and community counselling services at the start of 

the study, and at the end of the study, so that they could access appropriate support services 

as needed.

Chapter Three has provided a detailed account of the methodology used in the thesis. 

Chapter Four will provide a detailed description of the study’s findings in relation to the 

research questions.
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Chapter 4 

Findings

The findings are based on participants completing semi-structured interviews and 

journals. Seven parents participated in the first interview; three participants completed follow 

up interviews. Four participants completed a total of ten journal entries. Two participants 

also verified that their experiences of parenting were reflected in the final composite 

findings. Two clinicians, with extensive experience working with families who have children 

with FASD, verified that the findings were consistent with their professional knowledge. 

Daily Challenges of Parenting and Parents’ Experiences of Those Challenges

The first research question was, “What types of challenges do parents of children with 

suspected but not yet diagnosed FASD face on a daily basis and how do parents experience 

those challenges?” Five large categories emerged from the data; these categories were (a) 

challenging environments, (b) child’s impaired cognitive functioning, (c) child’s other 

medical conditions, (d) seeking to facilitate the child’s independence, and (e) child’s 

confrontational attitude. An explanation of each category and a list of associated 

subcategories is provided. Then each subcategory is explored in detail and participant quotes 

are provided. Meta themes, which were themes that cut across categories and participants, are 

presented.

Challenging environments. All parents talked about having to deal with at least one 

type of challenging environment. The type of environment varied. However, all the 

environments involved parents interacting with other people or organizations, such as the 

health authority, in an effort to parent their child, as effectively as possible. The challenging 

factors related to the environments were (a) insufficient supports for the child, (b) parents not
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feeling heard by professionals, (c) multiple adults raising the child, (d) regulating video 

games, (e) social isolation and consequences of bullying, and (f) setbacks related to social 

interactions.

Insufficient supports for the child. Parents explained that they were faced with 

insufficient supports (e.g., information from professionals). Parents expressed anger, 

frustration, anxiety, fear, and fatigue as they sought to find adequate supports. There was a 

sense of regret and sadness over the challenges their child could have avoided if supports had 

been available. For example, parents talked about how their child could have avoided 

struggles in school if proper educational supports (e.g., adapted assignments) had been 

present. Not having the same support network as other families, without disabled children, 

who can turn to extended family and friends for help brought up feelings of sadness and a 

sense of loss. Parents focused on continuously advocating for what their child needed, 

identifying what kind of services the child needed, providing informal supports in the home,

(e.g., working on math with the child) and doing research to come up with new ideas about 

how to help the child. In addition, parents sought out support from friends and family to help 

cope with the stress of insufficient supports.

Parents explained the need to accept that receiving professional support, such as a 

diagnostic assessment, would not solve all the problems. It was important to always seek to 

reduce both uncertainty and unanswered questions. However, other parents explained it was 

important not to expect a single universal solution. Some parents mentioned that they were 

considering moving to a new location that would have more supports. It was also important 

to find time in the day to talk with the child to see how the day was going as a way to help 

compensate for missing supports. These talks allowed parents to identify challenges their
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child was facing and offer support and encouragement that would not otherwise be provided.

As parents made progress towards getting more support for their child they expressed

feelings of accomplishment, validation and pride. Parents talked about being frustrated by the

lack of supports and resources available to their child before they received a formal FASD

assessment. For example, one participant explained,

It feels like that will just be everything, and, I get that’s not, it’s not realistic, it’s very 
hopeful, to be like hopefully we’re just missing this one and everything else is going 
to fall into place, I understand that that’s probably not going to be the reality... 1 think 
if he’d had gotten in younger, when we were dealing with more of the behaviours and 
more of the, but now he’s growing, so some of the behaviours are not as severe which 
is a positive thing, however, I feel like some of his stuff is just because he’s just so 
worn down, he’s really accepted that he’s just the dumb kid, and I think if we ‘d had 
him assessed earlier they could have got that and we could have put in more supports 
and hopefully avoided this stage... we just do, try and do what we can at home, try 
and take him to the library, try and cut out electronics, teach time, when like oh really 
seizing those, literally we might only have ten minutes, but like ok [he’s] in a good 
mood, I’m going to sit down with the plate clocks and we’re going to practice, cause 
he’s actually going to take something in, it’s just doing what we can, putting in those 
supports at home where I can, in a safe environment...(participant 07)

Parents not feeling heard by professionals. Parents didn’t always feel heard and

understood by professionals. Some parents felt angry and judged; other parents talked about

having to cope with the fear that professionals would place the child with another caregiver.

Parents talked about how these fears sometimes led to expecting the worst. Parents reminded

themselves that they were doing a good job of parenting the child. In other cases, parents

spoke of being frustrated because professionals didn’t understand what it was like to parent a

child with suspected FASD. The expectations placed on parents by professionals were, in

parents’ opinion, unrealistic. Parents talked about spending a great deal of time trying to get

professionals to understand what their child needed and reassuring the child that eventually

supports would be in place. Some parents expressed intense frustration and disbelief at the

opportunities that had been lost because adequate supports were not initiated by
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professionals. Despite the ongoing struggle to secure supports parents commented on the

steps that had been taken to develop individualized supports for their child and that there had

been some successes. One parent said,

...1 feel like everything that 1 do is judged on a scale of how well I’m being a parent, 
and so when I miss something, or I should have done something differently, and I 
realize that I do a lot of self-blame and a lot of worry, what is the ministry going to 
think, what are the professionals going to think, are they going to say I should have 
done it this way, instead of that way... I think that the problem with professionals is 
that mostly, they specialize in one area, and so if their area is say speech, for example, 
then in their mind you’ve got all day to work on speech, but they don’t see the whole 
picture, they don’t see all the other things that need to be work on, and all the other all 
the other things that I see as priorities, because in their mind, they’re thinking about 
what their personal priority is, so and you know, it’s like they’re thinking why 
haven’t you worked harder on this piece or that piece, when really when you put it all 
together, you got five kids and they all have different levels of ability and such, there 
is so much to work on, that sometimes you do never get to their priority...
(participant 06)

Multiple adults raising the child. None of the biological parents commented on their 

experiences of interacting with foster parents. Foster parents faced challenges related to their 

interactions with other people who are helping to raise the child. Foster parents spoke about 

wanting to have the biological parent involved in the child’s life. However, foster parents 

experienced fear, disbelief and frustration because in their opinion the biological parent 

frequently could not look after the child without supervision. Some foster parents also talked 

about feeling betrayed and angry towards the biological parent because the biological 

parent’s actions created problems related to setting up supports and resources for the child. 

Moreover, foster parents expressed sadness and a sense of loss for the child because the 

biological parent was not more involved in the child’s daily life. Foster parents worked 

towards trying to have biological parents more involved by anticipating when problems 

might arise and coming up with creative solutions, such as having the biological parent spend 

time with the child at the foster parent’s home. The child would sometimes become
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distressed by the absence of the biological parents so foster parents made an effort to be

honest with the child when answering questions, helped the child calm down, always focused

on being patient with child, reassured the child, and focused on the positive things that were

going on in the child’s life. Foster parents also decided which things were most important

and focused on those first, accepting that other less important tasks might not get addressed

immediately. Despite feeling fatigued, foster parents expressed feelings of accomplishment

as they found ways to integrate the biological parent into the child’s life. These successes

gave foster parents a sense of hope that progress was possible. A parent commented,

. ..well there is, in that similar to parents who go through divorce we are sharing 
children with other parents, so they have their birth parents, that are also their parents 
and so we have to be respectful of them and of making time for them.. .the youngest 
one, they also spend time with their mother, their natural birth mother, so on a visit to 
mom’s the youngest one left the home... left the home, went out on the street... the 
police phoned us, we have your child, um, so like that’s the kind of thing that can 
happen if people aren’t aware of the dangers...so she has a visit in our home, but not 
at her home, so we supervise her time with the kids, so she comes here to see them 
and so that’s what, that’s sort of our solution around what do we do, when we really 
feel like it’s not safe, is we just say “sure, you can have a visit, but why don't you 
have it here, why don’t you come over and play with the kids at our house” . .. 
(participant 06)

Regulating video games. Some parents found themselves having to regulate their 

child’s use of video games. Some parents regretted giving their child access to video games 

because the child would copy the aggressive and disrespectful behaviour used in the game. 

Parents resorted to using methods that they identified as not very effective, such as yelling. 

This type of approach did not work because the child became angry and it became very 

difficult to communicate with the child. As an alternative parents started anticipating which 

games the child should not play (e.g., Grand Theft Auto) and being consistent with rules 

around which other games could be played (e.g., Lego). Parents also took time to explain the 

rules to the child and helped promote informed choices by making the child aware o f what
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the consequences were for breaking the rules. Parents found some games that fostered 

cooperation. These skills based games actually helped improve the child’s behaviour. One 

parent stated,

.. .1 took his game away for two weeks -  no, for one week at first. It was to the point, 
where every day he was calling me an idiot, ordering my around, this and that. He 
brings his friends over, he calls me names in front of them. As soon as that happens,
I go like this, “Out! You guys need to leave. That goes off.” Then it’s a big fight. So 
the last time that happened, I took everything, put it in a box, taped it up, all the 
games and all the electronics, everything. I just threw it in a big box, taped it up and 
left it there. It stayed there for a week. He kept apologizing. I said “I’m sorry, I gave 
you a week, it’s staying there ...” It felt good. And he was doing better. But, yeah, I 
should’ve done that a long time ago, packed up that machine and the game. I’ve done 
it twice now and we had a peaceful week when I did it.. ..I find, when he plays certain 
games, he tries to act to character, he tries to be mean.. .1 bought him all the Lego 
ones, I try to get him to play the Lego games because I notice when he plays those 
he’s happy, he gets along with everyone. But when he plays those other games, he’s 
controlling and he gets mean and he just starts flying off the handle... ( participant 02)

Parents found some games that promote skills, such as math. These skills based

games promoted comprehension. Other parents found video games beneficial because they

allowed their child to interact with their friends in a collaborative way (e.g., Minecraft).

Parents found video games to be at least partially beneficial as long as their use was tailored

to meet their child’s needs. For example, parents would pick games that targeted academic

skills that needed to be improved. Being able to transform a challenge into a potential

solution gave parents a sense of validation and pride. According to one parent's experience,

.. .if you are going to play this, you know ninja game for half an hour, you need to 
play a math game for at least 15 minutes and so trying to get him to go through all 
those apps and find games that interest him... his friends, a lot of them play Minecraft 
which I love for him, it was just the perfect combination and for me, as a mom, just a 
fabulous combo, he loves Lego and always has all those very hands on intricate and it 
just lets his imagination go, so to see that but then, it also allowed him to interact with 
all of his friends, they can chat, they can build things together, so that socially it was 
good for him he has a lot of really great little friends... (participant 07)
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Social isolation and consequences o f  bullying. Parents explained that they worried

their child would become socially isolated as peers matured. This concern was particularly

important as parents thought about their child eventually going to high school. Parents

experienced fear and frustration at the prospect of their child becoming socially isolated.

Parents spent time anticipating what might lead to this isolation (e.g., impaired social skills)

and sought to prioritise teaching their child skills essential to increased independence and

maturity. Furthermore, parents spent time explaining skills and reassuring their child that

progress and improvement were possible. As with other skills, parents felt a sense of pride

when their child started to acquire a new skill that would reduce the chances of social

isolation. One parent explained,

...he’s 10, and in many ways he’s 10 as are his friends, but kinda of social emotional, 
we’re still seeing him more around 7, 8, and so, um, my fear is that some of these 
friendships are going to, kind of outgrow him and that concerns me because, he just 
he is so social and he is so sensitive and the friends he has, he, they are like his 
buddies, for life, but I can kind of already, start to see the way some of them are just, 
they’re maturing... (participant 07)

Some parents talked about how their child was already experiencing social isolation

and bullying. Parents felt angry and betrayed that other adults had not stepped in to help

prevent the social isolation and bullying. Parents spent time letting the child talk about being

bullied in a safe environment and helped the child regulate emotions. Parents also advocated

for their child and tried to put supports in place that would stop the bullying. Parents

explained that they were committed to helping their child through the bullying but always

being exposed to the child’s anger and frustration was exhausting and overwhelming at

times. One parent explained,

.. .he gets picked on at school, all the time. Like I said, with the bathroom thing, he 
won’t even go to the bathroom at school anymore, since those kids did that to him 
and they are always shoving him in the hall, always pushing him around. I’m
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surprised he stuck it out that long.. .1 have to lay with him, when it’s bedtime and rub 
his back and we talk -  that’s when we have our talks - 1 give him his melatonin, and 
then I talk to him and ask him how school was and he’s more relaxed and he’ll tell 
m e... (participant 02)

Setbacks related to social interactions. Parents also explained that their child 

experienced setbacks related to social situations, such as interactions with peers and teachers. 

Parents felt angry and at times fatigued in response to such setbacks. Some parents made a 

point of deciding which issues were most important and which ones could be dealt with at a 

later date. Other parents experienced fear and anxiety over how their child would interact 

with peers. A major concern was that the child would become a follower and be manipulated 

by other children.

Parents talked about how they felt betrayed and let down by staff who failed to adapt 

schoolwork so that the child could learn. The feeling of being let down was increased by the 

fact that parents took time to explain their child’s needs and advocate for accommodations in 

advance. However, parents felt their concerns and the information they provided were not 

used by teachers. Parents often broke tasks, such as homework, down into steps to make 

them more manageable. Parents also found creative ways to mediate the setbacks their child 

was facing (e.g., getting a private tutor). Moreover, parents focused on making sure that their 

child would be able to make life choices. Avoiding setbacks in social settings, such as school, 

was vital because parents did not want to unnecessarily limit their child’s opportunities later 

in life. Eventually, parents want to see their child have the confidence and skills to stand up 

and advocate for what they want to do with their life.

