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Abstract 

Fetal Alcohol Spectrum Disorder (FASD) is the leading non-genetic cause of developmental 

disability in Canada.  Many challenges abound at the individual, family and societal levels.  

Much of the literature cites high quality home and caregiving environments as an important 

correlate to optimal outcomes for individuals with FASD, however, research is limited on this 

experience from a family perspective.  Eight adoptive parents’ experiences of family well-being, 

within the context of having a child with FASD in the family, were explored through in-depth 

semi-structured interviews.  Interpretive Phenomenological Analysis (IPA) drew out four 

superordinate themes each with their collection of sub-ordinate themes describing participants’ 

experiences of 1) Managing Individuals with FASD; 2) Navigating Family Cohesion; 3) 

Psychological Warfare; and 4) Experiences of Supports. The Family Adjustment and Adaptation 

Response Model (FAAR) is used to illustrate how families attribute meanings and adjust to 

balance demands against capabilities. Findings highlight how this dynamic disability impacts all 

aspects of family life and has a constant and cumulative effect on families’ well-being.  

Subjective overall family well-being is less than what participants feel it should be given their 

capacity. The duality of this experience was evident as families strive to balance their 

philosophies of family cohesion with the logistics of managing this complex disability.  Hope, 

community, and parents feeling successful in their efforts seem to have strong connections to 

well-being.  The study contributes to a growing body of FASD research and highlights the 

importance of a family-centered approach to care.  Participant-promoted recommendations for 

research and practice are outlined.   

 Keywords: Fetal Alcohol Spectrum Disorder, FASD, family, well-being, stress, supports, 

Family Adjustment and Adaptation Response Model (FAAR), hope.  
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Chapter 1 – Literature Review  

Fetal Alcohol Spectrum Disorder (FASD) is the umbrella term used to describe the 

lifelong neurodevelopmental disabilities that may result from prenatal alcohol exposure 

(Michaud & Temple, 2013; Olson, Oti, Gelo, & Beck, 2009).  FASD is the leading non-genetic 

cause of developmental disability in Canada, however prevalence rates are difficult to confirm 

(Green, Roane, Hewitt, Muhajarine, Mushquash, Sourander, Lingley-Pottie, McGrath, & 

Reynolds, 2014, p. e405, CanFASD.ca).  CanFASD (2017), Canada’s FASD research network, 

reports prevalence rates that vary dramatically, ranging from 1-3 per 1000 live births in the 

United States to as high as 5 out of 100 live births in other countries. 

FASD affects individuals, families, and societies.  Individuals with FASD may have 

difficulty with adaptive and executive functioning, affect regulation, and co-occurring diagnoses.   

Facets of FASD pose some challenges for parenting as typical strategies are often ineffective. 

Characteristics of FASD can compound, running into conflict with different sectors of society, 

namely, health, education, and criminal justice.  While there is limited research on FASD and 

even more limited research on how this disability impacts families, reports indicate that there can 

be significant impacts to family well-being as a child’s disability has extended lifelong 

responsibilities that affect many aspects of family life. High levels of stigma are associated with 

FASD as the invisible nature of this disability converges with a disproportionately low level of 

understanding along with the misunderstandings of the prevention discourse within the general 

population.  While FASD is theoretically 100 percent preventable, general population does not 

typically understand the causal pathways, primarily high rates of unplanned pregnancies along 

with alcohol consumption practices or how social determinants of health correlated to substance 

misuse and addictions.  Supports for individuals and families are in high demand.  However, 
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gaps remain and published evaluations on support needs, interventions, and delivery methods are 

few.  There is limited FASD research on family stress within these contexts, but extrapolating 

from research on Autism Spectrum Disorder, a comparable disability, suggests that these 

families are among those experiencing the highest levels of stress.   

Using an Interpretive Phenomenological approach, this thesis explored some of the facets 

of parents’ experiences of family well-being within the context of parenting a child with FASD.  

Experiences of supports, coping strategies, and how parents are striving to maintain their family 

equilibrium within these contexts were also explored.  A nuanced account of eight participants’ 

stories will be presented in narrative form and the Family Adjustment and Adaption Response 

(FAAR) Model will be used as the theoretical framework to discuss these experiences.  

Individuals with FASD 

FASD is a complex diagnosis, with both primary and secondary characteristics as well as 

high proportions of co-morbid disorders.  Diagnosis includes a comprehensive multidisciplinary 

approach that combines assessments from a professional team that includes a case manager, 

physician, psychologist, occupational therapist, and speech-language pathologist (Chudley, 

Conry, Cook, Loock, Rosales, & LeBlanc, 2005).  As a spectrum disorder, disability varies 

widely.   

Primary characteristics refer to the disability of the central nervous system and is 

represented by both cognitive and behavioural characteristics that can include physical features, 

learning disabilities, attention deficits, poor impulse control, issues with social skills, language 

and memory deficits, challenges with independent functioning, abstract thinking, judgment, and 

cause and effect reasoning (Michaud & Temple, 2013; Walls & Pei, 2013).  
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Much of the FASD literature also outlines a set of what is referred to as secondary 

characteristics or disabilities.  These can include “mental health problems, school failure or 

dropout, substance abuse, inappropriate sexual behaviour, trouble with the law, trouble 

maintaining employment or independent living, and trouble parenting” (Michaud & Temple, 

2013, p. 94).  Reports of youth with FASD in the criminal justice system range from 23% 

(Rasmussen et al., 2008) to 50% of youth offenders in Canada (Popova, Stade, Bekmuradov, 

Lange, & Rehm, 2011).  Petrenko, Tahir, Mahoney, & Chin (2014a) report that “rates of 

secondary conditions are high in individuals with FASD and increase dramatically in 

adolescence and adulthood; specifically, 94% of individuals with FASD have experienced at 

least one mental health problem during their lifetime, 61% have a disrupted school experience, 

60% have encountered trouble with the law, 50% have been confined, 49% have inappropriate 

sexual behaviours, and 35% have alcohol or drug problems” (pp. 1496-1497).   

Most of the research suggests that secondary characteristics are preventable if appropriate 

accommodations are put in place, postulating that these result when behaviours of individuals 

with FASD are misunderstood, leading to inadequate, inappropriate, or ineffective 

accommodations and interventions (Rasmussen, Zwaigenbaum, & Tough, 2008; Michaud & 

Temple, 2013).  However, more recent research is acknowledging these secondary characteristics 

are more symptomatic of the interaction of primary characteristics with an incompatible society, 

that results in what is referred to as “adverse outcomes” for the individual with FASD and their 

families (Bobbitt, Baugh, Andrew, Cook, Green, Pei, & Rasmussen, 2016, p.101).  This suggests 

that even with good understanding and adequate accommodations, these adverse outcomes may 

still be a reality for many individuals with FASD.      
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Co-morbid behavioural and mental health disabilities are also prevalent for individuals 

with an FASD diagnosis.  Although it is sometimes difficult to disaggregate primary disability 

from environmental origins, the following list of diagnoses have been reported: alcohol 

problems, increased psychiatric disorders and traits, mood disorder, bipolar, major depressive 

disorder, depressive symptoms in 6 year olds, attention deficit-hyperactivity disorder, panic 

disorder, post-traumatic stress disorder, obsessive-compulsive disorder, general anxiety, 

separation anxiety and attachment disorders, Klinefelter’s disorder, oppositional defiant disorder, 

and even cerebral palsy (Rasmussen et al., 2008, p. 187; Sanders & Buck, 2010).  Rasmussen et 

al. (2008) state that these “…psychiatric symptoms are generally persistent and may increase 

with age” (p. 187).  Additionally, maladaptive behaviour associated with FASD can complicate 

treatment options.  

FASD is complex and individuals with this diagnosis are faced with many challenges.  

Olson et al. (2009) explain that “there are lifespan issues for individuals with this disability as 

both the primary and secondary disabilities can have debilitating effects and lifelong 

repercussions for individuals, families, and society” (p. 235).  In 2006, Stade, Stevens, Ungar, 

Beyene, and Koren conducted a study measuring the health-related quality of life (HRQL) of 

Canadian children and youth (ages 8-21) with FASD.  Health-related quality of life in this study 

was conceptualized as “the aspect of disease or illness that impact directly on the functioning of 

the individual in everyday life and impact on his or her ability to live a useful and fulfilling life” 

(Stade et al., 2006, p. 2). Their findings indicated that not only were these children’s scores 

extremely low, they were “significantly lower than those from the general Canadian population” 

(p. 6) and lower than children living with other significant disabilities and illnesses including 

cancer, cerebral palsy, and blindness (Stade et al., 2006).  
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While Rasmussen et al. (2008) indicate that Canada is lacking in longitudinal and follow-

up studies that would shed light on the impact of intervention programs, as well as relevant risk 

and protective factors for these adverse outcomes, there are some studies that suggest several 

protective factors, e.g. early diagnosis, diagnosis of FASD with facial features.  Not surprisingly, 

the most touted protective factors to prevent secondary disabilities and successfully promote 

optimal outcomes for individuals with FASD are high-quality caregiving and living in stable 

family environments (Olson et al., 2009; Michaud & Temple, 2013; Caley, Winkelman, & 

Mariano, 2009; Walls & Pei, 2013; Sanders & Buck, 2010).  While this makes a lot of sense, 

parenting children with FASD is fraught with complex challenges, as FASD affects not only 

diagnosed individuals but, as Olson and colleagues (2009) suggest, there are costs and impacts 

for parents and families as well.   