Parents talked about spending time explaining and teaching the child skills that they 

had not previously learned. Parents explained that in some cases the child simply had not had 

the chance to learn a particular skill. Seeing the child learn a new skill or make new
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supportive friends gave parents a sense of success, pride and progress. These

accomplishments made it easier for parents to deal with the ongoing uncertainty of how the

child would handle social settings as they matured. One parent described,

...sometimes she can be very bossy, so it’s kind of hard when, but it’s like, any kind 
of child can be bossy per se , but with her, I think with her with the FAS, it’s kind of a 
bit more of a struggle with her, cause she kind of doesn’t understand, when you’re 
telling her that you know, you got to step back, we got to take turns, we have to share, 
um, she’s very like loud shall I say, and she can get really silly easily and some of the 
other kids don’t understand... a girl will come up and be like oh hey, you know, 
talking about something and she’ll kind of look at her and go ok, and then go off and 
start going back to that other friend she had seen and was like focused on, like she’s 
not able to, like if she has one thing on her mind, she can’t have another child come 
up, and I think she brushes them off and I don’t think she means to be rude... her 
teacher had saw her and came up and is like, oh hi, and she’s talking to her and 
everything like that, and she’s like, “where’s my class?” I’m like “someone’s saying 
hi to you, look”, no she couldn’t focus, she knew we had to go look for her class and 
she couldn’t, like at least with the teacher, it was kind of like, you know, but if 
another child does it I can see where they’re kind of put off...I’ll tell her I talked to 
her afterwards and said, “you know it was ok, we had time, that you could have said 
hi to your teacher, we would have found your class after, it was ok...” it was just try 
to like help her and the next time something like that happens, that you can take a 
break, to talk quickly and yeah... she helped a friend go down [in the swimming 
pool] and brought up a ring for her friend... I feel pride, like just you know happy 
and that you know it’s, the good things that’s coming out of it... she dives down to 
get her one and you think oh well you know she could have came up and said “I have 
two! I have two!” But she handed it over and she had one with the other girl.. .just 
like happy and caring and all that kind of stuff, like just like you know, makes you 
kind of thrilled, like you do feel like high in a w ay...( participant 03)

Child’s impaired cognitive functioning. All parents were helping their child cope

with the impact of a cognitive deficit. These challenges ranged from children not being able

to understand concepts, such as math, to an inability to know when a situation is unsafe. The

subcategories of child’s impaired cognitive functioning were (a) child’s anger related to

having a cognitive deficit, (b) child not understanding information, (c) child finding change

difficult, and (d) child not understanding when a situation is unsafe.
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Child’s anger related to having a cognitive deficit. Parents talked about how their 

child knew about the cognitive difficulty created by suspected FASD. The child was often 

angered by the challenges and limitations that existed. Parents explained the need to 

determine which issues could be addressed and which issues were beyond their control. For 

example, parents could help their child cope with the inability to fully comprehend the 

absence of a biological parent but could not always reunite the child with the biological 

parent as often as the child wanted. Parents also described feeling depressed and anxious as 

they watched their child come to terms with having cognitive impairments.

Parents were angry and frustrated that they could not always help their child 

overcome cognitive challenges, such as understanding math. Parents used several skills to 

help temper their child’s anger, such as being honest when they didn’t have the information 

the child wanted, consistently helping the child try and find ways around challenges, and 

explaining things in a different way when the child didn’t understand and became angry. In 

terms of being honest with the child and trying to find a solution one parent commented 

“...You need to sleep. I can’t tell you that answer because I don’t know it. I’m waiting to 

hear back...we can call once it’s the morning tim e...” Parents commented on the importance 

of helping the child understand the consequences of their actions since the child often 

became angry when the reasons for consequences were unclear. However, it was important 

for parents to find moments when the child was starting to calm down. Proper timing of 

information helped reduce the child’s anger. Waiting for the right moment also meant that 

parents needed to be patient and often let the child vent their anger before a conversation 

could happen. Some parents expressed fear over how they would manage when the child was 

a teenager and became angry. The concern was that eventually the child would be stronger
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than the parent and someone could be hurt when the child was angry. Other parents

commented that it was important to model for the child, through pictures and demonstrations,

how a person who is angry should act. Some parents would actively remove something from

the environment that was making the child angry, such as homework. The child was

reassured that once the anger had passed the removed item would be returned. Parents

actively sought resources and supports, such as educational groups, that could help manage

and reduce their child’s anger. Parents believed that being consistent with rules and

expectations helped reduce their child’s anger. These accomplishments gave parents a sense

of relief and accomplishment. However, some parents expressed feelings of dread and fatigue

as they faced the challenge of managing their child’s anger later in life. Specifically, parents

worried about their child’s anger in relation to high school and the increasing academic

demands. One parent summed up an experience,

...when he gets angry, he brings that up. “Well, it’s because my Mom and my Dad 
did drugs.” I said, “Well, yeah but you don’t have to act like this. There is a way 
around it. You just have to stop, you have to think before you talk, you have to try” ... 
if he’s mad I’ll get him to talk about something else. We come back to it when you’re 
calm... I just tell him the truth. I try to rephrase it so it’s not, so it don’t sound too 
harsh on him. He’s gotta realize he can’t do things like this... if he flipped out, so he 
wouldn’t hurt anyone else or me or whatever. I’d sit on the floor with him, put my 
legs and arms around him and I’d hold him until he calmed down. But he’s nine years 
old and he’s getting stronger and he’s getting too old for that... (participant 02)

Child not understanding information. A cognitive impairment all parents faced was

their child not understanding information, such as spoken instructions or written information.

Some parents talked about feeling anxious and angry when their child could not understand

something because the lack of comprehension made it hard to help the child. Other parents

had a sense of fascination and disbelief related to the fact that the child understood some

information well but completely missed other instructions. Parents had a strong desire to
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figure out how their child interpreted and remembered information. Parents focused on 

making sure their child understood information so that eventually the child would be able to 

make their own choices and decide what to do with their life. To help facilitate this freedom 

of choice some parents focused on deciding which skills the child will need to know in the 

future, such as how to count money, and which skills are less important for the child’s future, 

such as knowing how to use the Pythagorean Theorem. Many parents broke tasks down into 

steps, explained things repeatedly in different ways, and made sure the child had time to talk 

with the parent each day. Foster parents described that sometimes the child did not 

understand how to do a task simply because it had never been properly described or 

demonstrated before. Other parents found that they had to give information in small chunks 

and then give the child time to process what had been said before providing the next piece of 

information. Other useful skills included having the child repeat verbal information, writing 

instructions down in a list, using simple words when talking to the child, and changing the 

expectations placed on the child when needed.

Parents commented that it was important to check the child’s comprehension because 

sometimes the child would give the impression that the information had been understood 

when in fact the child was just trying to end the conversation. The fact that every child 

understood information differently left parents feeling exhausted at times. The task of finding 

the unique solution for each child could be daunting and different strategies were often 

needed for different kinds of information, such as spoken or written instructions. Other 

parents spoke about how they wanted to change the strategies that had been used in the past 

because these approaches had not worked well. Parents talked about how they were able to 

increase their child’s understanding somewhat, even without enough formal supports, and
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this gave parents a sense of relief and success. However, some parents remained protective of 

the child and often worried about a negative outcome if the child’s comprehension would not 

improve considerably. For example, some parents talked about the possibility that the child 

could be placed with another caregiver. The fear was that the professionals would 

recommend another caregiver, presumably with more resources and energy, as a way to 

facilitate the child’s cognitive development. According to one parent,

.. .talk about why some things are not a good choice and what better choices could be 
made.. .trying to get him to think about choices he’s making.. .when something 
happens, then I try to think about, okay, um, on a scale of one to ten, how important is 
this with everything going on for him, um, like life factors all considered, what’s 
important? What, what does he need to know how to do? What’s a life skill?... Lots of 
times what I’ll do, um, with kids, to make sure that they’ve heard me and understood 
me, is I’ll tell them something important and then they’ll say, “Okay.” And I’ll say, 
“What did I just say?” And then that way when they repeat it back to me, then I, I 
have a better understanding. How much they understood of it...It’s like, how come 
you know what it was yesterday when you cannot do it today?... and yet you know 
the theory? You know it all to be true.. .and here it is happening right in front of you 
and you’re still like, This is amazing! (participant 01)

Child finding change difficult. Other parents explained that their child found changes 

to routine hard to accept. Parents felt anxious and fearful when their child needed to adjust to 

a change. The need to constantly anticipate and mediate changes was frustrating at times for 

parents. For some parents this frustration turned into feeling fatigued and anxious. Some 

parents used skills such as being honest with the child about the drawbacks to change, 

making the child aware o f how change can be positive, introducing changes in gradual steps, 

allowing the child to make some choices around how change was handled, and being mindful 

of when the child was finding the change especially hard. Parents emphasized that there was 

a need to be patient with the child and allow them to accept the change gradually. Other 

parents used skills such as encouraging their child to keep trying new things as a way to 

make change easier. When the child felt uneasy about change, parents helped by offering
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frequent reassurance and encouragement. Parents were comforted by the realization that with 

persistence the child usually embraced the change. Parents expressed a sense of relief and 

accomplishment once the child was familiar and comfortable with the change. One parent 

commented,

...it’s definitely worse through transition periods, for example, we just moved to a 
new house so that took months of prep work, just introducing the idea, um, those big 
transitions are hard, he’s definitely grown a lot over the little transitions...
Sometimes, it definitely brings some, anxiety, so mentally, I have to prepare myself 
and often, you know and I like ok, you know tomorrow this is going to happen for 
him so, (sigh) so let’s get on the same page here, take a breath and be prepared to get 
him through that... I was able to be really sensitive, I think I feel like I was, when we 
said ok, you know we sat him down, said, um, when we had narrowed it down to two 
houses... we had to be really careful, I didn’t let him, I did all my online stuff and all 
my looking at homes in the day when we first started, because 1 didn’t want it to 
come off that change was coming and I didn’t, because he doesn't sleep, which 
carries over into everything else... Yeah, and the one house we ended up buying... he 
loved you know, and I really made him and my step daughter, we went and picked 
out paint colours for the room and new bed sets, really tried to make it a positive 
thing and they got to be a big part of it and they both transitioned very well... you just 
have to be really prepared that you’re going to be dealing with it and it’s typically, 
like one or two main concerns he has just repeatedly come up, you have to make sure 
you know, you’re kind of always giving the same answer because he just really needs 
the reassurance, like this one, um, with the move he’s really afraid he’s going to lose 
friends, you know, and sometimes, I say “and you’re allowed to be sad, absolutely” 
you know, I give him that, “you know bud, I’ve had to move and I get it, it’s sad to 
lose friends...” (participant 07)

Child not understanding when a situation is unsafe. Some parents experienced 

intense fear around their child’s inability to determine when a situation was unsafe. Parents 

focused on anticipating risks, such as harmful objects, so that these items could be removed 

from the environment. Parents also had honest discussions with the child about the need to be 

cautious around people they don’t know and the importance of following rules, such as not 

leaving the yard alone. Parents also used concrete demonstrations that included drawing a 

line on the ground to show the child the boundaries o f their play area. In addition, parents 

sought support from trusted people to help supervise the children.
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Parents were often hyper vigilant and expressed confusion over their child’s inability

to tell when a situation was unsafe. Parents coped by reminding themselves that there was

only so much anyone could do to protect their child and some degree of uncertainty and risk

was unavoidable. After taking every reasonable precaution some parents found comfort in

their religious beliefs and felt that God would help keep their child safe. Moreover, parents

struggled with finding a balance between permitting more independence when the child was

ready and still keeping the child safe. Parents explained that the constant challenge of

keeping the child safe was complicated by the uncertainty of how this challenge would

change as the child matured. A parent described,

.. .another big one, that keeps me up at night and that’s more concerning the girls and 
safety. Also [my son] and safety in different ways. So none of them are safe to let 
we have a locked gated porch for a reason, even though their ages would suggest that 
they could go ride their bike on the street or they could walk across the street to the 
neighbours, they cannot do those things safely, I have not been able to teach them to 
look both ways, 1 have not been able teach them not to approach strangers, I haven’t 
been able to teach them what is potentially dangerous... we just keep our place really 
ridiculously safe... we baby proof for 8 year olds basically, everything that’s 
potentially dangerous is locked up, everything that’s a potential danger... we have 
part of our house, is locked off to the kids, downstairs where our room is, because 
that’s where we keep anything that we think might be dangerous, and the girls, the 
older girls room, is also not open for everyone to play in... anything, that we think 
the little two couldn’t handle, has to stay in that room... things like a bouncy ball, we 
can’t have a bouncy ball out of the room because [he] will put it in his mouth.. .1 am 
Christian and so I think, at a certain point, you just have to have faith that, um, that 
things are going to work out, at a certain point you have to know that there is some 
protecting force that exists beyond us because we can’t protect everybody from 
everything... (participant 06)

Child’s other medical conditions. Parents talked about their child likely having 

other medical conditions in addition to the suspected FASD. Parents felt angry, fearful, and 

anxious as they dealt with their child’s suspected additional medical conditions. Parents spent 

time meeting with medical professionals in an effort to determine what other conditions their 

child had. However, as noted previously, parents did not feel that professionals understood
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their concerns and that there were insufficient supports for their child. Some parents felt

depressed and were in disbelief as they tried to help their child cope with undiagnosed

conditions. Other parents feared that the undiagnosed medical conditions could cause

permanent damage to their child’s physical health. In some cases the undiagnosed medical

conditions, such as hypersensitivity, were compounded by the suspected FASD. The child

did not understand and/or remember to eat regular meals and the hunger aggravated their

hypersensitivity. A parent explained “ ...[he’s] like no I’ll just eat at the park... [I’m] like no,

you need to eat now [son] because by the time w e... get to the park... you’re not going to be

able to manage...” Parents felt overwhelmed, at times, having to deal with multiple

concurrent medical conditions. Despite feeling overwhelmed, parents described the need to

be patient when interacting with their child. Parents used several strategies, such as doing

research to come up with potential solutions, getting support from friends and family

members, and setting up a schedule for essential tasks, for example eating. Through trial and

error parents found ways to manage some of the other medical conditions which gave them a

sense of hope that progress was possible. Parents sometimes felt it was not possible to

manage their child’s medical conditions; at these times there were feelings of hopelessness,

dread, and a need to give up. However, parents’ love for their child made it easier for them to

persevere. One parent remarked,

...he had a seizure when he was in kindergarten... So he’s got a combination of 
[medical conditions] It’s just one thing after another.. .How can a kid sit there with 
his eyes rolling to the back to head and his head twitching and then his mouth 
stretching, and it’s constantly his head going back and his eyes are going, and he’s 
right in front of the TV... That was starting to bug me, I took him to the hospital for 
that and that’s what they told me. He’ll be like this for three or four months and then 
he won’t do it for the longest time and then, out of the blue, one night when he’s 
watching TV he’ll start with the eye thing, or the mouth. He’ll start with one of them 
and eventually it’ll be two of them, then three, then he’s doing it all together, back to 
back, with seconds apart. Like, that’s how bad it gets. So they haven’t even checked
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him for that yet.. .it scares m e.. .just like you never get over seeing your kid take 
seizure...I’m trying to understand a lot, trying to take in a lot, but, that’s what I said, I 
need to be able to go out into the community and find people that are going to teach 
me more about this. And I find that if you talk about it with other people that are 
doing the same, that are going through the same thing, that helps too.... I get 
depressed... I’ve been having anxiety attacks where I can’t breathe... (participant 
02).

Seeking to facilitate the child’s independence. All parents identified challenges that 

needed to be resolved so their child could be independent. Some of these challenges were 

situational, such as teaching the child how to do laundry. Other challenges related to how the 

child’s emotions impacted the ability to respond to situations. The subcategories of seeking 

to facilitate the child’s independence were (a) facilitating problem solving and taking 

responsibility, (b) reducing the child’s dependence on the parent, and (c) helping the child 

self-regulate.

Facilitating problem solving and taking responsibility. All parents wanted to help 

their child solve problems independently and take responsibility for their actions. Parents 

expressed feeling angry, frustrated and fearful when their child found independent problem 

solving difficult. These emotions were related to parents’ concerns that the child would not 

be able to live independently and parents worried who would care for the child later in life. 

Other parents also talked about feeling depressed over the realization that their child may 

never be able to live independently. Parents focused on deciding which skills, such as doing 

laundry on their own, were most important for the child to achieve independence. Parents felt 

fatigued by the task of helping the child to become independent so it was vital to decide 

which skills needed the most attention.

Sometimes the child would become discouraged when a task seemed too hard.

Parents reassured the child and explained that the child only had to be willing to try. One
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participant stated, “I don’t care if you make a mess. You make a mess, you clean it up.” If the

task was not done successfully there would always be a chance to try again. Importantly,

some parents explained that taking responsibility also meant that their child would eventually

make their own informed life choices rather than just being able to solve simple problems,

such as washing dirty laundry, on their own. Some parents talked about having to simplify

their expectations and re-teach foundation skills (e.g., basic math) which the parents thought

the child had already learned. Other parents got help from neighbours who agreed to act as an

emergency contact so that the child could practice steps towards independence, such as being

home alone. Having these supports made it much easier for parents to simulate independence

for the child while still maintaining the child’s safety. A few parents talked about the need to

remove barriers to independence by reminding the child that with each new day past

disagreements or failures no longer existed and the child could confront the day with a fresh

start. It was important to keep the child focused on successes so that they didn’t become

discouraged. All parents spoke about steps their child had taken towards independence and

these accomplishments validated parents’ ongoing efforts and commitment to support their

child. One parent recalled,

.. .1 signed him up, he did a computer summer camp here, loved it... he left with more 
skills and then he decided for his birthday, um, school has suggested, maybe he gets 
an Ipad... for his birthday, we talked to him ... if you do jobs around the house, you 
can save up, we told him if he can save up 200 and we said, so we had a year and then 
we would pay whatever else... he, you know, he shoveled driveways, he did whatever 
for grandmas and grandpas and he did a lot of it and so that was good too because it 
was constant, like ok, let’s count your money, lay it out, ok, so how much and you 
know, here’s the lump sum you need minus what [we] are going to pay minus, you 
know, and so the whole process was great, um, and he got it, and it’s been wonderful, 
it really is and it’s been very helpful in a lot of ways, so there is that comfort that he’s 
gonna be ok... at the same time pushing him, 1 don’t want him to skate through doing 
minimal... he needs to get other skills but we need a starting off point and things like 
math and telling time and then numbers that are essential for the rest of his life... 
some things he just has to learn, whether he learns it kicking and screaming, every
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step of the way, it doesn't matter he has to learn it or he’s going to crash and bum .. .1 
try and tell him, “you know buddy, maybe you’re not going to live up north all the 
time, maybe you’re going to move to a bigger city... you’re probably not going to 
have a vehicle there, you’re going to have to leam to ride, to use the transit system... 
you need money to buy those tickets, you need, so there’s budgeting...” it’s 
exhausting because there’s so many things he, we, should just be past ...(participant 
07)

Reducing the child’s dependence on the parent. Some parents dealt with trying to 

ensure that their child did not become overly dependent on them for support. Parents worried 

that because challenges could be discouraging the child would not become as independent as 

possible. Parents expressed anger over the fact that their child would sometimes assume a 

task was too difficult without even trying and look to the parent to always explain what 

needed to be done. Parents talked about needing to remind themselves that they were not 

always responsible for the child’s mistakes and sometimes the child had to experience 

consequences as a learning tool. Finding time to talk with the child and explain why 

consequences occurred were very important so that the child would start to understand how 

actions impact outcomes, such as having to get up early to put clothes in the dryer so there 

would be dry clothes for school. Some parents tried to reduce their child’s dependence on 

adults by showing the child all the firn opportunities that would come with increased 

independence. Other times parents changed the environment. For example, parents bought 

foods that were easier for the child to prepare on their own. Parents with older children were 

relieved when signs of increased independence appeared. Some parents with very young 

children felt extremely protective and talked about trying to not create unnecessary 

dependence. Having a child with suspected FASD was unique because parents found 

themselves not always insisting that a child leam a skill or complete a task. Parents described 

that right now it was hard to start building independence because of the child’s age and
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undiagnosed FASD. Parents also realized that there was a need to ensure that expectations 

were gradually increased over time so that the child would be able to develop independence. 

A parent commented,

...1 mean, she can live with me till (laughing), you know, she’s 60 but I would like 
her to be independent... You know, she did cross-country running too... She didn't 
wanna do it but I talked her into it. So they were doing the cross-country running and 
the first race we went to, she look fine. She was running and running and when she 
came to run back, and there was all these people lined up and everybody was yelling 
and cheering and she'd come around the comer and she saw everybody, and I seen 
her. She just like boof. She was done. And then she saw me and my husband and she 
just started crying and she ran for us... the kids were all, Finish the race! Finish the 
race. I'm like, “No. She doesn't need to finish the race. She's fine...” something that 
would be interesting to be able to develop as a tool, and to be able to talk to her about 
what she's feeling at that moment.. .be able to have- she can verbalize that.. .maybe I 
can give her the tools to help her with that...they'II become times in her life where 
she's gonna need to be in a crowd, right. She's gonna need to do something and [I am] 
not gonna be there to go, “You know what! She doesn't need to take notes...” 
(participant 05)

Helping the child self-regulate. Another challenge related to fostering the child’s 

independence was helping the child leam to self-regulate their emotions and behaviour. 

Parents were particularly concerned and angry about their child’s lack of self-regulation 

because the child had to be calm before other challenges, such as lack of understanding, 

could be addressed. Parents talked about being fearful when they thought about their child 

getting into trouble with peers because of poor self-regulation. In some cases, the reason for 

the child’s poor self-soothing was unknown which left parents feeling frustrated because 

there was often no way of helping the child calm down. In these instances parents talked 

about the need to accept the absence of an apparent cause. Parents also had friends and 

family with whom they could talk as a way to express their fmstration at not being able to 

offer more help to their child. Helpful parenting skills included picking up on cues that the 

child was escalating and then helping the child calm down, finding times when the child was
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able to practice self-soothing techniques and, when possible, removing triggers from the 

environment. Although parents identified ways in which their child’s self-regulation had 

improved there was an ever present concern that the progress was temporary. Some parents 

were caught between feeling validated by the progress and fearful of progress being lost. A 

parent explained,

.. .1 had asked her to clean up her toys and I gave her warnings and everything. She 
did not like it. And she instead of, um, screaming or anything, she was going to come 
up and hit me. And I was “like, Oh, remember?” Cause I have a house rule list of 
what stuff we’re allowed to do and what we’re not allowed to do in the house... And 
I said, “Stop, remember.” And I just showed her a picture of the wall and she just 
stopped herself... I was very happy... I mean some days I just want to get in her 
head. Be like, Okay, why is this going on?... what’s happening before we get to the 
screaming? Cause, like, sometimes, you know, by the time we’re done it all, I’ll ask 
her and she won’t even understand, like why she was doing it... And just those are, 
like, the things where I just get, like, lost and confused... very frustrated. I do and 
there’s a bit of a support group for ah, stuff like that like, so I do have a worker I can 
talk to, myself, so it’s kind of like my support, in a way, for that, but so on those kind 
of issues... I have but, sometimes with those you can kind of talk to them and kind of 
have a bit of a relief... It’s hard... it’s just all uncertain... we just jump off, flood the 
deep end and hope we can swim, that’s basically what it is and like, you know, one 
day we may end up drowning a little bit but, hopefully, we can pull ourselves... I try 
not to dwell on it, too much I think, because I don’t want it to overrule everything 
else, positive, going on, but it’s also, it’s hard, because you just don’t want to let your 
guard down and be disappointed, in a way, and it’s nothing against her per se, it’s just 
like, ok, what do we know, we have to get back on track... (participant 03)

Child’s confrontational attitude. At times parents had to help their child

communicate in ways that did not include physical or verbal aggression. However, this

challenge made the use of parenting skills harder since the child needed to be calm for many

of the skills to be effective. The subcategories of child’s confrontational attitude were (a)

experiencing child’s verbal disrespect, and (b) dealing with child’s physical aggression.

Experiencing child’s verbal disrespect. Parents sometimes found themselves dealing

with a verbally disrespectful child. Some parents had a sense of dread, fatigue, and being

overwhelmed when their child was disrespectful. It was very difficult to work on other
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challenges when the child was being verbally disrespectful. Some parents became angry

which intensified the child’s behaviour. Parents described that they preferred to use such

strategies as removing video games for a set period of time, knowing when to give the child

some alone time to calm down, helping the child understand the hurtfulness of their words,

and explaining consequences after the child had stopped being disrespectful. Some parents

commented that times when the child was disrespectful were useful in that there was an

opportunity to have the child practice self-regulation. Other parents talked about wanting to

leam new strategies so that there would be no need to use methods that parents found

ineffective. The ineffective strategies only made the child more angry and disrespectful.

Parents were disappointed that more resources and supports for anger management were not

available. One parent said “ ...at points there he gets so angry I don’t know what to do, then I

start getting mad...” Parents commented that being consistent with rules and expectations

could be exhausting. However, consistency reduced the instances of the child being

disrespectful. One participant recalled,

.. .some days, it just kind of spirals everybody, he gets in a mood and he knows, so 
he’ll push and push and push, misery loves company, until I’m yelling or he's being 
so disrespectful to me, in his tone of voice, and the language and then [my partner’s) 
like, “do not speak to your mother like that, it’s rude,” and then, they’re going at it 
and finally, it’s just ah, and then, it’s really hard... I said, “you know what, grab 
something to eat, disappear, just give me half an hour finish the dishes, get the kids 
going, I’ll take the girls to daycare, and then we’ll go from there...” well, but what 
did I do? I just explained to you, just take a breath, go, go do something... 
(participant 07)

Dealing with child’s physical aggression. Other parents found that their child could 

be physically aggressive (e.g., hitting). Parents commented that they were anxious and at 

times fearful. Feelings of anxiety were related to not being able to understand why the child 

became aggressive. In the absence of a potential cause, parents were often unsure of how to
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help correct the behaviour. Feelings of fear stemmed from the unpredictable nature of the

aggression and parents worried how they would respond when the child was older and

stronger. Some parents expressed regret that the only solution they had found so far had been

to restrain the child. Parents were eager to leam new, nonphysical ways to reduce the child's

use of physical aggression. Parents explained that there was a need to try and anticipate what

might trigger an outburst while also accepting that an explanation may not emerge. After the

child had calmed down, parents repeatedly spent time explaining why the child’s actions

were not acceptable and trying to help the child find other ways of coping with being angry

or upset. Some parents also noted that they tried to teach the child to engage, without

reminders, in using self-control. One parent commented,

... If you make him escalate, then he’s gonna start swinging and he’s gonna start 
throwing things... I wrap my legs around him when he blows up... if 1 had to sit on 
the ground in the grocery store, if  I had to do that in grocery store or anywhere, I 
would do it. You know? To stop him from hurting me, himself or anyone else....he 
calms down after a while. We just need to separate. He goes into his room. He’s still 
angry... I told him, “If you want to get mad, get mad. But, don’t take it out on the 
walls, don’t take it out on me. You want to be angry, then be angry...Keeping all that 
in will make it worse in the end.” I don’t want him to stop getting angry, he’s got to 
get it out. But there are other ways to take it out... I need to find a better way to be 
able to deal with him, I don’t know what to say to him half the time... (participant 02)

Meta Themes

There were four themes that were present in all parents’ interviews and occurred 

across challenges. These themes were (a) parents’ hope, (b) parents’ frequent self-reflection, 

(c) understanding the child’s perspective, and (d) parents’ flexibility and creativity.