FASD and the Family 

The art of parenting can be both a challenging and rewarding endeavor even under ideal 

circumstances.  However, parenting the complex needs of a child with FASD requires a breadth 

and depth of skills and human strength and endurance that extends far beyond these ideal 

scenarios.  Green et al. (2014) suggest that this level of caregiving “is an extremely exhausting 

experience…and may adversely affect not only [parents’] physical and emotional well-being, but 

also their ability to parent” (p. e418).  In addition to regular parenting responsibilities, parents of 

children with FASD bear the lifelong responsibility and face the complex challenge of figuring 

out how to best parent their child within the context of their disability.  While there is relatively 

limited research on parenting children with FASD, the existing literature seems to indicate “a 

plethora of challenges” (Sanders & Buck, 2010, p. e309) that are multilayered, intersecting for 

parents at individual, family, and societal levels.  The impacts of these challenges seem to 



FAMILIES WITH FASD 14	

converge into high levels of parental stress.  No literature was found that highlighted any positive 

aspects of an FASD diagnosis in a family.   

Individual-level challenges are those that are related more directly to the tasks of 

parenting and supporting the child with FASD.  Parents in Caley, Winkelman, and Mariano’s 

(2009) study identified challenges related to “the physical care and safety of grown children, 

managing a variety of mental health concerns, and assuming additional roles, such as ‘teacher’” 

(p.185).  Sanders and Buck (2010) cite challenges with “children’s behavioural, cognitive, 

affective, physical, developmental, and social functioning” (p. e309).  Michaud and Temple 

(2013) cite the “overwhelming demands of supporting children and the constant need for 

supervision” (p. 97).  Beginning with getting a diagnosis, we will explore some of the aspects of 

FASD that make parenting more challenging. 

Early diagnosis is an important protective factor as it provides parents with a lens through 

which to understand their child, and set appropriate expectations and adequate accommodations 

(Michaud & Temple, 2013).  Much parental energy is spent advocating for and seeking a 

diagnosis.  For many parents, getting a diagnosis for their child is a major challenge.  The 

literature suggests that many parents experience barriers to diagnosis either through FASD not 

being “on the doctor’s radar” (Sanders & Buck, 2010, p. e313), having limited access to 

qualified diagnosing doctors, or the requirement that confirmed prenatal alcohol exposure is a 

criteria of assessment eligibility (Chudley et al., 2005). Without diagnosis, many parents are left 

struggling on their own, because the eligibility criteria to access most, if not all, FASD supports 

and resources requires an FASD diagnosis.  

FASD is a neuro-behavioural disability.  The parts of the brain that are affected can cause 

some challenging brain-based behaviours.  There are particular behaviours indicated in the 
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literature that pose more challenges than others for parents.  In Green et al.’s (2014) study of 60 

caregivers and 26 clinicians across Canada, external/disruptive behaviours was the top response 

category for what parents found most challenging, followed by cognitive difficulties and 

social/maladjustment issues.  Challenges with adaptive and executive functioning were also 

reported as prominent issues (Rasmussen et al., 2008).  A description of these facets will be 

followed by an exploration of the need to shift parenting strategies in order to support them.   

Adaptive functioning, reported as “one of the most significant deficits among individuals 

with FASD” (Rasmussen et al., 2008, p. 187), includes difficulties with social skills such as 

reading social cues or understanding boundaries, difficulty with perspective taking and empathy, 

and immaturity in social and emotional regulation (Healthy Child Manitoba, 2014).  Deficits in 

adaptive functioning can leave individuals vulnerable to being taken advantage of or easily 

manipulated, and can have significant impacts on social life, independent living, and 

employment.  Rasmussen et al., (2008) note that socialization seems to decrease as individuals 

with FASD get older, and suggests that perhaps these adaptive functioning deficits “become 

more pronounced with age” (p. 187).       

Executive function is the ‘manager’ of the brain, responsible for problem solving, 

sequencing, understanding cause and effect and abstract concepts, planning, organizing, 

inhibition, goal achievement, strategy, and regulation (Rasmussen et al., 2008).  Executive 

function intersects with adaptive functioning in a variety of ways and “combined with the lack of 

sufficient inhibitory control and difficulty understanding the consequences of behaviour (cause 

and reasoning), could lead to life-long difficulties adapting to and functioning in society” 

(Rasmussen et al., 2008, p. 188).   
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Affect regulation is the ability to control one’s emotions.  This is such a prevalent 

challenge amongst individuals with FASD, that it has been newly adopted as one of the 

diagnosing ‘domains’ in the latest Diagnostic and Statistical Manual of Mental Disorders, Fifth 

Edition (DSM-5) published in 2013.  Participants in Sanders and Buck (2010) identified affect 

regulation issues as a major theme, titling it “living in a war zone” (p. e313) as parents described 

the “severe behavioural challenges, including tantrums, aggression, and destructiveness” (p. 

e313).  One parent described their child’s ‘melt down’ that lasted for 11 hours and another parent 

described the short fuse their child had, “anything could trigger him and he would go on a 

rampage, and he would break things, and if anybody got in his way even the slightest little bit he 

became violent” (Sanders & Buck, 2010, p. e313).    

Another facet of FASD is called “dysmaturity”, a term coined by Diane Malbin (2002) to 

explain the inconsistency between chronological age and functional age.  This is much more 

complex in FASD than a typical developmental delay found in other disabilities, as there is 

inconsistency throughout brain domains.  For example, an individual with FASD could have a 

profile of being chronologically 12 years old, but, for instance, functioning at a 3-year-old level 

with respect to executive function, adaptive behaviour more like a 6-year-old; memory may be 

inconsistent, and expressive language skills may be that of a 14-year-old with comprehension 

more like an 8-year-old (Malbin, 2002).  Green et al. (2014) noted this inconsistency in 

chronological versus functional age and stated that “this can make social situations and 

interactions difficult, particularly with friendships” (Green et al., 2014, p. e416). 

It is this dysmaturity that also complicates the individual’s understanding of their 

diagnosis and their needs for supports.  Michaud and Temple (2013) highlight how many 

children with FASD “may not understand their limitations or accept support” (p. 96), and 
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Petrenko et al. (2014a) state that “older children and teenagers with FASD are also sometimes 

resistant to accepting help because they do not want to appear different from their peers” (p. 

1501).  This certainly complicates how parents support their children as they strive to balance 

their child’s disability with typical development and drive for independence, while at the same 

time fostering a healthy parent-child relationship (Michaud & Temple, 2013).   

In addition, many parents experience what the participants in Sanders and Buck’s (2010) 

study referred to as the “double-whammy” (p. e313): the impact of multiple diagnoses.  As stated 

earlier, high proportions of individuals with FASD also have co-occurring disorders, such as 

Attention Deficit-Hyperactivity Disorder, or other mental illness diagnoses.   

Adverse outcomes, and the resulting consequences are also something parents are 

required to manage at the individual level.  As noted earlier, there is high incidence of 

individuals with FASD being involved with the criminal justice system, having difficulty in 

school, or engaging in inappropriate sexuality or substance misuse.  Petrenko et al. (2014a) 

remind us: “Secondary conditions place a large emotional burden on individuals with FASD and 

their families.  It can be expected that protecting, caring for, and supporting their children 

through these experiences can be incredibly time consuming, economically burdensome, and 

emotionally exhausting for parents” (p. 1501). 

It is clear how these intersecting facets cause parents some challenge in maintaining their 

child’s optimal developmental trajectory, as understanding the expectations and developmental 

milestones of the life course requires extensive knowledge.  Not surprisingly, one of the first 

stages parents go through when their child has been diagnosed with FASD is to educate 

themselves and gather information on FASD resources (Walls & Pei, 2013). 
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Understanding FASD-related behaviour, shifting of the parenting paradigm, making 

environmental accommodations, managing the triggers, and building and maintaining strong 

positive parent-child relationship are all key parenting strategies illustrated in the FASD 

literature. Understanding why children are behaving in certain ways is incredibly important for 

all parents, and parents of children with FASD are no different.  In Sanders and Buck’s (2010) 

study, parents expressed their feelings of “relief and validation” (p. e313) that a diagnosis of 

FASD brought, as with it came “better understanding and a framework through which to view 

and respond to the children’s behaviours” (p. e313).  However, FASD is a spectrum disorder, 

with children presenting their own unique profile.  As such, parents in Sanders and Buck (2010) 

also agreed that understanding is only the beginning and “real learning comes from hands on 

experience” (p. e313) with parents spending a lot of time doing trial and error with their own 

child, to determine what works for them and what does not, at any given point over the lifespan.   