Parents’ hope. Regardless of the challenge all parents felt a sense of hope and 

believed that progress was possible. Past successes and positive experiences gave parents a 

reservoir of determination. Confronting challenges and setbacks was made easier by parents’
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sense of hope and determination to work towards solutions. The enduring sense of hope

offset feeling o f weariness at times. One parent recalled,

... I started crying... she did read her first book... and that was like a huge 
accomplishment for her... it's amazing... and hope you know, that, Okay, maybe, 
maybe, we can do this, maybe, I don't have to be so afraid of everything that she 
does... (participant 05)

Parents’ frequent self-reflection. Parents spent a considerable amount of time

reflecting on situations and challenges. It was useful to reflect on helpful and unhelpful

parenting behaviours. Some parents realized that they did not have to assume responsibility

for everything their child did which made it easier for them to let go of self-blame and

unconstructive criticism. Other parents found self-reflection helpful but spoke of the need to

remember that it was impossible to understand the reasons for every aspect of their child’s

behaviour. Finally, self-reflection and self-awareness allowed parents to know their limits.

Knowing when to step back from a situation and take a break made it easier for parents to

feel less fatigued and angry. One participant explained,

.. .cause I always, you know, at the end of the day I like to sit and think about how 1 
handled everything and, you know, what things maybe didn’t feel the best to m e... 
That I would get caught up in... people saying, “well, he did this at school...” now I 
just feel like I can’t help what he does at school. I’m not there... I don’t know what 
the circumstances were... I can only talk to him about what he does when he’s with 
m e... I can talk to him about why it’s not a good idea, when it is a good idea, but I 
don’t like feeling the pressure from school or daycare, um, that 1 can correct 
something that happens in that environment... sometimes it’ll be, “uh, maybe just go 
play in your room for a little bit ‘cause I need to have some thinking time...” 
(participant 01)

Understanding the child’s perspective. In most situations parents made an effort to 

understand events from their child's perspective. One parent stated “ ...you gotta look at it 

through their eyes, listen to their ears, think what they think, hear what they hear, know what 

they know... but in order to do that you have to get inside... a kid’s mind...” Looking at
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situations from another point of view allowed parents to appreciate how difficult certain

things, such as not being able to understand the world, must be for their child. This deeper

understanding of their child’s world often made it easier for parents to be patient.

Furthermore, looking at situations from the child’s perspective often facilitated the

development of new skills or solutions for challenges. One parent said,

.. .1 tend to give her a little bit more leniency, I think, too... I think that some of the 
stuff that she does is probably outside of her control... by yelling, it escalated her 
too... you have to sort of visualize a kid who... and I use the-1 always use the word 
“shut down” ... like you literally just see her go, Diuup! and she's, like, gone...she'll 
just kinda like, stare off... and then you think, okay well, while she's protecting 
herself... and that's what it is, right... while I'm yelling at her, she's protecting herself, 
she's really not absorbing everything else I'm saying... If I could not yell, that would 
be better... (participant 05)

Parents’ flexibility and creativity. Parents constantly demonstrated flexibility and a

desire to find creative ways of helping their child. Moreover, this creative tendency seemed

to almost always be present. Some parents even generated creative new solutions over the

course of our interview. Their creativity and flexibility helped them cope with the fact that

each child required a different solution. In addition, solutions that helped the child changed

over time and from one situation to the next. All parents sought resources and supports that

could help fuel their creativity a parent remarked,

.. .we’ve been just trying different things and I just had a moment of why am I trying 
to teach him at a grade 4 or a grade 5 level? He’s not there, and these are the 
moments of like, how far back do I go?... ok, we need to bust it down to a 
kindergarten level to teach [him] because my nephew gets it and he’s in 
kindergarten, so we went home, broke it down there, and [he] got it... teach young 
children how to tell time just using paper plates, and so I made it and [he] and I sat 
down and just a couple times we did this very simplistic, probably like at a 
kindergarten level, and even this morning he seemed to get it but he was getting 
frustrated so we only did it for just probably half an hour tops... (participant 07)
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Utility of a Psycho-educational Group

The second research question was in what ways can a support/psycho-educational 

group facilitate the parenting of children suspected to have FASD? The findings to address 

the second research question were very limited. The quantitative measures (i.e., Parenting 

Sense of Competence scale) did not capture any viable data. Some of the questions were 

poorly worded (e.g., asked two questions at once). The wording of the questions required an 

advanced reading level making comprehension difficult. Therefore, the data used to address 

the effectiveness of the psycho-educational group came solely from participants’ journals. 

Questions referring to the effectiveness of the psycho-educational group were answered by 

four participants and spanned ten journals entries; two participants provided eight of the 

journal entries. Parents highlighted ways in which the psycho-educational group was 

beneficial. Many parents explained that having the time to talk with parents and share 

experience normalized the struggles of parenting a child with suspected FASD. Being part of 

a group with common challenges helped participants feel less alone and isolated. Other 

parents commented that the group served as a good reminder of skills and information that 

had already been learned. For example, the group reminded parents that it was important to 

remember that the child is not choosing to misbehave. In many instances the child could not 

actually understand and/or carry out instructions successfully. In addition, the group 

reminded parents to also focus on the daily positive interactions that occurred with their 

child. Being prompted by the group to highlight the positives and not just focus on the 

challenges was seen as beneficial and encouraging. Finally, parents commented that being 

reminded to focus on their needs was helpful. Making self-care a priority (e.g., going to the
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gym) enhanced parents’ feelings of wellbeing and made it easier to cope with the daily 

challenges of parenting.

The beneficial aspects of the group not withstanding parents also highlighted some 

ways in which the group could have been improved. Parents explained that they would like 

more handouts and resources to enhance their parenting. However, parents did not like 

spending time reviewing these handouts in detail, preferring to read the material on their own 

time. In addition, parents talked about wanting the handouts to include a summary of what 

their children were learning so that it would be possible to see how the content of the 

children’s and parents’ group was complementary.

Some parents also expressed frustration over how the time spent in the group was 

allocated. Specifically, there was a desire to spend more time talking with fellow parents and 

less time doing opening activities where the parents and children spend time together. Other 

parents were sad when the group did not function properly because of poor attendance. Poor 

attendance was disappointing because parents lost out on the chance to interact with fellow 

group members. Parents were also disappointed for their children who had been looking 

forward to the social interactions provided by the group.

Biological and foster parents had different psycho-educational needs. For example, in 

this study, biological parents wanted to leam how to help manage their child’s 

confrontational behaviour; foster parents wanted to focus on skills such as how to modify the 

environment to minimize situational dangers. As such, offering separate groups for biological 

and foster parents has the potential to be beneficial. In an effort to meet the distinct needs of 

biological and foster parents the group facilitator attempted to offer two separate groups. 

However, one group had poor attendance. In the end only one group was offered.
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Personal Journal

My personal journal had an important impact on my analysis and the creation of the 

findings. My strengths based approach meant that I consistently highlighted parents’ 

resilience and creativity while analyzing the data. The emphasis on strengths served to honor 

the many skills that parents of children with suspected FASD possessed. Furthermore, the 

journal allowed me to identify my bias towards parents having a sense of hope. This bias 

originated from the fact that my parents have always demonstrated a sense of hope and 

optimism when helping me cope and adapt to my physical disability. Moreover, the journal 

allowed me to appreciate how underprepared academics can be to comprehend parents’ lived 

experiences. A key example of this can be seen in my expectation that the quantitative scales 

would provide useful information. As the research progressed I was continuously humbled 

by how little I understood about parenting a child with suspected FASD, despite having read 

the relevant academic literature. Also, the journal allowed me to appreciate how diverse the 

experiences of parents can be. While there are many key commonalities, recording my 

observations and reflections captured just how unique each parents lived experience was. I 

found myself engaging in a form of constant self-reflection that was similar to the self

reflection used by the parents.

Chapter Four provided a detailed overview of the findings as they pertain to the daily 

challenges of parenting a child with FASD and parents’ experiences of these challenges. The 

findings also summarized feedback from parents who attended a psycho-educational group 

and whose children were on a waitlist for a FASD assessment. Chapter Five will provide a 

discussion of the findings, linking the data generated by the current study to existing



80

literature. Implications for counselling, future research, and healthcare services will also be 

discussed.
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Chapter 5 

Discussion

The discussion links the findings of the current study to other research pertaining to 

parenting children with diagnosed FASD. The current study is integrated with literature on 

diagnosed FASD because an extensive literature search revealed no existing research 

focusing on suspected FASD. Commonalities and discrepancies between the current research 

and the existing body of research are highlighted. The discussion is organized around the 

larger themes of challenging environments, child’s impaired cognitive functioning, other 

medical conditions, seeking to facilitate the child’s independence, child’s confrontational 

attitude, and the meta-themes. Implications for programming and counselling services are 

considered. Furthermore, the limitations of the current study and the need for future research 

are examined.

Challenging Environments

The findings related to insufficient supports for the child and parents not feeling 

heard by professionals are consistent with existing research on parenting children with 

diagnosed FASD. In the current study, parents of children with suspected FASD spent 

considerable time trying to secure adequate resources for their child. The absence of supports 

perpetuated feelings of frustration and anger. Parents derived considerable satisfaction and 

pride from making progress towards securing services for their child. These findings are 

consistent with Green’s (2007b) research which noted that parents’ distress comes primarily 

from setting up services for their child. Parents of children with suspected FASD in the 

current study worried about the challenges (e.g., learning difficulties) that were being made 

worse by a lack of services within the school system. Previous research has shown that a
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formal diagnosis and the services that accompany the diagnosis help to mediate the 

occurrence and severity o f secondary disabilities (e.g., Streissguth et al., 1996; Swart, 2012). 

Malbin (2002) has also noted that learning strengths (e.g., experiential learning) can become 

diminished if proper supports, including adapted assignments, are not in place to promote 

these strengths.

In the current study, parents’ struggles to access services were related to the fact that 

parents did not feel heard by professionals. Parents talked about feeling judged and angry 

because, from their perspective, professionals did not comprehend the experience of 

parenting a child with suspected FASD. Shepard and O’Neill (2012) noted that when 

caregivers felt understood by professionals it was easier to engage in a collaborative 

relationship where challenges could be examined through frank discussions of what was and 

was not effective. Additional research has also suggested that medical staff can benefit from 

the knowledge of adults with FASD and their caregivers (Harriman, 2007). Unfortunately, 

the insight of caregivers is frequently underutilized by professionals (Green, 2007b). Taken 

together this information suggests that ongoing efforts need to be made to enhance 

collaboration between health care professionals and parents of children with suspected 

FASD.

Challenges related to multiple adults trying to parent the child were reflected in the 

existing research on parenting children with diagnosed FASD. In the current study, foster 

parents of children with suspected FASD talked about working to ensure that the child’s 

biological parents were involved in the child’s life. Despite wanting their involvement, foster 

parents reported experiencing fear and disbelief because, in their opinion, the biological 

parent often struggled to look after the child without supervision. Foster parents’ desire to
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have the biological parents involved in the child’s life is consistent with Shepard and 

O’Neill’s (2012) observation that regardless of the disagreements related to how the child 

should be parented, foster and adoptive parents considered maintaining contact with 

biological parents as vital to the child’s wellbeing. The findings suggest that interventions 

that promote successful cooperation between biological parents and foster or adoptive 

parents may benefit the child with suspected FASD.

Interestingly, the challenge of regulating the child’s use of video games is not 

documented in the existing research on parenting a child with diagnosed FASD. In the 

current study some parents used video games as a way to promote skills development. Other 

parents found that violent video games (e.g., Grand Theft Auto) perpetuated problematic 

behaviour such as swearing. However, games that promoted collaboration (e.g. The Lego 

series) can facilitate adaptive behaviour such as cooperating with others. The findings of the 

current study seem to suggest that when used correctly video games can enhance efforts to 

parent the child by promoting adaptive behaviour through modeling. Technology has been 

used successfully in other clinical applications such as phobias where people used video 

games to lessen their fear through virtual exposure (Botella, et al., 2011). There is also 

evidence to suggest that biofeed-back and brain-training exercises could help increase the 

child’s concentration (Hallman, 2012). Video games could be constructed to meet multiple 

purposes, such as modeling behaviour and promoting concentration. The potential to use 

video games as a way to facilitate the parenting of children with suspected FASD is 

discussed under research implications.

The challenges of social isolation and the consequences of bullying were partially 

consistent with existing research. In the current study parents of children with suspected
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isolated as their peers became older. Taking steps to avoid or reduce social isolation by 

developing the child’s social skills was vital to parents. Brown and Bednar (2004) also found 

that parents of children with diagnosed FASD wanted their children to be included in events, 

such as school activities. Parents of children with diagnosed FASD noted that their child was 

not invited to social gatherings (e.g., birthday parties), had trouble finding age appropriate 

friends, and became isolated because of the stigma surrounding their FASD. None of the 

existing research seems to directly reflect the current study’s findings around parents’ 

concerns related to their child being bullied. However, Gardner (2000) found that parents of 

children with FASD feared their child would be manipulated and placed in unsafe situations 

by peers. These situations could potentially involve or lead to situations where the child is 

bullied.

In the present study, setbacks related to social interactions included being fearful over 

how the child would interact with peers. In line with other research (e.g., Gardner, 2000), 

parents in the current study feared that their child would be exploited by peers. Other parents 

worried that the way their child interacted with peers would prevent the development of 

supportive friendships. The concerns around the child’s actions serving as a barrier to peer 

relationships is consistent with Whitehurst’s (2012) study that found parents expressed 

concern related to how their child interacted with other children. In the current study, parents 

also commented that they worried about their child’s ability to make life choices. A desire to 

see children with FASD make their own choices as adults is consistent with research by 

Michaud and Temple (2013) where parents of children with diagnosed FASD also worried 

about how to help their child become accustomed to making independent choices. Fostering
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interactions but also move the child closer to making sound life choices in adulthood.

Child’s Impaired Cognitive Functioning

Present research highlights the stresses of parenting a child with disruptive 

behaviours (e.g., Paley et al., 2006). Parental distress related to a child’s cognitive 

impairments has been observed in the more general literature on caring for a child with 

mental delays (e.g., Neece, 2014). However, the existing research on FASD does not appear 

to capture parents’ experience of feeling depressed and anxious over having to witness their 

child struggle because of their cognitive deficit. The daily challenges of helping the child 

regulate their anger when it is very hard to complete homework appear to be absent from the 

research. Consistent with the current study, other research has captured parents’ desire to do 

everything they can to help their child (e.g., Zabitoka, 2012). In addition, the need to 

constantly remind the child to think about the consequences of their actions is consistent with 

the challenges identified by Devrise and Waller (2004). The current study appears to enhance 

the existing research by elucidating a deeper understanding of the daily issues that arise when 

parents are helping their child come to terms with cognitive limitations.