Understanding brain-based behaviours and the interactions of the afore-mentioned brain 

domains is complex, and the confusing nature of some FASD-related behaviours can make this 

understanding particularly challenging for parents.  In Green et al.’s (2014) study, parents 

“expressed confusion and frustration over the child’s behaviour, as to whether the child is 

“acting out” or whether the behaviour is due to memory deficits” (p. e416).  In addition, the 

theme of “Here today, gone tomorrow” (Sanders & Buck, 2010, p. e315), referred to parents 

managing the associated memory and learning challenges of their children, and needing to either 

repeat the same instructions to children on a regular basis, or children being able to complete a 

task one day, but not another.  Indeed, this ‘can’t’ versus ‘won’t’ behaviour perplexes many 

parents of children with FASD, as parents in another study so succinctly put it: “Everything we 

have learned as parents does not apply when caring for a child with FASD” (Michaud & Temple, 
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2013, p. 96).  Maintaining patience through the repetitive and frustrating behaviours related to 

FASD is a challenge parents expressed as they strove to readjust and set more realistic 

expectations for themselves and their children (Sanders & Buck, 2010).   

The literature suggests that many parents of children with FASD undergo a kind of 

deconstruction of learning, or a shifting of the parenting paradigm. As stated earlier, many 

typical parenting strategies do not necessarily work at all, or in the same ways as parenting 

children without FASD.  As Sanders and Buck (2010) illustrate, “challenges in learning and 

memory associated with FASD may impact contingency learning.  For this reason, behavioural 

strategies, such as natural and logical consequences, are often ineffective in modifying 

behaviour” (p. e314).  Dianne Malbin (2002), author, researcher, advocate, educator, and parent 

of a child with FASD, titled her book “Trying Differently, Rather Than Harder” and this is a 

prominent theme in relearning strategies to parent children with FASD, through gaining a better 

understanding of the FASD-related behaviours as being brain-based behaviours.  This translation 

of behaviour, however, requires an in-depth knowledge of typical child development, FASD, and 

all the other diagnoses and issues in the child’s profile, as well as knowledge of how these may 

all intersect at any given moment.     

Developing environmental accommodations and controlling children’s environments is 

recommended in the FASD literature as a strategy used by many parents of children with FASD.  

Sanders and Buck (2010) state, “because of their children’s risk of social problems and learning 

deficits, many parents needed to find ways to control their children’s environments to keep them 

from harm” (p. e317).  In the spirit of understanding FASD-related behaviours and shifting 

expectations, Michaud and Temple (2013) reiterate the importance of “changing the environment 

rather than expecting the child to change to fit the environment” (p. 96).  Parents in Sanders and 



FAMILIES WITH FASD 20	

Buck’s (2010) study said it clearly, “I can’t control what he does.  I just have to figure out how to 

control the environment as much as possible to allow him the most success” (p. e317).   

“Not triggering” is another theme in the literature that really speaks to how parents alter 

their expectations and make accommodations for their children.  As one parent put it, “I don’t 

think he’s gotten better [in reference to modifying behaviour], I think we’ve learned to not set 

him off” (Sanders & Buck, 2010, p. e314).  In part, this not triggering is indicative of the shift in 

parenting paradigm and a deep understanding and support of the child with FASD, and it could 

also involve extensive accommodations being made by all other family members.  The 

implications for social isolation, strains to marital and sibling relationships, impeded 

developmental experiences, and mental health, could be profound.  Indeed, all of these are 

referred to as “collateral damage” to the family (Sanders & Buck, 2010).  This will be discussed 

further in the section on family layer challenges.     

While we know that parent-child relationships are paramount for any child’s healthy 

development, this is an even more crucial factor for this vulnerable population of children and 

their parents.  The reciprocity of the attachment relationship is what keeps many parents going 

through the roller coaster of typical parenting, however, for parents of children with FASD, there 

are some additional challenges.  The difficulty children have with affect regulation can have 

detrimental implications on the parent-child relationship if not well-understood and, even when 

understood, poses complicated challenges for parents of children with FASD.  Parent participants 

in Watson, Coons and Hayes’ (2013) study scored much higher on the Parent-Child 

Dysfunctional Interaction measures suggesting that “interactions with the child do not reinforce 

the parent-child relationship” (p. 99).  Indeed, children having deficits with social skills, 

empathy, adaptive behaviours, impulsivity, and affect regulation make reciprocity of relationship 
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very challenging. The magnitude, frequency, and duration of negative or non-reciprocal response 

from the child with FASD is considerable.  As Greene and colleagues (2014) state: “Daily 

behavioural challenges were extremely common for most parents who were interviewed and 

occurred at home, in public, and at school” (p. e416).  The wear and tear on parents and other 

family members’ mental health can be substantial, even under the best of circumstances, and 

managing patience, empathy, and understanding in the face of the repetitive nature of children’s 

externalizing and internalizing behaviours can be an incredibly challenging task for parents.   

Having a member of the family with FASD impacts many aspects of all family members 

lives.  Family-level impacts refer to the more indirect challenges that emerge for parents and the 

rest of the family as a result of living with a family member with FASD (and the necessary 

accommodations that accompany) and can include things like stress, financial loss, mental health 

issues for other family members, interfamilial relational challenges, isolation, impact to 

employment, and challenges with engagement in community/society (Caley, Winkelman, & 

Mariano, 2009).   

Loss and grief are natural emotions experienced by parents of children diagnosed with a 

disability; however, FASD is unique in that it is considered completely preventable.  As such, 

guilt is an additional emotion expressed by parents that often comes with an FASD diagnosis.  

Parents in Sanders and Buck’s (2010) study referred to the “double edged sword of diagnosis 

bringing both guilt and grief either about consuming alcohol during pregnancy or the 

mishandling of parenting situations prior to the diagnosis” (p. e313).  More about the resulting 

societal stigma will be discussed shortly. 

There are profound, life-long economic impacts of FASD for individuals, families, and 

society (Popova, Stade, Lange, & Rehm, 2012; Thanh, Jonsson, Moffatt, & Dennett, 2013).  
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Currently, the full economic impact of FASD has not been fully assessed, because “Statistics 

Canada does not have any FASD specific cost data” and “it is very difficult to estimate the cost 

of FASD since the total cost accrues from many sectors of society” (Popova et al., 2011, p. 495).  

Stade et al. (2009), estimated that annual direct and indirect costs average about $22,500 per 

child with FASD, but this is still considered a gross underestimation.  While many sectors of 

society are impacted, it is also important to note that Stade et al. (2009) have estimated that 

families are responsible for about 25% of the overall costs for health and intervention for their 

child with FASD.  There are direct expenses (medical, educational, and daily living needs), as 

well as indirect intangible costs (e.g. lost income for both individuals with FASD and parents). 

As a result, according to Thanh et al. (2013), “people with disability and their families spend 

more…and earn less” (p. e63).  Popova et al. (2012) include these more intangible costs in their 

model for calculating the economic impact of FASD, including things like “emotional stress and 

pain and suffering” (p. e62), however they note that these are incredibly challenging to quantify 

(Popova et al., 2012; Thanh et al., 2013).   

FASD is a lifelong disability with needs for external supports in multiple areas of life to 

achieve optimal outcomes (Rowbottom, Merali, & Pei, 2010; Rasmussen et al., 2008).  As 

Michaud and Temple state “The normal progression of life might not be an option” (2013, p. 96) 

and parenting does not end when children turn 18 (Sanders & Buck, 2010).  Sanders and Buck 

(2010) indicate that “You always have to worry about them, and it’s hard because you never 

know what they’re going to do” (p. e318).  Additionally, in Petrenko and colleagues’ words 

“secondary conditions cause many parents to worry about their children’s safety and future, 

especially as children reach adolescence and adulthood” (2014a, p. 1497).   With the 



FAMILIES WITH FASD 23	

aforementioned rates of adverse outcomes, this is more than a worry, and managing any adverse 

outcomes has an additional impact on the family.  