The findings in the present study that highlight parents’ efforts to help their child with 

suspected FASD understand information are consistent with findings of other studies. FASD 

can be associated with various comprehension problems (e.g., Chudley et al., 2005; Jirikovic 

et al., 2008; Kerns et al., 1997; Timler et al., 2005; Zabitoka, 2012). The current study on 

suspected FASD highlights the ingenuity and resourcefulness of parents. Despite feeling 

anxious and angry and having few formal supports, parents found ways to enhance the 

child’s understanding. The current study provides insight into some of the creative solutions
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used by parents, such as providing information in different modalities (e.g., using spoken and 

written instructions).

In the current study, some children with suspected FASD found change hard. The 

argument could be made that the cognitive impairments associated with FASD contribute to 

children struggling with change. The FASD literature does address helping children cope 

with change. Within the school system teachers have had to help children with FASD cope 

with changes to their medications and home environment (e.g., change in the caregiver; Clark 

et al., 2014). The current study suggests that while helping the child accept change can be 

challenging at first, with patience and various skills the child can come to not only accept but 

also enjoy change. Making parents even more aware of how to support their child through 

change may help provide new skills and strategies.

Parents in the current study feared that their child would be harmed because of their 

difficulty identifying when a situation is unsafe, a finding that is reflected in the existing 

literature (e.g., Gardner, 2000; Rutman & Van Bibber, 2010). Furthermore, parents in the 

current study worried that their child was too friendly and trusting, increasing the risk of 

being abused by strangers. Rutman and Van Bibber (2010) found that FASD can impair a 

person’s ability to determine if people can be trusted. Given the potential for physical injury 

and/or abuse there is a need to help parents address their child’s ability to gauge safety.

Other Medical Conditions

Parents talked about the stress and anger associated with managing their child’s 

comorbid medical conditions in addition to the suspected FASD. Prenatal alcohol exposure 

has the potential to produce various medical conditions in addition to FASD (Barr et al.

1990; Becker et al., 1990; Burd et al., 2003; Church & Kaltenbach, 1997). The fact that some
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of the comorbid medical conditions mentioned in the current study had the potential to cause 

permanent damage (e.g., seizures) and were very distressing to parents highlights the need 

for an increased understanding of parents’ knowledge or concerns and collaboration with 

health professionals.

Seeking to Facilitate the Child’s Independence

Parents’ efforts to help their child with suspected FASD solve problems and take 

responsibility for their actions is consistent with existing research. Parents in the current 

study were fearful that their child may require lifelong assistance and the task of helping the 

child become as independent as possible could be exhausting. Concerns about independence 

and trying to secure lifelong care are consistent with the findings of other studies (e.g., Caley 

et al., 2009; Streissguth et al., 1997, 2004). Moreover, parents in the current study talked 

about utilizing informal supports such as friends and family when raising the child which is 

also reflected in the literature (Brown & Bednar, 2003). Parents in the present study 

identified several challenges related to helping the child solve problems and take 

responsibility, including doing laundry. Nonetheless, these parents, similar to those in other 

studies (Michaud & Temple, 2013), remained committed and optimistic about making 

progress.

In the current study participants also talked about working to reduce the child’s 

dependence on the parent. In keeping with other research (e.g., Michaud & Temple 2013) 

parents were sometimes unsure of how to start fostering independence while also being there 

to support the child when required. The current study also noted that parents frequently 

changed the environment to meet the child’s needs rather than expecting the child to change. 

Changing the environment is a strategy that has been used by parents of children with
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diagnosed FASD (e.g., Buxton, 2004; Dorris, 1989; Malbin, 2007; Michaud &Temple 2013). 

Reducing dependence appears to require considerable time when FASD is involved. As such, 

working on independence skills from an early age could dramatically improve the success of 

independence later in the child’s life.

Parents of children with suspected FASD spent a considerable amount of time helping 

their child self-regulate. Similar to parents in other studies (e.g., Salmon, 2007; Streissguth et 

al., 1997), parents in this study feared that their child’s lack of self-regulation would result in 

the child becoming involved in altercations. In the current study parents dealt with not 

always knowing why a child was struggling with self-regulation and were frustrated by the 

fact that ways to assist the child were limited. Parents have described obtaining an increased 

understanding of their child’s needs and a feeling of relief when a formal diagnosis is 

received (Shepard & O’Neill, 2012). One aspect of the present study that appears to be 

unique is the finding that some parents coped with a constant worry that progress was short

term. The current research does not seem to fully capture this constant state of flux where 

making progress is important but the unpredictable nature of FASD can make maintaining 

gains a constant challenge.

Child’s Confrontational Attitude

In the current study, some parents of children with undiagnosed FASD had to deal 

with their child being verbally disrespectful. The FASD literature does mention instances of 

children with FASD talking back to their teachers (Streissguth et al., 1996). Also, previous 

studies emphasize the utility of skills used by parents in the current study, such as making the 

child aware of consequences (DeVries & Waller, 2004), and changing the environment,

(Michaud & Temple, 2013). The present study shows that verbal disrespect can occur
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independent of the child displaying physical aggression. As such, there may be a need to 

specifically investigate instances of children with suspected FASD using verbal disrespect. A 

deeper understanding of this daily challenge could generate new skills and strategies for 

parenting these children.

Some parents in the current study expressed fear and anxiety related to their child’s 

physical aggression. Concerns stemmed from the fact that the reason for the aggression was 

not always known; parents were unsure of how to manage the aggression as their child 

became older and stronger. Fears related to not being able to manage the child's physical 

aggression are congruent with the concerns caregivers have around trying to restrain a large 

child (Caley et al., 2009). Michaud and Temple (2013) also found that parents sometimes had 

to ask the child to leave the home because of aggressive behaviour. Being unable to manage 

the child’s aggressive actions left parents feeling guilty, and there was a sense of failure over 

being unable to continue parenting the child. The findings of the current study and previous 

research suggest that additional supports are needed to facilitate parents’ desire to continue 

raising their child.

Meta Themes

Parents’ sense of hope that progress was possible based on past successes shares 

similarities with other aspects of FASD and hope research. Brown and Bednar (2003) have 

found that a sense of hope is essential when parenting a child with diagnosed FASD. Even 

when confronted by the realization that their child with diagnosed FASD may not be able to 

reach developmental milestones, parents remained hopeful that change and progress were 

possible (Watson et al., 2013). Research looking at hope, in general, has shown that hope can 

foster a sense of empowerment (e.g., Cutcliffe, 2004). Furthermore, hope can produce
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motivation associated with goal directed behaviour, and plans to achieve goals (Snyder,

Irving, & Anderson, 1991). The literature would suggest that a sense of hope can increase 

parents’ motivations and feelings of self-efficacy, making it easier to persevere in spite of 

ongoing challenges. Hope may also serve as a protective factor, lowering parental stress 

when their child has a chronic condition. Hope has been found to help lower parental stress 

when caring for a young child with diabetes (Mednick et al., 2007). There is a need to 

investigate whether or not the advantageous effects of hope also apply when raising a child 

with other chronic conditions, such as suspected FASD.

Parents’ frequent use of self-reflection, while not mentioned in the FASD research, is 

referenced in the general parenting literature. Self-reflection has been identified as a 

mechanism by which parents can examine the assumptions they hold about parenting and 

begin to change their parenting style as required. Self-reflection provides a mechanism for 

coming up with new solutions to challenges and realizing what parents can realistically 

expect of themselves (Ireland, 1992). Given that self-reflection can facilitate enhanced 

parenting, generally speaking, it makes sense to foster this skill in parents whose children 

have suspected FASD.

In the current study, seeking to understand their child’s perspective made it easier for 

parents to remain patient. Furthermore, the enhanced understanding parents derived from 

looking at situations from their child’s point of view often generated new strategies or 

solutions to challenges. The existing FASD literature does mention the benefits of parents 

developing new perspectives (e.g., understanding that the child is not at fault; Shepard &

O’Neill, 2012). The benefits of seeing situations from another person’s point of view are also 

supported by the more general literature. When people feel that their situation is understood
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by another person, these people experience an increased sense of closeness and willingness to 

help each other. Taking the perspective of another person also promotes empathy (Goldstein, 

Vezich, & Shapiro 2014). The increased feelings of closeness and desire to help might 

explain parents’ love for their child and desire to help them regardless of the challenges that 

are encountered. The empathy generated by looking at situations from the child’s perspective 

may explain why parents talked about having more patience after having considered their 

child’s point of view. Encouraging parents to look at situations from their child’s point of 

view may help parents persevere and remain patient, despite facing considerable ongoing 

obstacles.

Parents’ constant use of flexibility and creativity as a way to cope with the fact that 

each child and situation often required a different strategy is reflected in the existing FASD 

literature. Brown and Bednar (2003) found that parents of children with diagnosed FASD 

advocated for flexible services that could meet each family’s unique situation and 

complement existing resources. Parents also emphasized that the ability to be flexible was 

vital when parenting their child. The utility of flexibility and creativity is also supported 

indirectly through the acknowledgement that symptoms of FASD can be diverse, and include 

physical, mental, behavioural and learning issues (Chudley et al., 2005). The fact that a child 

with suspected FASD could have any combination of these impairments, which have yet to 

be identified, speaks to the need for parents to be flexible and utilize ingenuity.

Implications for Programming and Counselling

The findings of the current study have several implications at the programming level. 

Parents o f children with suspected FASD have demonstrated a tremendous resilience and 

willingness to leam. Regardless of the challenge in question, parents never stopped searching
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for new resources or skills. Johnston and Boyle (2013) observed that parents in northern 

aboriginal communities constantly strove to develop new skills, even in the absence of 

formal supports. Parents of children with suspected FASD have demonstrated that there is a 

desire to utilize every opportunity to leam. Organizations and governments should facilitate 

parents’ efforts to leam by offering formal interventions. Parents in the current study are 

seeking collaborative relationships with health professionals.

Services such as counselling for parents of children with suspected FASD could 

benefit from nurturing helpful mindsets, such as a sense of hope, creativity, flexibility and 

ongoing self-reflection. Counsellors should also consider helping parents see situations from 

their child’s point of view, since this shift in perspective seems to promote patience and the 

creation of new solutions for challenges.

Given that biological and foster or adoptive parents can have different needs (Shepard 

& O’Neill, 2012), it makes sense to offer separate psycho-educational groups for each set of 

parents. Having different groups would allow the facilitator to offer resources and skills that 

are most pertinent to each group, potentially helping to maximize the effectiveness of the 

psycho-educational group. However, it is also important to promote collaboration and 

interaction between biological parents, foster parents and adoptive parents; working 

collaboratively can help biological parents feel less judged (Shepard & O’Neill, 2012). The 

requirement to refine the psycho-educational group so that the focus is more on the 

interactions between parents is consistent with the finding that a sense of being connected to 

people facing similar struggles is vital. Parents of children with diagnosed FASD find sharing 

their experiences and skills helps them feel less alone (Shepard & O'Neill, 2012). Also, the 

importance of making the group fluid enough to meet the needs of the specific families
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involved (e.g., more handouts and less time spent on parent-child interactions) is in keeping 

with Brown and Bednar (2003), who found that parents wanted individualized services. 

Finally, the challenges identified in the current study (i.e., challenging environments, child’s 

cognitive impairment, child’s other medical conditions, seeking to facilitated the child’s 

independence and, the child’s confrontational attitude) can serve as targets for the 

development of skills and interventions for parents of children with suspected FASD. 

Helping parents become even more adept at managing these challenges has the potential to 

reduce the stress associated with waiting for a diagnosis and decrease the development of 

secondary disabilities.

Specifically, helping parents guide their children through challenges such as social 

isolation and consequences of bullying might help children develop more extensive and 

positive peer relationships. Having a robust social network might help lower the child’s 

frustration and promote an enhanced quality of life. Furthermore, having support networks 

that extend beyond the family could help elevate some of the concerns around who can help 

support the child as they mature and move into adulthood. A social network is intended to 

supplement, not reduce, the need for formal supports throughout the child’s life. These 

potential benefits are only speculative, but nonetheless are worthy of consideration and 

exploration.

Research Implications

Perhaps the most promising research area related to the present study is the use of 

video games to promote adaptive behaviour (e.g., cooperation) in children with suspected 

FASD. There is existing research to support the use of video games as a therapeutic tool; 

video games have been able to help clients overcome their phobias (e.g., cockroaches).
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Importantly, clients reported that, in their opinion, the video game produced gains 

independent of other treatments such as in vivo exposure (Botella et al., 2011). The potential 

to use video games to reduce the child’s maladaptive behaviour is also supported by the fact 

that existing games such as the Lego series appear to facilitate social behaviour. New 

technology also makes it possible to combine computer generated images with a person’s 

actual environment (Azuma, 1997). This software could allow children to play through 

games that promote positive behaviours in real life settings, such as the child’s home or 

school. Parents in the current study commented that their child spent a considerable amount 

of time playing video games. Being able to merge a therapeutic intervention with an already 

enjoyable activity could produce behavioral changes, without placing additional demands on 

the parents or their child.

The fact that only two participants completed multiple journals highlights the need to 

refine this form of data collection. Efforts to make the journals more accessible by allowing 

parents to record their spoken responses were not very effective; parents with lower written 

skills also tended to be less comfortable with using technology (i.e., the computer program 

used to record their spoken responses). There may be a desire to look at an automated system 

where parents phone in and speak their responses following automated prompts. Using a 

phone based system would remove the task of asking parents to learn how to use a new piece 

of technology. However, it is important to note that a lack of time either precluded parents 

from agreeing to do the journals or meant that the parents doing the journals missed entries. 