Worry for the future is a prominent theme amongst families experiencing FASD.  In a 

comparative study of hope for the future between parents of children with FASD and parents of 

children with Autism Spectrum Disorder, researchers applied ‘hope theory’ as part of the 

analysis (Watson, Hayes, Radford-Paz, & Coons, 2013).   Watson et al., (2013) define hope 

theory as “a system of goal-attainment behaviour characterized by agency (will) and pathways 

(way) thinking” (p. 78) and is particularly salient to this population since “researchers have 

found that hope is negatively correlated with depression and anxiety and positively correlated 

with life satisfaction…[as well as being] required to foster resiliency” (p. 78-79).  Findings 

showed that, while all parents worried about the future of their children, there were unique 

features that differentiated the two groups (Watson et al., 2013).  Parents of children with Autism 

Spectrum Disorder “often expect improvement of challenging behaviours, while families of 

children with FASD often expect deficits resulting in lifelong consequences (e.g., trouble with 

the law)” (Watson, Hayes, Radford-Paz, & Coons, 2013, p. 78).  Watson and colleagues state, 

“When parents of children with FASD were hopeful of their children’s futures, it was with less 

certainty and often relied on external factors such as finding the right partner, or support system” 

(2013, p. 85).  These researchers speculate that the stark difference between the high levels of 

intervention, research support, and awareness of autism in comparison to that for FASD, 

combined with the reported poor outcomes of adults with FASD are both contributing factors to 

parents’ low levels of hope (Watson et al., 2013).  As these researchers indicate, “Parents of 

children with FASD appear to feel like their children are forgotten” (Watson et al., 2013, p. 86).  

“The nature of the condition poses challenges for caregivers with the best of intentions, 
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contributing to high rates of parenting stress and a risk for caregiver burnout” (Rowbottom, 

Merali, & Pei, 2010).  

Finally, there is the impact to the individual and the family at the societal level that 

results from the invisibility and stigmatization of FASD.  The invisible nature of FASD is 

problematic for everyone involved and has a direct correlation with adverse impacts for both 

individuals and families due to unrealistic societal expectations of “social, learning, and 

behavioural functioning” (Sanders & Buck, 2010, p. e315; Stade et al., 2006).  Sanders and Buck 

(2010) state “absence of facial dysmorphology has been shown to be associated with gaps in 

services and more unfavorable life outcomes” (p. e320).  Most children with FASD appear quite 

“normal”, may have average IQs, and are quite adept at “masking”, i.e. making it look like they 

understand, when really they do not (Sanders & Buck, 2010).  Parents in Caley, Winkelman, & 

Mariano (2009) indicated their challenge with the “lack of knowledgeable school personnel” (p. 

185) and parents in Michaud and Temple (2013) spoke of the impact the invisible nature of 

FASD being at the root of them “frequently being blamed for their child’s behaviour” (p. 95).  

The lack of physical appearance of disability mixed with a societal lack of understanding about 

FASD leaves many parents fighting to gain access to supports, as empathy and accommodation 

are not as forthcoming as they may be with more visible disabilities.   

FASD is fairly misunderstood in our society.  The prevention literature propagates that 

this is a completely preventable disability. However, this 100% prevention is only possible in 

theory and the understanding of prevention in mainstream society does not include an 

understanding of how the social determinants of health or the complexity of addictions are 

associated.  In reality, FASD is only as preventable as poverty, childhood abuse, or unplanned 

pregnancies, and all of these are closely correlated to FASD (Thanh et al., 2013).  Even parents 
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of children with FASD blame and stigmatize birth parents and seem to lack the understanding of 

pathways to alcohol consumption during pregnancy. Sanders and Buck (2010) highlight their 

surprise findings that parents expressed anger and blame towards birth mothers for “ruining their 

child’s life without consequence” (p. e313).  Even the discourse within research uses 

terminology that stigmatizes women as perpetrators, as in Stade et al. (2006), when they refer to 

individuals with FASD as “victims” (p. 2).  Stigma has been indicated as one of the factors at the 

root of social isolation, as the blame and misunderstanding of children’s behaviours impacts 

relationships with family, friends, and neighbours (Rowbottom, Merali, & Pei, 2010).   

FASD can be a very complex diagnosis, with multiple challenges for parenting at the 

individual, family, and societal levels.  Supports for individuals and families are needed at all 

levels to ensure optimal success.  The next section will focus on supports for individuals and 

families with FASD.   

Supports 

A multidisciplinary approach is recommended to best respond to the complex physical, 

mental, and behavioural needs of individuals and families with FASD.  As with parenting 

challenges, these supports can be categorized into three layers necessary to promote optimal 

outcomes.  The first layer, the ‘individual layer’, includes supports for parents in finding direct 

interventions for their child with FASD, as well as support in building parenting capacity. 

Secondly, the ‘family layer’ includes supports for the collateral impacts to the family.  Finally, 

the ‘societal layer’, is the need for a supportive broader society.  These will be discussed briefly.    

Supports for Individuals.  Direct support and or intervention for the child with FASD 

and supports for enhancing parenting capacity comprise this level.  These can include a 

multitude of therapies, life skills training, and/or recreation opportunities.  Strong relationships 
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with schools, appropriate accommodations for learning, and a strengths-based approach to 

parenting are also recommended (Sanders & Buck, 2010).  Parents also need supports in 

accessing, coordinating, and maintaining these interventions for their child, since this can be a 

very overwhelming task in and of itself (Petrenko, Tahir, Mahoney, & Chin, 2014b).  Petrenko 

and colleagues (2014b) study indicated that parents and service providers suggest that these 

interventions include five main themes for optimal outcomes: services across the lifespan that are 

prevention focused, are individualized, comprehensive, and coordinated.     

The individual layer also includes supports in educating parents about FASD and child 

development in general, education and support in implementing appropriate parenting and 

behaviour management strategies that suit their child’s profile, knowledge and support in 

implementing environmental accommodations, and support with advocacy (Rowbottom, Merali, 

& Pei, 2010).  Kable, Coles, Streckland, and Taddeo (2012) also suggest that a multi-level 

approach is necessary as parents come from different backgrounds with varying learning styles 

and preferences.   

Supports at this individual layer seem to predominate much of the supports for parents.        

While direct supports for children have a dual effect, as parents too will typically feel better if 

their child is doing well and has appropriate supports/interventions in place, much of the success 

and implementation of this individual layer is dependent on the second layer, the family layer 

and whether the parents’ well-being and the overall family functioning is at its optimal level. 

Supports for Families.  As previously stated, high-quality caregiving and home 

environments are cited as the most important factor for promoting lifelong success of individuals 

with FASD (Caley, Winkelman, & Mariano, 2009; Sanders & Buck, 2010).  As such, supports 

must be directed to facilitate parents “maintaining their critical roles in the lives of children with 
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FASD” (Rowbottom, Merali, & Pei, 2010, p. 45).  Providing quality caregiving and maintaining 

optimal environments for the whole family is intimately intertwined to the overall well-being of 

all family members.  Supports for managing loss, grief, and stigma; coping with the impacts of 

living with an individual with challenging internalizing and externalizing behaviours; coping 

with and managing the impacts that accommodations for one have on all; and the high levels of 

stress associated with parenting a child with FASD are additional requirements of support to 

achieve optimal outcomes for the family affected by FASD.  The cumulative effect on parents 

associated with the lifelong nature of parenting under these conditions needs to be a 

consideration.   

Respite care, peer support, mental health and counseling services, financial support, and 

self-care and stress management training are examples of a support at this family layer.   Respite, 

and the economic support to ensure it, is one of the common needs regardless of family type 

(Sanders & Buck, 2010, Olson et al., 2009).  Respite care would allow parents the opportunity to 

do some self-care, or respond to some of the other life requirements.  However, finding 

appropriate babysitters with the necessary skills and being eligible for structured respite services 

are both challenging (Rowbottom, Merali, & Pei, 2010).   

Parents also identified having a “broad network of family and friends” (Sanders & Buck, 

2010, p. e309), and peer supports as a critical need as this can help buffer social isolation, 

problem-solve and learn from others, and help normalize their situation (Rowbottom, Merali, & 

Pei, 2010; Michaud & Temple, 2013) or for “anticipatory guidance, …information on what they 

might expect at different ages or when to consider different types of services” (Petrenko et al., 

2014a, p. e252).   

Supportive Society.  This layer refers to the need for a supportive broader society.  Lack 
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of awareness, understanding, and knowledge in all systems of care, broader society and even 

among FASD-specific service providers, has been identified as a priority issue (Olson et al., 

2009; Green et al., 2014).   Multiple sectors in society are key, namely, health and addiction 

services, social services, education, criminal justice, family supports, and mental health 

(Ramussen, et al., 2008; Walls & Pei, 2013; Popova et al., 2012).  Parents in Petrenko et al. 

(2014a) expressed their frustration with having to constantly educate school personnel and other 

service providers.  Participants in Sanders and Buck (2010) also expressed their frustration with 

the lack of knowledge among practitioners in health, education, social services, and justice 

systems.  Lack of knowledge was expressed in having limited availability and access to health 

care providers able to diagnose, and in difficulty finding all levels of service providers with 

working knowledge of FASD (Petrenko et al., 2014; Rowbottom, Merali, & Pei, 2010).  