The numerous ongoing demands on parents’ time may render the use of a weekly journal 

system too demanding for the majority of parents.



In addition to the research implications related specifically to the current study, there 

are other topics that warrant fixture exploration. There is a need to develop quantitative 

measures that can assess the effectiveness of interventions, such as the psycho-educational 

group. Examining the daily challenges of parenting a child with suspected FASD across 

different cultures (e.g., individualistic vs. collectivist) may yield different experiences. 

Parents themselves can be coping with FASD while raising their child with suspected FASD; 

other studies could explore the experience of parenting a child with suspected FASD when 

the parent also has FASD. The current study and future research opportunities highlight the 

potential for innovative work that directly benefits families and communities.

Limitations of the Study

There are several limitations inherent in the current study. There were a 

disproportionate number of foster or adoptive parents relative to biological parents. This 

disparity made it impossible to explore, in depth, how different types of parents may vary in 

their experiences o f parenting. Given the many demands on parents’ time, it was difficult to 

follow up with participants after the first interview. The issues related to having participants 

check the accuracy of the analysis was addressed by having the findings vetted by two 

experienced clinicians. Although, having two clinicians check the data was not the same as 

member checking, in the absence of extensive member checking, having the information 

reviewed by experienced professionals was the next best option. The absence o f extensive 

member checking remains a methodological weakness. The study did not account for cultural 

differences, as most of the participants were Caucasian. The majority of participants were 

female, making it impossible to explore potential gender differences related to the daily 

experiences of parenting. Some of the challenges faced by parents may also be partly due to
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other issues such as the child’s attachment style (Cassidy & Shaver, 2008) and not the 

suspected FASD.

Having only two parents complete multiple weekly journals, combined with the lack 

of viable quantitative data, restricted the study’s ability to address the effectiveness of the 

psycho-educational group. As outlined in the research implications, the weekly journal 

system needs refinement. Given the many demands parents of children with suspected FASD 

face, asking parents to complete a weekly journal may be too time consuming regardless of 

the format that is used. The limitations of the current research notwithstanding, the findings 

provide a foundation for future research related to parenting a child with suspected FASD. 

Conclusions

The thesis looked at two related but distinct questions: (a) What types of challenges 

do parents of children with suspected but not yet diagnosed FASD face on a daily basis and 

how do parents experience those challenges? (b) In what ways can a support/psycho- 

educational group facilitate the parenting of children suspected to have FASD? Learning 

about the daily experiences of parents whose children have suspected FASD has been a 

rewarding and humbling experience. I am honored to have witnessed the strength and 

determination of these parents. Having grown up with a physical disability I have some 

firsthand knowledge of the vital role played by parents with respect to advocating for 

services for their child, finding creative ways to help their children overcome barriers, and 

seeking to ensure that their child has the most independent life possible. I am also impressed 

by the fact that parents have identified the types of supports and interventions that are 

needed. The academic and professional community should take steps to learn from parents of 

children with suspected FASD rather than seeking to prescribe interventions and supports.
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Appendix A

FASD Diagnostic Criteria (Based on Chudley et al., 2005)

Fetal alcohol syndrome (FAS)

1. FAS with confirmed maternal alcohol exposure*

A. Confirmed maternal alcohol exposure*

B. Evidence of a characteristic pattern of facial anomalies that includes features such as short 
palpebral fissures and abnormalities in the
premaxillary zone (e.g., flat upper lip, flattened philtrum and flat midface)

C. Evidence of growth retardation, as in at least one of the following:
• low birth weight for gestational age
• decelerating weight over time not due to nutrition
• disproportional low weight-to-height ratio

D. Evidence of central nervous system neurodevelopmental abnormalities, as in at least one 
of the following:
• decreased cranial size at birth
• structural brain abnormalities (e.g., microcephaly, partial or complete agenesis of the 
corpus callosum, cerebellar hypoplasia)
• neurologic hard or soft signs (as age appropriate), such as impaired fine motor skills, 
neurosensory hearing loss, poor tandem gait,
poor eye-hand coordination

2. FAS without confirmed maternal alcohol exposure 

B, C, and D as above

3. Partial FAS with confirmed maternal alcohol exposure

A. Confirmed maternal alcohol exposure*

B. Evidence of some components of the pattern of characteristic facial anomalies 
Either C or D or E

C. Evidence of growth retardation, as in at least one of the following:
• low birth weight for gestational age
• decelerating weight over time not due to nutrition
• disproportionally low weight-to-height ratio

D. Evidence of CNS neurodevelopmental abnormalities, e.g.,
• decreased cranial size at birth



I l l

• structural brain abnormalities (e.g., microcephaly, partial or complete agenesis of the 
corpus callosum, cerebellar hypoplasia)
• neurologic hard or soft signs (as age appropriate) such as impaired fine motor skills, 
neurosensory hearing loss, poor tandem gait,
poor eye-hand coordination

E. Evidence of a complex pattern o f behaviour or cognitive abnormalities that are 
inconsistent with developmental level and cannot be explained by familial background or 
environment alone: e.g., learning difficulties; deficits in school performance; poor impulse 
control; problems in social perception; deficits in higher level receptive and expressive 
language; poor capacity for abstraction or metacognition; specific deficits in mathematical 
skills; or problems in memory, attention or judgment.
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Alcohol-related effects
Clinical conditions in which there is a history of maternal alcohol exposure,*f and where 
clinical or animal research has linked maternal alcohol ingestion to an observed outcome. 
There are 2 categories, which may co-occur. If both diagnoses are present, then both 
diagnoses should be rendered.

4. Alcohol-related birth defects (ARBD)

Congenital anomalies, including malformations and dysplasias 
Cardiac
Atrial septal defects 
Ventricular septal defects 
Aberrant great vessels 
Tetralogy of Fallot

Skeletal
Hypoplastic nails 
Shortened fifth digits 
Radioulnar synostosis 
Flexion contractures 
Camptodactyly 
Clinodactyly
Pectus excavatum and carinatum 
Klippel-Feil syndrome 
Hemivertebrae 
Scoliosis

Renal
Aplastic, dysplastic, hypoplastic kidneys 
Horseshoe kidneys 
Ureteral duplications 
Hydronephrosis

Ocular
Strabismus
Retinal vascular anomalies
Refractive problems secondary to small globes

Auditory
Conductive hearing loss 
Neurosensory hearing loss

Other
Virtually every malformation has been described in some patient with FAS. The etiologic 
specificity of most of these anomalies to alcohol teratogenesis remains uncertain.
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5. Alcohol-related neurodevelopmental disorder (ARND)
Presence of A or B or both.

A. Evidence of CNS neurodevelopmental abnormalities, as in any one of the following:
• decreased cranial size at birth
• structural brain abnormalities (e.g., microcephaly, partial or complete agenesis of the 
corpus callosum, cerebellar hypoplasia)
• neurologic hard or soft signs (as age appropriate), such as impaired fine motor skills, 
neurosensory hearing loss, poor tandem gait, poor eye-hand coordination

B. Evidence of a complex pattern of behaviour or cognitive abnormalities that are 
inconsistent with developmental level and cannot be explained by familial background or 
environment alone; e.g., learning difficulties; deficits in school performance; poor impulse 
control; problems in social perception; deficits in higher level receptive and expressive 
language; poor capacity for abstraction or metacognition; specific deficits in mathematical 
skills; or problems in memory, attention or judgment.
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Appendix B

Appendix Semi-Structured Interview Guide 1

Parents will be asked to identify the child they are thinking about, and talk about during the 
interview.

Daily challenges
1. How do you approach parenting (child’s name)?
2. What are some of the daily challenges of parenting (child’s name)?
3. Can you give me an instance of a challenge you’re talking about? What 

happened?
a. What feelings came up for you in terms of parenting (child’s name) in this 

instance?
b. What thoughts came up for you in terms of parenting (child’s name) in 

this instance?
c. How did you respond when parenting (child’s name) in this instance?
d. What is something positive about the way you responded?
e. Are there aspects of how you responded to (child’s name) that you would 

like to have change? If so what are they?
f. What was the overall result of this incident (e.g. for the child, family, self)
g. What meaning did you take from this specific instance of a daily challenge 

that you experienced with (child’s name)?

Note: Question 3 parts a to g will be asked repeatedly to explore as many specific instances 
as the parent can provide.

4. What lessons or insights do you feel people need to be made aware of in terms of 
parenting a child like (child’s name)?

5. Is there anything else you would like to tell me?

Note: Follow up prompts will be asked throughout the interview to illuminate a deeper 
understanding of the participant’s insights and experiences.
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Appendix C

Semi-Structured Interview Guide 2
Daily challenges

1. How well do these preliminary themes and interpretations capture your 
experiences?

2. Is there anything else you would like to add or change?

Note: Prompts will be asked throughout the interview to illuminate a deeper 
understanding of the participant’s insights and experiences that they shared in 
interviews and the journals.
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Appendix D: Consent Form for Parents of Children on Waitlist for Assessment

University Northern of 
British Columbia 
3333 University Way 
Prince George, BC, V2N 
4Z9

Consent for Parents of Children on Waitlist for Assessment

Researchers:
Stephen Bennett UNBC Counselling Program e-mail bennetO@unbe.ca

phone (2501960-6061
Dr. Corinne Koehn UNBC Counselling Program phone (250)960-6264
Dr. Cindy Hardy UNBC Department of Psychology phone (250)960-5814

Project title: Daily experiences of parenting a child on waitlist for assessment at NHAN and 
the applicability of a psycho-educational group

Purpose of Research:
We want to know about:

A) What types of challenges do parents of children on waitlist for assessment of 
suspected but not yet diagnosed FASD face on a daily basis and how do parents 
experience those challenges?

B) How can a support/psycho-educational group support the parenting of these children?

How the study works:
You are invited to be in the study because your child is on the waitlist for an assessment with 
NHAN. Interviews will take place at the Community Care Center or another location that is 
agreed upon by both the researcher and the participant. Each interview will take about one to 
two hours. There will also be time after the interview is over to talk about the interview 
process with the recorder turned off. I want to interview you before group starts. I want to 
interview you again after the group ends. In the first interview I will collect your 
demographic information and ask you questions about being a parent. In the second interview 
I will ask you to check my understanding of the information you gave me in the first 
interview. I will ask you some questions about your journal if you choose to complete the 
journal.. We will record your answers with a digital recorder. Someone will type out your 
spoken responses. This person will sign a confidentiality oath.. We will ask you to complete 
an optional journal at least once a week. The journal will ask you to respond to a set of 
questions about parenting and ask you about the group. You can complete the journal on-line 
or using a paper copy. If you complete the journal online you will have the option of typing 
your responses or recording your spoken responses. Once all of the information from the 
study has been examined you will be asked to help check the information. This process will 
involve responding by e-mail which should take between 30 and 60 minutes. You will have 
the chance to explain or add to the information, and let the researcher know if the findings 
“make sense”. If you would prefer not to use e-mail, a telephone interview can be set up and

ujJbc

mailto:bennetO@unbe.ca
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a copy of the findings will be mailed to you. As a thank you you will receive a $20 grocery
store gift card after completing each interview and an additional $10 gift card if you choose
to complete the journal at least once.

Please check each box if you can read and understand the information.

Keeping your information private:

D AH of the information we get will be kept in Dr. Hardy’s lab in a locked cabinet in a 
locked room. Only the researcher (Stephen Bennett) and transcribers will have a key for 
the cabinet in which the information is stored. All of the computer files will be 
password protected.

D  We will keep the names of everyone in the study private. People who read the report will 
not see your name or other identifying information anywhere.

D We may use some of what you say in your own words in our report. We will not use your 
name.

D  We cannot keep information private if it is about harming yourself, harm to others, or 
abuse/neglect involving a child. We must take steps to protect people. If you tell us a 
child is in danger we will take steps to protect the child. If you tell us you want to hurt 
yourself or someone else we will take steps to protect everyone. Protecting you and your 
children may require us to give your name and other private information to police, social 
workers, or health care professionals so you can get the help you need.

D  We cannot keep information private if there is a court order requiring us to share 
information. This is unlikely unless you are involved in a divorce or child custody 
hearings.

D  You will be asked to make up a fake name which will be used when mentioning some of 
what you say in your own words in our report, publications, presentations or thesis.

Asking questions:

D  If you have any questions you can e-mail or call Stephen. His e-mail and phone number 
are at the top of this letter.

D  Any concerns about the research can be mentioned to the Office of Research, UNBC at 
(250) 960-6735 or reb@unbc.ca

D You can get a summary of the research by contacting the researcher Stephen Bennett at 
bennetO@unbc.ca. A summary of the results will be sent to you. The summary should be 
available by March 2015.

D Please send me a summary of the research using the following address.

mailto:reb@unbc.ca
mailto:bennetO@unbc.ca
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Possible Risks:

D  You might feel uncomfortable answering some o f the questions. You do not have to 
answer the questions if you do not want to. You can skip any questions you do not want 
to answer.

Possible benefits:

D  The information will help people understand what it’s like to parent a child on the waitlist 
for assessment.

D The information will help make the next group better.

D  The information may help in the creation of services for parents and families.

What we will do with your information:

D We will use your answers to give conference presentations, write a thesis and
publications. We will not use your name in the documents. It is unlikely that it will be 
possible to identify you from the report.

D We will ask you for permission to have Dr. Hardy give us some of your information from 
the group. We will ask for your answers on the questionnaires (Parenting Sense of 
Competence Scale & Parent Behaviour Inventory).

D  The researcher’s supervisor Dr. Koehn will check his analysis and spot check interview 
materials to ensure they are accurate.

D Dr. Hardy and the Learning Together team will not see any of your comments until after 
your group has finished.

D  The presentations, thesis and publications will tell people what worked well for group. 
The report will also tell people what could be changed about the group.

D The presentations, thesis and publications will tell people what it’s like to be a parent of a 
child on the waitlist for assessment.

D If you want a copy of the report you can e-mail or call Stephen and he will give you a 
copy. Stephen’s e-mail and phone number are at the top of the first page.

D After the project is done we will keep information that identifies you only for one year.

D  After the project is done we will keep information that cannot be linked to you (e.g., a 
written copy of what you said) for seven years. At the end of the seven years we will 
destroy all of your information. Paper information will be shredded and computer files 
will be deleted.

Consent

D It is your choice to be in this study. You can stop being in the study at any time. If you 
stop, things will not change with the group. You can stay in the group even if you are 
not in this study. If you withdraw from the study, you can keep any gift cards you have 
received so far.
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D You can stop taking part in the study at any time. If you decide to stop, you have the 
choice of allowing us to keep the information you have provided or having the 
information destroyed.

D  You can ask questions at any time.

You have three choices. Please pick one of these three choices.

D  I want to be in the full study including two interviews and weekly journal.

D  I want to be in the study to do two interviews but not the weekly journal.

D I do not want to be in the study.

Put your name below only if you agree to be in the study.

Sign your name here Date Print your name here

Name of support person Phone number
(If you wish to involve a support person)

Researcher name Date
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Appendix E

Demographic Information

Code:____________ (filled in by researcher)

Please complete the following:

1. Current age:_____

2. Gender______________

3. Highest education level completed:
a. Grade school
b. Grade 12
c. Some college or university
d. College diploma
e. University undergraduate degree
f. University graduate degree
g. Other (please specify)_______________

4. Marital Status
a. Married
b. Separated
c. Divorced
d. Common law
e. Never Married
f. Widowed

5. What is your ethnic origin (e.g., Caucasian, Asian, Aboriginal etc.)?

6. Current employment status:
a. Employed full time
b. Employed part time
c. Employed seasonally
d. Unemployed
e. Permanently out of labour force due to illness/disability
f. Out of labour force due to decision to be a stay at home parent
g. Student
h. Other (please specify)_________________

7. Type of occupation: (please specify, e.g., stay at home parent, sales clerk, manager, 
mechanic, teacher)_______________________________________________



8. What is the name of your child who is being assessed for FASD?

9. How old is (child’s nam e)?_______________________________

10. What is your relationship to (child’s name)?
a. Biological parent
b. Step parent
c. Foster parent
d. Adoptive parent
e. Other (please specify)___________________________

11. If parent is not birth parent, ask: How long have you parented (child’s 
name)?________________________
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Appendix F

Journal Questions

Note: These questions relate to parenting your child who is suspected to have FASD 
Daily challenges

1. Please describe a parenting challenge that happened this week.
a. How long ago did this challenge take place?
b. What feelings came up during the challenge?
c. What thoughts came up during the challenge?
d. How did you respond to the challenge?
e. What meaning does this experience have for you?
f. What other skills, if any, would you have liked to use with this particular 

challenge?
g. If you were unable to use a skill with this challenge, what prevented you from 

using the skill?
h. What was the outcome of this challenge for the child?
i. What was the outcome of this challenge for the family? 
j. What was the outcome of this challenge for you?

2. How do your parenting experiences this week compare to the previous week?
Group Feedback

3. What did you find most effective about the group this week?

4. What could be added/changed to enhance the group this week?

5. Which skills/knowledge learned in the group did you use the most this week?
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Appendix G

Transcriber Oath of Confidentiality
As the transcriptionist hired to transcribe interviews and journal entries for the research 
thesis, Daily experiences of parenting a child with suspected FASD and the applicability of a 
psycho-educational group, I will treat as confidential all information learned through 
transcribing the interviews and journals of research participants.
To help ensure the safety and confidentiality of data, transcriptions will be password 
protected. I will not print any hard copies. When transcriptions are complete, I will 
electronically send them to the researcher using only my UNBC email account. I will delete 
the files from my hard drive and sent mail once the researcher indicates that the files have 
been successfully received.
I further understand and agree that this oath of confidentiality will continue in force 
indefinitely, even after I cease being a volunteer on this thesis research.
I also agree to indicate if I know a family taking part in the study before I transcribe their 
information. If I know a family I will ask you to assign another transcriptionist to work with 
that family’s information.
Name of Transcriptionist: (print):_____________________________________________

(signature):______________________________________ _
Date:

Researcher’s Name: (print):

(signature):

Date:

Project Contact Information
Stephen Bennett, UNBC bennetO@unbc.ca

mailto:bennetO@unbc.ca
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Appendix H

Composite Analysis of the Data

All Participants Summary
Please read the following summary and see how well it captures the daily challenges 

and your experiences of parenting. Not all parts of the summary will apply to you. However, 
you should see your experiences reflected in parts of the summary.

Challenging Environments
All parents talked about having to deal with at least one type of challenging 

environment. The type of environment varied. However all the environments involved 
parents interacting with other people or organizations such as the health authority in an effort 
to parent their child as effectively as possible.

Insufficient Supports For the Child
Parents explained that they were faced with insufficient supports (e.g., information 

from professionals). Parents expressed anger, frustration, anxiety, fear, and fatigue as they 
sought to find adequate supports. There was a sense of regret and sadness over the challenges 
their child could have avoided if supports had been available. For example, parents talked 
about how their child could have avoided struggles in school if proper educational supports 
(e.g., adapted assignments) had been present. Not having the same support network as other 
families brought up feelings of sadness and a sense of loss. Parents focused on continuously 
advocating for what their child needed, identifying what kind of services the child needed, 
providing informal supports in the home, (e.g., working on math with the child) and doing 
research to come up with new ideas about how to help the child. In addition, parents sought 
out support from friends and family to help cope with the stress of insufficient supports. 
Parents explained the need to accept that even getting the supports (e.g., assessment) would 
not solve all the problems. It was important to always seek to reduce both uncertainty and 
unanswered questions. However other parents explained the need to make sure they didn’t 
expect a single universal solution. Some parents mentioned that they were considering 
moving to a new location that would have more supports. It was also important to find time 
in the day to talk with the child to see how the day was going as a way to help compensate 
for missing supports. These talks allowed parents to identify challenges their child was facing 
and offer support and encouragement that would not otherwise be provided. As parents made 
progress towards getting more support for their child they expressed feelings of 
accomplishment, validation and pride. Parents talked about being frustrated by the lack of 
supports and resources available to their child before they received a formal FASD 
assessment.

Parents Not Feeline Heard by Professionals
Parents didn’t always feel heard and understood by professionals. Some parents felt 

angry; other parents talked about having to cope with the fear that professionals would place 
the child with another caregiver. Parents talked about how these fears sometimes led to 
expecting the worst. Parents reminded themselves that they were doing a good job of 
parenting the child. In other cases, parents spoke of being frustrated because professionals
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didn’t understand what it was like to parent a child with suspected FASD. The expectations 
placed on parents by professionals were, in parents’ opinion, unrealistic. Parents talked about 
spending a great deal of time trying to get professionals to understand what their child 
needed and reassuring the child that eventually supports would be in place. Some parents 
expressed intense frustration and disbelief at the opportunities that had been lost because 
adequate supports were not initiated by professionals. Despite the ongoing struggle to secure 
supports parents commented on the steps that had been taken to develop individualized 
supports for their child and that there had been some successes.

Multiple Adults Raising the Child
Parents faced challenges related to their interactions with other people (e.g., foster 

parents, biological parents etc.) who are helping to raise the child. Foster parents spoke about 
wanting to have the biological parent involved in the child’s life. However, foster parents 
experienced fear, disbelief and frustration because in their opinion the biological parent 
frequently could not look after the child without supervision. Some foster parents also talked 
about feeling betrayed and angry towards the biological parent because the biological 
parent’s actions created problems related to setting up supports and resources for the child. 
Moreover, foster parents expressed sadness and a sense of loss for the child because the 
biological parent was not more involved in the child’s daily life. Foster parents worked 
towards trying to have biological parents more involved by anticipating when problems 
might arise and coming up with creative solutions such as having the biological parent spend 
time with the child at the foster parent’s home. The child would sometimes become 
distressed by the absence of the biological parents so foster parents made an effort to be 
honest with the child when answering questions, helped the child calm down, always focused 
on being patient with child, reassured the child, and focused on the positive things that were 
going on in the child’s life. Foster parents also decided which things were most important 
and focused on those first, accepting that other less important tasks might not get addressed 
immediately. Despite feeling fatigued, foster parents expressed feelings of accomplishment 
as they found ways to integrate the biological parent into the child’s life. These successes 
gave foster parents a sense of hope that progress was possible. None of the biological parents 
commented on their experiences of interacting with foster parents.

Regulating Video Games
Other parents found themselves having to regulate their child’s use of video games. 

Some parents regretted giving their child access to video games because the child would 
copy the aggressive and disrespectful behaviour used in the game. Parents resorted to using 
methods that they identified as not very effective, such as yelling. This type of approach did 
not work because the child became angry and it became very difficult to communicate with 
the child. As an alternative parents started anticipating which games the child should not play 
(e.g., Grand Theft Auto) and being consistent with rules around which other games could be 
played. Parents also took time to explain the rules to the child and helped promote informed 
choices by making the child aware of what the consequences were for breaking the rules. 
Moreover, parents found games that fostered cooperation or skills such as math. These skills 
based games actually helped improve the child’s behaviour and comprehension. Other 
parents found video games beneficial because they allowed their child to interact with their 
friends in a collaborative way (e.g., Minecraft). Parents found video games to be at least
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partially beneficial as long as their use was tailored to meet their child’s needs. For example, 
parents would pick games that targeted academic skills that needed to be improved. Being 
able to transform a challenge into a potential solution gave parents a sense of validation and 
pride

Social Isolation and Consequences o f Bullvine
Parents explained that they worried their child would become socially isolated as 

peers matured. This concern was particularly important as parents thought about their child 
eventually going to high school. Parents experienced fear and frustration at the prospect of 
their child becoming socially isolated. Parents spent time anticipating what might lead to this 
isolation (e.g., impaired social skills) and sought to prioritise teaching their child skills 
essential to increased independence and maturity. Furthermore, parents spent time explaining 
skills and reassuring their child that progress and improvement were possible. As with other 
skills, parents felt a sense o f pride when their child started to acquire a new skill that would 
reduce the chances of social isolation. Some parents talked about how their child was already 
experiencing social isolation and bullying. Parents felt angry and betrayed that other adults 
had not stepped in to help prevent the social isolation and bullying. Parents spent time letting 
the child talk about being bullied in a safe environment and helped the child regulate 
emotions. Parents also advocated for their child and tried to put supports in place that would 
stop the bullying. Parents explained that they were committed to helping their child through 
the bullying but always being exposed to the child’s anger and frustration was exhausting and 
overwhelming at times.

Setbacks Related to Social Interactions
Parents also explained that their child experienced setbacks related to social situations 

such as interactions with peers and teachers. Parents felt angry and at times fatigued in 
response to such setbacks. Some parents made a point of deciding which issues were most 
important and which ones could be dealt with at a later date. Other parents experienced fear 
and anxiety over how their child would interact with peers. A major concern was that the 
child would become a follower and be manipulated by other children. Parents talked about 
how they felt betrayed and let down by staff who failed to adapt school work so that the child 
could learn. The feeling of being let down was increased by the fact that parents took time to 
explain their child’s needs and advocate for accommodations in advance. However, parents 
felt their concerns and the information they provided were not used by teachers. Parents often 
broke tasks, such as homework, down into steps to make them more manageable. Parents 
also found creative ways to mediate the setbacks their child was facing (e.g., getting a private 
tutor). Moreover, parents focused on making sure that their child would be able to make life 
choices. Avoiding setbacks in social settings, such as school, was vital because parents did 
not want to unnecessarily limit their child’s opportunities later in life. Eventually, parents 
want to see their child have the confidence and skills to stand up and advocate for what they 
want to do with their life. Parents talked about spending time explaining and teaching the 
child skills that they had not previously learned. Parents explained that in some cases the 
child simply had not had the chance to learn a particular skill. Seeing the child learn a new 
skill or make new supportive friends gave parents a sense of success and progress. These 
accomplishments made it easier for parents to deal with the ongoing uncertainty of how the 
child would handle social settings as they matured.
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Child’s Impaired Cognitive Functioning
All parents were helping their child cope with the impact of a cognitive deficit. These 

challenges ranged from children not being able to understand concepts like math to an 
inability to know when a situation is unsafe.

Child’s Am er Related to Having a Cognitive Deficit
Parents talked about how their child knew about the cognitive difficulty created by 

suspected FASD. The child was often angered by the challenges and limitations that existed. 
Parents explained the need to determine which issues could be addressed and which issues 
were beyond their control. For example, parents could help their child cope with the inability 
to fully comprehend the absence of a biological parent but could not always reunite the child 
with the biological parent as often as the child wanted. Parents also described feeling 
depressed and anxious as they watched their child come to terms with having cognitive 
impairments. Parents were angry and frustrated that they could not always help their child 
overcome challenges, such as understanding math. Parents used several skills to help mediate 
their child’s anger, such as being honest when they didn’t have the information the child 
wanted, consistently helping the child try and find ways around challenges and explaining 
things in a different way when the child didn’t understand and became angry. Parents 
commented on the importance of helping the child understand the consequences of their 
actions since the child often became angry when the reasons for consequences were unclear. 
However, it was important for parents to find moments when the child was starting to calm 
down. Proper timing of information helped reduce the child’s anger. Waiting for the right 
moment also meant that parents needed to be patient and often let the child vent their anger 
before a conversation could happen. Some parents expressed fear over how they would 
manage when the child was a teenager and became angry. The concern was that eventually 
the child would be stronger than the parent and someone could be hurt when the child was 
angry. Other parents commented that it was important to model for the child, through 
pictures and demonstrations, how a person who is angry should act. Some parents would 
actively remove something from the environment that was making the child angry such as 
homework. The child was reassured that once the anger had passed the removed item would 
be returned. Parents actively sought resources and supports, such as educational groups, that 
could help manage and reduce their child’s anger. Parents talked about how being consistent 
with rules and expectations had helped reduce their child’s anger. These accomplishments 
gave parents a sense of relief and accomplishment. However, some parents expressed 
feelings of dread and fatigue as they faced the challenge of managing their child’s anger later 
in life. Specifically, parents worried about their child’s anger in relation to high school and 
the increasing academic demands.