Furthermore, parents in both Sanders and Buck (2010) and Michaud and Temple’s (2013) studies 

felt that their knowledge of FASD and expertise of the needs of their children were not regarded, 

received, accepted, or utilized by professionals.  Not only did parents feel this was a disrespectful 

approach, but they also expressed how this devaluing served to increase their stress levels as they 

felt they were not part of the support team (Michaud & Temple, 2013). 

A knowledgeable and empathetic society could benefit families in multiple ways.  Better 

understanding of FASD and the associated complexities could reduce the stigma associated with 

FASD and enable more supports and services for families, as well as better integration of 

approaches to working with people in the many sectors affected: criminal justice, health, 

education, social services, family supports, and mental health.  Several efforts are being made at 

the third layer, but they are not, at this point, an integrated system.  Petrenko et al.’s (2014a) 

study identified that more general public awareness, comprehensive training on FASD for 



FAMILIES WITH FASD 29	

service providers, and public health policies to address system–level barriers, as well as broad 

systems changes are needed at the public health level, in order to support the prevention of 

secondary conditions.   

Support Delivery Methods.  In-person services at clinics and professional organizations, 

as well as home services, are the two main methods of support service delivery.  However, 

distance support seems to be a growing and promising method of support delivery (Kabe, Coles, 

Strickland, & Taddeo, 2012).  Parents in Green et al. (2014) were asked what their preference 

would be for support intervention delivery between Internet, support groups, or telephone; the 

most common response category was “Internet, followed by “support groups”, and then 

“telephone” (p. e417). As Green (2014) quotes, “One parent stated: Again, that isolation thing, 

the Internet might be the best…because you can do so much more than [just] read text on a 

website” (p. e417).  While new technology and distance support delivery systems are promising, 

clinician participants in Green et al. (2014) agreed that Internet intervention could work well as 

long as it was interactive, clear and easy to use, and supported parents in what they consider is 

the most critical skill, maintaining positive family relationships.  Green and colleagues (2014) 

explain that “Less is more for a lot of our families, because they are dealing with so many issues 

on a daily basis” (p. e418).  This is an important statement to remember, and is especially 

relevant to the second layer of support needs for buffering the impact to families, since families 

do not want supports that add additional stress.  In Kable et al.’s (2012) study of on-line versus 

in-person caregiver education and training, findings showed that while there were gains in 

knowledge between the two groups, the workshop group was more able to affect behavioural 

improvements with their children.  Additionally, high attrition rates were noted in the Internet 

group and the discussion suggested that an interactive approach with professionals and peers was 
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most likely the critical variable between the two groups (Kable et al., 2012).  Several authors 

suggest a more interactive approach online could make a difference.   

The element of time over the life course of individuals with FASD and their families 

seems to be an important factor in relation to the needs, types, and service delivery methods of 

supports.  Walls and Pei (2013) state, “the types of services required vary with each individuals 

needs or life stage” (p. 87).  Their research outlines four major stages parents go through with 

their children and match those to the corresponding needs for supports.  Olson et al. (2009) state, 

“The challenges in raising someone with FASD appear especially clear at certain developmental 

time points. Clinical wisdom highlights especially difficult times in early elementary school 

(around 2nd to 4th grade), during the move to middle school, and in the extended transition to 

young adulthood. Each of these may be thought of as ‘‘turning points’’ in the life trajectories of 

those with FASD, and families negotiating these turning points may require interventions and 

parent support specially tailored to these pivotal developmental steps” (p. 236).  Sanders and 

Buck (2010) highlight how there is a “gap in social ability [that] widens between adolescents 

with FASD and their peers” (Sanders & Buck, 2010, p. e320).  More longitudinal research is 

needed to better identify the associated time factors.   

FASD Supports in Manitoba.  The Public Health Agency of Canada is the oversight 

body for FASD policy and programs across Canada, while the Healthy Child Manitoba Office 

leads the provincial FASD strategy.  Manitoba’s FASD strategy was developed in 2007 and is 

informed by community stakeholders and experts who report to the Healthy Child Committee of 

Cabinet, made up of representatives from several government departments who all have a vested 

interest in improving outcomes for children and families.  The Manitoba FASD strategy (Healthy 

Child Manitoba, 2014) strives to achieve five main goals: 1) knowledge, 2) prevention, 3) 
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intervention, 4) evidence, and 5) quality, and does this through a variety of different initiatives, 

programs, resources, and community partnerships, presented in a resource list both in print and 

accessible online (Healthy Child Manitoba, 2015).  Currently a province-wide evaluation of the 

FASD strategy is taking place to better understand the effectiveness of provincial programs and 

determine what other programs, services or policies may be needed. 

Healthy Child Manitoba also indirectly supports 14 grassroots coalitions or committees 

that have sprouted up around the province, all of which have a vested interest in creating 

awareness about FASD, educating their communities, networking with community and FASD 

stakeholders, and supporting provincial prevention and intervention strategies.  Out of these 

grassroots groups has begun an exciting new project, titled Looking After Each Other: A Dignity 

Promotion Project.  After several conversations and provincial meetings, a key underlying theme 

of stigma was identified as the top priority barrier for improving the lives of individuals with 

FASD and their families.  To work on this issue, a core group of stakeholders was formed, and 

efforts have begun along three main pillars (common language, research, and popular education) 

to address the issue of stigma across the province through social change. 

Several other groups need mention: Manitoba FASD Coalition, formerly Manitoba 

Coalition on Alcohol and Pregnancy (MCAP), a network of FASD stakeholders across the 

province which includes a website, newsletter, funding for coalition projects, a speakers bureau, 

and a lunchtime info series; the FASD Justice Committee, chaired by a provincial judge, 

focusing on how to improve the justice system for individuals with FASD; and the FASD Family 

Network parent advisory committee based at the Manitoba FASD Centre, which provides 

direction and advice on family education, recreation, and support needs.   

Support Evaluations.  While “empirically supported interventions designed for 
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individuals with FASD are increasingly being published in the research literature” (Pentrenko et 

al., 2014a, p. 1503), publications of evaluations of intervention programs and supports for 

families remain limited (Green et al., 2014; Rutman, Poole, Hume, Hubberstey, & Van Bibber, 

2014).  One of the main challenges according to Rutman et al. (2014), is “in Canada, as well as 

internationally, we lack common evaluation methods and outcome indicators” (p. 82).  Rutman 

et al., (2014) go on to explain how “this absence of a common, well-articulated evaluation 

framework [makes] it difficult for program staff, planners, and funders to identify which aspects 

of programs contribute to positive client and community outcomes” (p. 82).  This lack of robust 

evaluation of interventions is problematic as it serves as another barrier for supports for families.  

The importance of quality evaluation of interventions is profound as “Policy makers and funding 

agencies want to know the evidence for the supports in the short-term and long-term for planning 

across all environments of home, school, community living and employment for FASD.” 

According to Rasmussen and colleagues (2008) “all these questions drive future research that 

requires longitudinal follow-up of a large number of individuals with FASD and rigorous 

evaluation of outcomes of interventions and support strategies” (p. 189).   

In response to this lack of evaluation framework, after consulting with key stakeholders, 

Rutman et al. (2014) designed and proposed a circular design framework that is participant-

centered and emphasizes the inter-connectedness of all layers of the ecosystem, phases of the 

lifespan and future generations, as well as the importance of holistic approaches to healing and 

understanding.  This framework, however, is prevention program-focused, and does not include 

interventions or adoptive family structures. 

Gaps in Support Services.  An overall lack of support is a major theme for parents 

(Rowbottom, Merali, & Pei, 2010).  Petrenko et al. (2014a) report that families with FASD 
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experience “limited support from providers and community members who have little knowledge 

of FASD” (p. 1497), resulting in delayed diagnosis, and issues with qualifying for, availability 

of, and implementing and maintaining services.  Parents in Sanders and Buck (2010) “reported 

barriers and successes in getting help from support networks, medical and mental health 

professionals, schools, government agencies, and community organizations” (p. e317).   

Youth and adult populations remain underserviced, and availability of rural services 

remains an issue.  Petrenko et al. (2014a) state “few services exist for adults with developmental 

disabilities in general, and many that do exist have long waiting lists or are a poor fit for higher-

functioning young adults with FASD” (p. 1501).  Walls and Pei (2013) reiterate how services 

decline in availability as children age, and highlight one mother participant’s poignant response: 

“the only services available for my son (age 17) are the police, jail, and the emergency room” (p. 

89-90).   

Barriers to accessing supports are also highlighted in the literature.  Walls and Pei (2013) 

identified barriers in policy, funding, and eligibility criteria, as parents in their study described 

their experience in their quest for supports.  Navigating the system, trying to find and coordinate 

supports, can be particularly overwhelming and daunting for parents (Petrenko et al., 2014a; 

Michaud & Temple, 2013). How families access supports, especially within a rural context is 

especially critical to meeting families’ multiple needs.  Geographic location is also an issue, as 

Green et al. (2014) explain that “resources vary considerably” and “there are significant 

discrepancies in the types of services that are available to families who reside in rural parts of 

Canada compared to urban city centers” (p. e419).  

Eligibility issues have also been cited as a barrier, as FASD is sometimes unrecognized 

as a disability or services have IQ criteria incompatible with an FASD diagnosis (Petrenko et al., 



FAMILIES WITH FASD 34	

2014; Walls & Pei, 2013).  To access most, if not all resources, an FASD diagnosis is required, 

rendering anyone experiencing the pre-assessment/diagnosing phase of their journey ineligible.  

Other eligibility criteria such as low IQ, family financial needs assessment, and having a funding 

source are also common.  Sometimes the extensively long waiting lists even negates the need or 

eligibility for the service if a spot does become available.  “Clearly, the accessibility and 

availability of services continues to be a major problem for families affected by FASD…[and 

there remain] many unmet needs for children with FASD and their families” (Green et al., 2014, 

p. e419).  Participants in Walls and Pei (2013) identified several program challenges “the need 

for increased accessibility, extension of services to all family members, provision of services 

across the lifespan, flexibility around funding access and application, and the need for the 

provision of legal supports” (p. 89).  

While supports are necessary for optimal family outcomes, parents are struggling to find 

adequate and appropriate supports for their children and families as diagnosis, inclusion criteria, 

rural locations, and societal understanding remain as barriers.  High levels of stress are 

acknowledged in the research.  However, support intervention for this family level impact do not 

seem apparent in the literature.  Neece (2014) states that most interventions are child-focused 

and it is rare that parental stress is the target of intervention, even though findings show the 

reciprocal nature of stress impacting both parents and children.  

Parental Stress 

There are stressors at every layer of family life with FASD.  At the individual layer, these 

stressors include getting a diagnosis, managing the challenging facets of FASD, and shifting the 

parenting paradigm to better understand and accommodate for these children’s particular and 

extensive needs.  At the family layer, stressors include maintaining family homeostasis; 
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managing mental health and emotional impacts of living with and accommodating for a family 

member with FASD; and negotiating the time and energy requirements, economic impacts, and 

realities of lifelong parenting.  Finally, looking at the impact of society’s understanding of FASD 

on the family, stressors include how the invisible nature of this disability has many parents 

feeling shamed, blamed, and stigmatized, because the complex pathways to an FASD diagnosis 

are not well-understood.  Furthermore, the neuro-behavioural nature of FASD is misunderstood 

and runs into direct conflict with societal structures, such as the criminal justice system.  

Adequate and effective supports for families can play a mediating and moderating role for family 

stress levels.  However, limited resources and barriers to accessing supports leave parents of 

children with an FASD diagnosis with a lack of hope, as they struggle to care for their children 

and maintain their family well-being.    

There is limited research on stress specifically related to parents of children with FASD 

(Paley, O’Connor, Frankel, & Marquardt, 2006; Watson, Coons, & Hayes, 2013; Paley, 

O’Connor, Frankel, & Marquardt, 2006).   There is, however, much more research on parent 

stress related to other comparable disabilities, specifically Autism Spectrum Disorder (ASD). 

Literature on ASD has suggested that these families “experience the highest rates of stress as 

compared to families of children with down syndrome, ID, cerebral palsy, fragile X syndrome, 

and children with typical development” (Watson, Coons, and Hayes, 2013, p. 96).  Extrapolating 

from other disability studies, it would make sense that parents of children with FASD would 

likely have similar experiences with stress (Paley et al., 2006).  The following are a few studies 

on stress particular to parents of children with FASD. 

In the first comparison study of stress levels between parents of children with FASD 

(n=25) and parents of children with ASD (n=25), researchers found that “both parents of children 
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with FASD and ASD experienced very high levels of reported stress compared to normative 

samples; specifically, 95% of the FASD sample and 53% of the ASD sample had a rank at or 

above the 90th percentile on overall parenting stress on the PSI-SF [Parenting Stress Index-Short 

Form], representing clinically significant levels” (Watson et al., 2013, p. 99).  Additionally, this 

study found higher rates of pessimism in the FASD sample, in regards to the self-sufficiency of 

their child in the future (Watson, Coons, & Hayes, 2013, p. 99).   

The literature has identified some behavioural associations that contribute to elevated 

levels of stress.  In particular, several studies found that delay or behaviours in relation to 

executive function and adaptive abilities, expressed through both externalizing (e.g. 

hyperactivity/impulsivity, oppositional defiance) and internalizing (e.g. social withdrawal, 

depression) contributed to higher rates of stress (Sanders & Buck, 2010; Watson et al., 2013; 

Paley et al., 2006).  These are all fairly common aspects of an FASD diagnosis.    Petrenko et al. 

(2014a) remind us “High levels of stress are common in all types of families raising children 

with FASD due to the constant vigilance required to manage children’s cognitive and 

behavioural challenges” (p. 1497).  And Paley et al. (2006) suggest “higher levels of stress do 

not appear to be transient perturbations in parental well-being, but rather are fairly chronic and 

may even increase over time” (p. 396).    

Family and parental stress is an important area of study, as there can be serious 

consequences for everyone involved.  Neece (2014) suggests that these “high levels of parental 

stress are particularly concerning given their association with numerous undesirable outcomes 

including parent depression, marital conflict, poorer physical health, and less effective parenting” 

(p.175).  Impact on parental mental health has been noted in the literature as “parents have 

reported fatigue, burnout, and hopelessness due to a lack of any time for themselves or for 
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respite, and the need to constantly advocate for their children and manage changes that 

contribute to children’s stress” (Rowbottom, Merali, & Pei, 2010).  Additionally, several 

researchers make reference to the reciprocal nature between parenting stress and children’s 

challenging behaviour, suggesting that one begets the other in a self-perpetuating and escalating 

cycle over time (Neece, 2014; Paley et al., 2006).  These present several reasons why addressing 

the issue of family stress at an intervention level could potentially have the highest level of 

impact for parents, children and the family as a whole; indeed, this is suggested in the literature 

(Paley et al., 2006; Walls & Pei, 2013).  Sanders and Buck (2010) assert that the challenges of 

living and coping with the challenging behaviours of children with FASD can be “demanding on 

parents and interfere with self-care, which can then spiral into further stress” (p. e320).  Self-care 

for the caregiver is a necessary coping strategy for maintaining optimal caregiving environments.   

While more research on FASD is emerging, it is still very limited.  Additionally, most 

literature focuses on the negative outcomes, the costs, and the challenges.  While there is one 

study that explores the stages of caregiving, outlining parents’ support needs and suggestions for 

the required services and supports at each stage (see Walls & Pei, 2013), there does not appear to 

be any specific research on family resiliency in relation to FASD, how parents cope with these 

challenges, the strategies they use to manage or maintain their family homeostasis, or how they 

manage the invisibility and stigma related issues at the societal level.  From the existing 

literature, it seems that families of children with FASD are enduring some of the highest levels 

of stress and managing multiple layers of challenge, with minimal access to adequate supports.  

More research is needed to explore parents’ experiences of their family well-being within these 

contexts.   

Summary of Literature Review 



FAMILIES WITH FASD 38	

Fetal Alcohol Spectrum Disorder (FASD) is a multifaceted and pressing societal issue 

with implications for individuals, families and society.  At the individual level, there are many 

challenges of FASD in adaptive and executive functioning, affect regulation, issues of 

dysmaturity and high proportions of co-occurring diagnoses and adverse outcomes.  Parenting 

requires shifting the parenting paradigm and managing triggers through environmental 

accommodations because typical parenting strategies often do not work.  Parent and child 

relationships are compromised and parents report less satisfaction with these relationships.  

There are family level impacts such as grief, loss, and impacts to mental health.  Time and 

energy outputs are high, and there are economic impacts to the lifelong nature of parenting 

requirements.  At the societal level, both misguided prevention discourse and the invisible nature 

of FASD intersect with generally low societal understanding of this disability, resulting in stigma 

for individuals and families.  There are a multitude of support needs at the individual, family, 

and societal levels, yet there is little published research evaluating supports.  While Manitoba has 

an FASD strategy that continues to be expanded, gaps in support services for these families 

persist.  The literature suggests that high-quality caregiving and home environments are the most 

critical variable in achieving optimal outcomes for individuals with FASD.  Given the challenges 

associated with FASD and the high levels of stress that parents are experiencing, more research 

on how parents are coping with this stress in order to achieve these optimal conditions of family 

well-being is warranted.   