Child Not Understanding Information
A cognitive impairment all parents faced was their child not understanding 

information such as spoken instructions or written information. Some parents talked about 
feeling anxious and angry when their child could not understand something because the lack 
of comprehension made it hard to help the child. Other parents had a sense of fascination and 
disbelief related to the fact that the child understood some information well but completely 
missed other instructions. Parents had a strong desire to figure out how their child interpreted
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and remembered information. Parents focused on making sure their child understood 
information so that eventually the child would be able to make their own choices and decide 
what to do with their life. To help facilitate this freedom of choice some parents focused on 
deciding which skills the child will need to know in the future, such as how to count money, 
and which skills are less important for the child’s future, such as knowing how to use the 
Pythagorean Theorem. Many parents broke tasks down into steps, explained things 
repeatedly in different ways, and made sure the child had time to talk with the parent each 
day. Foster parents described that sometimes the child did not understand how to do a task 
simply because it had never been properly described or demonstrated before. Other parents 
found that they had to give information in small chunks and then give the child time to 
process what had been said before providing the next piece of information. Other useful 
skills included having the child repeat verbal information, writing instructions down in a list, 
using simple words when talking to the child and changing the expectations placed on the 
child when needed. Parents commented that it was important to check the child's 
comprehension because sometimes the child would give the impression that the information 
had been understood when in fact the child was just trying to end the conversation. The fact 
that every child understood information differently left parents feeling exhausted at times. 
The task of finding the unique solution for each child could be daunting and different 
strategies were often needed for different kinds of information such as spoken or written 
instructions. Other parents spoke about how they wanted to change the strategies that had 
been used in the past because these approaches had not worked well. Parents talked about 
how they were able to increase their child’s understanding somewhat, even without enough 
formal supports, and this gave parents a sense of relief and success. However, some parents 
remained protective of the child and often worried about a negative outcome if the child’s 
comprehension would not improve considerably. For example, some parents talked about the 
possibility that the child could be placed with another caregiver. The fear was that the 
professionals would recommend another caregiver, presumably with more resources and 
energy, as a way to facilitate the child’s cognitive development.

Child Finding Chanse Difficult
Other parents explained that their child found changes to routine hard to accept. 

Parents felt anxious and fearful when their child needed to adjust to a change. The need to 
constantly anticipate and mediate changes was frustrating at times for parents. For some 
parents this frustration turned into feeling fatigued. Some parents used skills such as being 
honest with the child about the drawbacks to change, making the child aware of how change 
can be positive, introducing changes in gradual steps, allowing the child to make some 
choices around how change was handled, and being mindful of when the child was finding 
the change especially hard. Parents emphasized that there was a need to be patient with the 
child and allow them to accept the change gradually. Other parents used skills such as 
encouraging their child to keep trying new things as a way to make change easier. When the 
child felt uneasy about change, parents helped by offering frequent reassurance and 
encouragement. Parents were comforted by the realization that with persistence the child 
usually embraced the change. Parents expressed a sense of relief and accomplishment once 
the child was familiar and comfortable with the change.
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Child’s Not Understanding When a Situation is Unsafe
Some parents experienced intense fear around their child’s inability to determine 

when a situation was unsafe. Parents focused on anticipating risks, such as harmful objects, 
so that these items could be removed from the environment. Parents also had honest 
discussions with the child about the need to be cautious around people they don’t know and 
the importance of following rules, such as not leaving the yard, alone. Parents also used 
concrete demonstrations that included drawing a line on the ground to show the child the 
boundaries of their play area. In addition, parents sought support from trusted people to help 
supervise the children. Parents were often hyper vigilant and expressed confusion over their 
child’s inability to tell when a situation was unsafe. Parents coped by reminding themselves 
that there was only so much anyone could do to protect their child and some degree of 
uncertainty and risk was unavoidable. After taking every reasonable precaution some parents 
found comfort in their religious beliefs and felt that God would help keep their child safe. 
Moreover, parents struggled with finding a balance between giving more independence when 
the child was ready and still keeping the child safe. Parents explained that the constant 
challenge of keeping the child safe was complicated by the uncertainty of how this challenge 
would change as the child matured.

Child’s Other Medical Conditions
Parents talked about their child likely having other medical conditions in addition to 

the suspected FASD. Parents talked about feeling angry, fearful, and anxious as they dealt 
with their child’s suspected additional medical conditions. Parents spent time meeting with 
medical professionals in an effort to determine what other conditions their child had. 
However, as noted above, parents didn’t feel that professionals understood their concerns and 
that there were insufficient supports for their child. Some parents felt depressed and were in 
disbelief as they tried to help their child cope with undiagnosed conditions. Other parents 
feared that the undiagnosed medical conditions could cause permanent damage to their 
child’s physical health. In some cases the undiagnosed medical conditions such as 
hypersensitivity were compounded by the suspected FASD. The child did not understand 
and/or remember to eat regular meals and the hunger aggravated their hypersensitivity. 
Parents felt overwhelmed, at times, having to deal with multiple concurrent medical 
conditions. Despite feeling overwhelmed at times parents described the need to be patient 
when interacting with their child. Parents used several strategies such as, doing research to 
come up with potential solutions, getting support from friends and family members, and 
setting up a schedule for essential tasks, for example eating. Through trial and error parents 
found ways to manage some of the other medical conditions which gave them a sense of 
hope that progress was possible. Parents sometimes felt it was not possible to manage their 
child’s medical conditions; at these times there were feelings of hopelessness, dread, and a 
need to give up. However, parents’ love for their child made it easier for them to persevere.

Seeking to Facilitate the Child’s Independence
All parents identified challenges that needed to be resolved so their child could be 

independent. Some of these challenges were situational such as teaching the child how to do 
laundry. Other challenges related to how the child’s emotions impacted the ability to respond 
to situations.
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Facilitating Problem Solving and Taking Responsibility
All parents wanted to help their child solve problems independently and take 

responsibility for their actions. Parents expressed feeling angry, frustrated and fearful when 
their child found independent problem solving difficult. These emotions were related to 
parents’ concerns that the child would not be able to live independently and parents worried 
who would care for the child later in life. Other parents also talked about feeling depressed 
over the realization that their child may never be able to live independently. Parents focused 
on deciding which skills, such as doing laundry on their own, were most important for the 
child to achieve independence. Parents felt fatigued by the task of helping the child to 
become independent so it was vital to decide which skills needed the most attention. Many 
parents found that breaking tasks down into step by step instructions and repeatedly showing 
the child how to do each step was very helpful. Sometimes the child would become 
discouraged when a task seemed too hard. Parents reassured the child and explained that the 
child only had to be willing to try. If the task wasn’t done successfully there would always be 
a chance to try again. Importantly, some parents explained that taking responsibility also 
meant that their child would eventually make their own, informed, life choices rather than 
just simply being able to solve problems, including dirty laundry, on their own. Some parents 
talked about having to simplify their expectations and re-teach foundation skills (e.g., basic 
math) which the parents thought the child had already learned. Other parents got help from 
neighbours who agreed to act as an emergency contact so that the child could practice steps 
towards independence, such as being home alone. Having these supports made it much easier 
for parents to simulate independence for the child while still maintaining the child’s safety. A 
few parents talked about the need to remove barriers to independence by reminding the child 
that with each new day past disagreements or failures no longer existed and the child could 
confront the day with a fresh start. It was important to keep the child focused on successes so 
that they didn’t become discouraged. All parents spoke about steps their child had taken 
towards independence and these accomplishments validated parents’ ongoing efforts and 
commitment to support their child.

Reducing the Child’s Dependence on the Parent
Some parents dealt with trying to ensure that their child did not become overly 

dependent on them for support. Parents worried that because challenges could be 
discouraging the child would not become as independent as possible. Parents expressed anger 
over the fact that their child would sometimes assume a task was too difficult without even 
trying and look to the parent to always explain what needed to be done. Parents talked about 
needing to remind themselves that they were not always responsible for the child’s mistakes 
and sometimes the child had to experience consequences as a learning tool. Finding time to 
talk with the child and explain why consequences occurred were very important so that the 
child would start to understand how actions impact outcomes, such as having to get up early 
to put clothes in the dryer so there would be dry clothes for school. Some parents tried to 
reduce their child’s dependence on adults by showing the child all the fun opportunities that 
would come with increased independence. Other times parents changed the environment.
For example, parents bought foods that were easier for the child to prepare on their own. 
Parents with older children were relieved when signs of increased independence appeared. 
Some parents with very young children felt extremely protective and talked about trying to 
not create unnecessary dependence. Having a child with suspected FASD was unique
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because parents found themselves not always insisting that a child learn a skill or complete a 
task. Parents described that right now it was hard to start building independence because of 
the child’s age and undiagnosed FASD. Parents also realized that there was a need to ensure 
that expectations were gradually increased over time so that the child would be able to 
develop independence.

Helping the Child Self-Regulate
Another challenge related to fostering the child’s independence was helping the child 

learn to self-regulate their emotions and behaviour. Parents were particularly concerned and 
angry about their child’s lack of self-regulation because the child had to be calm before other 
challenges, such as lack of understanding, could be addressed. Parents talked about being 
fearful when they thought about their child getting into trouble with peers because o f poor 
self-regulation. In some cases, the reason for the child's poor self-soothing was unknown which 
left parents feeling frustrated because there was often no way of helping the child calm down. 
In these instances parents talked about the need to accept the absence of an apparent cause. 
Parents also had friends and family with whom they could talk as a way to express their 
frustration at not being able to offer more help to their child. Helpful parenting skills 
included picking up on cues that the child was escalating and then helping the child calm 
down, finding times when the child was able to practice self-soothing techniques and, when 
possible, removing triggers from the environment. Although parents identified ways in which 
their child’s self-regulation had improved there was an ever present concern that the progress 
was temporary. Some parents were caught between feeling validated by the progress and 
fearful of progress being lost.

Confrontational Attitude
At times parents had to help their child communicate in was that did not include 

physical or verbal aggression. However, this challenge made the use of parenting skills 
harder since the child needed to be calm for many of the skills to be effective.

Experiencing Child’s Verbal Disrespect
Parents sometimes found themselves dealing with a verbally disrespectful child.

Some parents had a sense of dread, fatigue and being overwhelmed when their child was 
disrespectful. Similar to the lack of self-regulation the child being verbally disrespectful 
made it extremely difficult to work on other challenges. Some parents became angry which 
intensified the child’s behaviour. Parents described that they preferred to use strategies such 
as removing video games for a set period of time, knowing when to give the child some 
alone time to calm down, helping the child understand how hurtful their words were and 
explaining consequences after the child had stopped being disrespectful. Some parents 
commented that times when the child was disrespectful were useful in that there was an 
opportunity to have the child practice self-regulation. Other parents talked about wanting to 
learn new strategies so that there would be no need to use methods that parents found 
ineffective. The ineffective strategies only made the child more angry and disrespectful. 
Parents were disappointed that more resources and supports were not available. Parents 
commented that being consistent with rules and expectations could be exhausting. However, 
consistency reduced the instances of the child being disrespectful.
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Dealing With Child’s Physical Aggression
Other parents found that their child could be physically aggressive (e.g., hitting). 

Parents commented that they were anxious and at times fearful. Feelings o f anxiety were 
related to not being able to understand why the child became aggressive. In the absence of a 
potential cause, parents were often unsure of how to help correct the behaviour. Feelings of 
fear stemmed from the unpredictable nature of the aggression and parents worried how they 
would respond when the child was older and stronger. Some parents expressed regret that the 
only solution they had found so far had been to restrain the child. Parents were eager to leam 
new, nonphysical ways to mediate the child’s use of violence. Parents explained that there 
was a need to try and anticipate what might trigger an outburst while also accepting that an 
explanation may not emerge. After the child had calmed down, parents repeatedly spent time 
explaining why the child’s actions were not acceptable and trying to help the child find other 
ways of coping with being angry or upset. Some parents also noted that they tried to teach the 
child to engage, without reminders, in using self-control.

Meta Themes

There were several themes that were present in all parents’ interviews and occurred 
across challenges. These themes were hope, parents’ self-awareness, parents trying to 
understand their child’s perspective, and parents’ use of flexibility and creativity to address 
challenges.

Parents ’ Hope
Regardless of the challenge all parents felt a sense of hope and believed that progress 

was possible. Past successes and positive experiences gave parents a reservoir of 
determination. Confronting challenges and setbacks was made easier by parents’ sense of 
hope and determination to work towards solutions. The enduring sense of hope offset feeling 
of weariness at times.

Parents ’ Frequent Self-Reflection
Parents spent a considerable amount of time reflecting on situations and challenges. It 

was useful to reflect on helpful and unhelpful parenting behaviours. Some parents realized 
that they did not have to assume responsibility for everything their child did which made it 
easier for them to let go of self-blame and unconstructive criticism. Other parents found self- 
reflection helpful but spoke of the need to remember that it was impossible to understand the 
reasons for every aspect of their child’s behaviour. Finally, self-reflection and self-awareness 
allowed parents to know their limits. Knowing when to step back from a situation and take a 
break made it easier for parents to feel less fatigued and angry.

Understanding the Child's Perspective
In most situations parents made an effort to understand events from their child’s 

perspective. Looking at situations from another point of view allowed parents to appreciate 
how difficult certain things, such as not being able to understand the world, must be for their 
child. This deeper understanding of their child’s world often made it easier for parents to be 
patient. Furthermore looking at situations from the child’s perspective often facilitated the 
development o f new skills or solutions for challenges.
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Parents  ’ Flexibility and Creativity
Parents constantly demonstrated flexibility and a desire to find creative ways of 

helping their child. Moreover, this creative tendency seemed to almost always be present. 
Some parents even generated creative new solutions over the course o f our interview. Their 
creativity and flexibility helped them cope with the fact that each child required a different 
solution. In addition, solutions that helped the child changed over time and from one situation 
to the next. All parents sought resources and supports that could help fuel their creativity.