Research Objectives 

 The present research explored adoptive parents’ experiences of having a child with FASD 

in the family.  Parenting, family dynamics, supports, and coping strategies were explored in 

relation to how those experiences impact overall family well-being.   
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Chapter 2: Study Methods 

Theoretical Framework 

Families experiences of well-being within the context of parenting children with FASD 

will be explored using an adapted model of Patterson’s (2002) Family Adjustment and 

Adaptation Response (FAAR) Model (adapted model found in Miedeme, Hamilton, Fortin, 

Easley, & Mathews, 2010) (Figure 1). 

 

Figure 1. Family Adjustment and Adaptation Response Model (FAAR).  This figure illustrates 
Miedeme et al.’s 2010 adapted model of Patterson’s 2002 original model of how families adjust 
to maintain homeostasis.  
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The FAAR model intersects family stress theory with resiliency theory, postulating that 

“families engage in active processes to balance family demands with family capabilities as these 

interact with family meaning to arrive at a level of family adjustment or adaptation” (Patterson, 

2002, p. 350).  Family demands can include unique events, chronic strains, or daily hassles, 

while family capabilities include both the family’s tangible and psychological resources 

(Patterson, 2002).  An ecological perspective is taken, as individual family members, the family 

as a whole, and community contexts are all considered as sources for both demands and 

capabilities (Patterson, 2002).  “The diagnosis of a child’s disabling condition would be an 

example of an individual-level demand; marital conflict about how to manage the child’s 

condition would be a family-level demand; and community stigma about disability would be a 

community-level demand.  Parent education, family cohesiveness, and good health and education 

services are examples of capabilities at each of the three levels, which could be used to help 

manage the aforementioned demands” (Patterson, 2002, pp. 350-351).  The meanings that 

families attribute to demands and capabilities are an important construct of the FAAR model and 

“shape the nature and extent of risk, as well as the protective capacity of a family” (Patterson, 

2002, p. 351).  These meanings are identified on three levels, including how families define their 

demands and capabilities, how they identify themselves as a family unit, and how families see 

themselves in relationship to external systems (Patterson, 2002).  The adjusted FAAR model has 

re-aligned coping behaviours from the capabilities box to one of the underlying weights on the 

scale, suggesting an interactive association between both effective and non-effective coping 

capacities affecting the balance of the family at the fundamental level (adapted model found in 

Miedeme et al., 2010). 
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 Adjustments are ongoing as families attempt to balance their daily demands against their 

existing capabilities (Patterson, 2002).  When those demands significantly exceed capabilities, 

periods of crisis can result, leaving families in disequilibrium (Patterson, 2002).  The process of 

adjustment and adaptation can often lead to changes in family structure and patterns of 

interaction as well as shifts in beliefs and values that result in two types of outcomes, either 

reestablishing balance or not (Patterson, 2002).  In stress theory, these outcomes are referred to 

as either regenerative power (when families restore their balance by reducing demands, 

increasing capabilities, and/or changing meanings) or the opposite, vulnerability, if this balance 

is not restored (Patterson, 2002).  This capacity of returning to family homeostasis following 

crisis situations is the premise of resiliency theory (Patterson, 2002).  

Well-Being Defined 

As family well-being is the topic of this research, a clear definition is necessary.  There 

have been decades of research on the topic of ‘well-being’, with many sociological and 

psychological theories and definitions put forth.  Diener (2009), in his book on the science of 

well-being, has characterized these theories along several dimensions, beginning with whether 

happiness originates from external or internal conditions; whether influencing factors are relative 

or absolute; the degree to which influential factors are inborn and universal or are learned; how 

well-being is defined, from “global judgments of life to momentary feelings of pleasure, and 

whether a happy state is functional or dysfunctional, or simply neutral in terms of effective 

functioning” (p. 3).  Regardless of these dimensions, for the purpose of this study, the term well-

being will be defined broadly as “subjective well-being, which refers to the fact that the person 

subjectively believes his or her life is desirable, pleasant, and good” (Diener, 2009, p. 1).   
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Methodology 

The present study used qualitative data within an Interpretive Phenomenological 

approach (IPA). The intent of IPA is “to expose the true essence of the lived experience of 

another” (Vandermause & Fleming, 2011, p. 368).  IPA has been applied to research “as a guide 

for the generation of meaning and the understanding of experience, adding to extant knowledge 

and raising new questions about phenomena, both complex and familiar” (Vandermause & 

Fleming, 2011, p. 367).  More than simply providing descriptions of the lived experiences, IPA 

explores the meanings these experiences have, how these influence choices in peoples’ lives and, 

through reflective writing, describes the phenomenon in such a way that the meaning of the 

experience is understood (Flood, 2010).   

IPA utilizes in-depth, semi-structured interviews which are ideally suited for the 

emergence of rich data and the flexibility necessary to explore lived experiences and associated 

meanings (Braun & Clarke, 2013).  The goal of this flexible interview approach is for the 

researcher to “co-create the findings with the participant through an engaged conversational 

process” asking questions in a way that “draws out the story” (Vandermause & Fleming, 2011, 

pp. 369-370).  The research acts as “facilitator and translator of the shared meaning that is 

generated” as the “researcher and the participant work together to generate an understanding as 

narrative text emerges” (Vandermause & Fleming, 2011, p. 371).   

The use of IPA for this thesis topic is particularly fitting.  Well-being is a broad topic and 

FASD is a multifaceted disability with many different aspects to explore.  IPA is open-ended 

enough to be able to capture and shed some light on the many layers and true essence of parents’ 

experiences, as well as the meanings those experiences have in relation to the whole family’s 

well-being.  In using an IPA approach, the many nuances of these family’s stories can be 
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exposed, dissected, and then reconstructed intersecting them with the researcher’s co-constructed 

interpretations.  

Sample 

This study included eight participants.  Small samples of homogeneous participants are 

typical of IPA, since it seeks to explore the phenomenon of a particular lived experience that all 

participants share (Braun & Clarke, 2013; Smith & Osborn, 2007).  Selection criteria included 

primary caregivers of children who were under the age of 20 and had both joined their families 

through adoption, and had a diagnosis of FASD.  All participants identified as women and are 

currently married to spouses identified as men.  Five of the eight families also have children by 

birth.  Two of the families are also foster families, however only one is currently fostering.  

Participants ranged in age from 45 to 69 years old.  All participants have completed high school, 

three have received post-secondary diplomas or certificates, and four participants have university 

degrees.  All families have at least one parent employed and six of the eight families have annual 

incomes over $80,000.  Three families have multiple children with FASD.  There were 

collectively 16 children with FASD diagnoses in this study: 9 males, 7 females.  Ages of children 

with FASD ranged from 10 to 25 years old.  Children received diagnosis at different ages, three 

as infants, four at age 5, one at age 7, three at age 8, and two at age 17 (age of diagnosis was not 

indicated for three others).   Half of the study participants live rurally, the other half urban.  All 

participants lived within a three-hour drive of Winnipeg, Manitoba.   

Ethnicity was not asked for participants or children.  This omission was primarily to 

protect participant confidentiality.  Keeping the sample descriptors more generalized was 

deemed necessary as this sample was already narrowed to adoptive families within the FASD 

community.   
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Another consideration in the omission of ethnicity, is connected to the stigma associated 

with FASD.  This stigma is compounded by Indigenous ethnicity in Manitoba. While FASD is 

disproportionately represented in Indigenous populations, FASD is a global issue and crosses all 

ethnicity.  The disproportionate representation of FASD within the Indigenous communities in 

Manitoba is more symptomatic of this populations higher prevalence rates of poverty and 

intergenerational trauma as a result of experiences of hundreds of years of colonization and 

systemic oppression and racism in Canada.  There was a concern that including ethnicity in the 

study could potentially perpetuate the systemic stigmatization that correlates FASD to 

Indigenous peoples in Manitoba.  At the same time, omission of ethnicity could also be 

perpetuating that same stigma and be viewed as an omission of important Indigenous 

perspectives.  This continues to be an important topic in the FASD community.  No findings 

emerged on any topic of ethnicity, nor were relevant themes of ethnicity explored.    

Recruitment 

Recruitment posters were distributed twice through the FASD Family Network email 

distribution list in Spring of 2016.  This list has approximately 300 members all over Manitoba, 

and some in Ontario, and includes families, educators, FASD service providers, and other FASD 

stakeholders.  Emails sent through this list are usually forwarded by other professionals to their 

distribution lists as well.  This email list is one of the main ways information on FASD is shared 

in Manitoba.   

In the first distribution, participant criteria were as intended in the initial proposal, 

limiting participation to those living in a specific rural geographic region of Manitoba.  Of the 

five participants that responded, three met the selection criteria.          
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Following the completion of the first interview, it was decided that broadening the 

selection criteria would make recruitment logistically more feasible and would have minimal 

impact on the study objectives.  The recruitment poster was distributed a second time, in the 

same way through the FASD Family Network. However, a note was added that the geographic 

restriction was no longer applicable and anyone that met the other two criteria (adoptive parent 

and primary caregiver of a child diagnosed with FASD under the age of 20) were invited to 

participate.  This shift now made one additional participant from the first wave eligible to 

participate and five more people responded, all of whom met the broadened criteria for 

participation.   

In total, nine people were scheduled for interviews.  However, one withdrew from the 

study prior to the completion of the interview.  Three families expressed interest in participating 

as couples, whereas one participant wanted to participate only if the interview did not include her 

spouse.  Participants were informed that both parents could participate if desired, however, 

interviews would be conducted individually.  It was suggested that participants share the 

recruitment poster with their spouse.  However, none of the three spouses requested participation 

independently. Compensation for participation included a $30 honorarium, $6 per hour for any 

child care expenses, and $0.30 per kilometer return trip for travel costs.       

Ethics 

A Research Ethics application was submitted to the Joint-Faculty Research Ethics Board 

at the University of Manitoba, and an approval certificate was granted on March 10, 2016 for 

protocol #J2016:008 (HS19504).  A renewal of this certificate was granted on March 1, 2017.     

All participants signed informed consent forms prior to interviews.  To add a precautionary 

measure for participants’ confidentiality, a feedback loop was part of the protocol. Participants 
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were offered the opportunity to read the thesis prior to defense to ensure that no information 

included would breach their confidentiality.  A second signature on the consent forms indicated 

their agreement and released the thesis for defense and dissemination.   

The interviews were very emotional as participants spoke of the challenges and crisis 

situations they have experienced.  Prior to interview commencement, each participant was given 

a booklet about coping, as well as a list of local mental health support services and crisis 

hotlines.  Confidentiality and anonymity is of utmost importance for this vulnerable population.  

Some non-essential details of stories were changed to protect families and participants were 

asked to select pseudonyms for themselves and their family members.  In the case of duplicates 

or participants not indicating a preferred pseudonym, the researcher chose pseudonyms 

randomly.   

Data Collection Procedures 

 In-depth, semi-structured interviews were conducted face-to-face with each participant at 

a location and time of their convenience.  Two interviews were conducted in coffee shops (as per 

participant preference), the other six were conducted in a private office or meeting room.  In the 

case of the coffee shop locations, a booth or segregated table was chosen in an attempt to 

optimize privacy.  An interview guide was used to guide the flow of questions, but side tracks 

were acceptable.  Equally, the interview guide was simplified after the third participant was 

interviewed.   

 Following the facilitation and signing of the consent form, participants were asked if they 

were ready to begin.  If so, the recorders were started.  Interviews were recorded on a digital 

micro recorder and a secure iPhone was used as backup.  Interviews had an average duration of 1 

hour 45 minutes each.  Participants were asked to elaborate on their answers as much as they felt 
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comfortable.  Jot notes were taken during the interview as reminders to revisit more deeply the 

things the participant said.  Following each interview, notes were written about general 

impressions, questions, and highlights of interview topics.   

 Rapport was pre-established or established quickly with each participant.  Several 

participants were already known by the researcher, while others had chosen to participate 

because of high recommendations from respected support people in the FASD community.  In 

some cases, participants drove several hundred kilometers in order to participate in the study.  

The general sentiment of all participants was a deep interest in the topic of how FASD affects all 

members of the family.  All participants knew that the researcher is also a parent of a child with 

FASD, either from disclosure during the recruitment process, through seeing presentations at 

FASD events, or through others in the FASD community.  This knowledge helped participants 

feel comfortable to share their stories.  This was evident in their honesty and depth of emotions 

that were shared from the beginning to the end of interviews.  It was explained that researcher 

knowledge would be ignored during the interview process and questions would be asked in such 

a way that would prompt more understanding or ask them to elaborate on what they meant by 

certain things.  Participants spoke freely and there were no topics that were avoided.    

 Directly following each interview, recordings were downloaded to a password-protected 

computer and sent to REV.com for secure transcribing.  They were then deleted from the iPhone 

and digital recorder.  A back-up of data was held on a secure external hard drive and a portable 

password protected USB key.  A copy of all data (recordings, transcripts, analysis, drafts) was 

also shared with the academic advisor at the University of Manitoba.    

Analysis Procedures 
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 Step 1 of the analysis included a close examination of each individual transcript.  Each 

transcript was reviewed in depth three times.  The first pass included reading the transcript while 

listening to the recordings once all the way through to get a general sense of the overall narrative.  

The integrity of the transcription itself was confirmed during this first pass and any blanks or 

errors in the transcript were corrected.  The second pass included making notes and comments on 

the right-hand margin.  As per IPA methodology, these comments and notes included 

descriptive, linguistic, and conceptual commentary.  Descriptive comments were about the 

essence of the phenomenon itself, what it is.  Linguistic comments focused on the words 

participants were using and how that might connect to the essence of their meaning, and lastly, 

conceptual comments about how participants’ narratives connected to overall themes or bigger- 

picture concepts.  The third pass involved examining the notes and comments from the right 

column and translating them into more concise themes written on the left-hand column. 

 Step 2 of the analysis included grouping similar themes from all eight transcripts onto 

one master spreadsheet.  In this step, 25 broad themes were identified with about 1,555 

specifically related quotes included.  All eight transcripts were rich with data.     

 The interpretive element of IPA re-emerged in the third phase of analysis as writing 

began.  In this phase, the content in each of the 25 broad themes was examined in order to draw 

out the essence of the participants’ narratives as a whole.  Additionally, all other side notes and 

commentaries made during interviews and analysis were examined.  Through this process, new 

super-ordinate and sub-ordinate themes emerged and a narrative model (Figure 2) was developed 

to illustrate and disaggregate the complexity of these intertwined narratives.   

 The analysis process continued through the writing and re-writing phase.  An outline 

within each of the sub-ordinate themes was developed and quotes from the 25 themes in step 2 
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were laid down into the outline accordingly.  This additional pass of the quotes in this context 

allowed for more interpretation and the narrative model was re-worked to capture and 

communicate the essence and meaning of participants’ experience of family well-being within 

the context of parenting children with FASD.  The narrative model demonstrates the 

relationships of the four main themes and outlines the relative sub-ordinate themes for each.  

Analysis procedures were systematic.  IPA also requires that a reflective and interpretive 

approach be taken by the researcher.  As such, the data was filtered through the researcher’s 

understanding and personal working knowledge of family life with FASD.  As an adoptive 

parent of a 12-year-old daughter with an FASD diagnosis living in rural Manitoba, many 

similarities with the sample group and their experiences were shared.  This knowledge and 

experience was used to help shape the many nuances of these collective stories and to draw out 

the essence of the big picture.  The researcher took a very reflective position throughout the 

analysis phase.  Journal notes were written on the side that included personal thoughts, ideas, and 

reflections about the researcher’s own experiences in attempts to compare, contrast, and 

essentially, better understand what the collective story was on any given topic. The analysis was 

a long process. The reflective practice was used not only to interpret what each of the 

participants were saying about their experiences, but also served as a mechanism of coming to a 

deeper understanding of the researcher’s own experiences and how those intersect with 

participants’ experiences.   
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Figure 2. Narrative model.  This figure illustrates a concise summary of the present 

study findings; the four superordinate themes and their corresponding sub-ordinate 

themes.  
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Chapter 3 – Study Findings  

The topic of family well-being within the context of parenting children with FASD is 

vast.  The results of interviews were extensive.  Parents shared a broad spectrum of experiences, 

and were open, honest, and authentic in their reflections.  Participants’ narratives were nuanced 

with many facets that impact their families.  Participants experiences were organized into four 

super-ordinate themes, each with their own collection of sub-ordinate themes.  Each theme, 

however, is intersected with and layers upon others in a complex interplay and is not presented in 

order of importance.  The first theme is titled “Managing the Individual with FASD” and 

includes four sub-ordinate themes: Parenting is Different, Difficult, and Exhaustive; Schools are 

a Major Challenge, Managing FASD in the Community, and Experiences of Crisis. The second 

theme presented is “Navigating Family Cohesion,” which also includes four sub-ordinated 

themes titled Daily Living – “It’s never just relaxed”, Sibling Experiences, Parent-Child 

Relationships, and finally Marital Relationship and the Parental Team.  “Psychological Warfare”, 

is the third super-ordinate theme which includes three sub-ordinate themes: Experiencing the 

Negative Feedback Loop, Emotional Impacts, and Counterbalance Response.  The final super-

ordinate theme is titled, “Experiences of Supports” which looks at participants’ experiences of 

both formal and informal supports.  The chapter will explore each of these thematic topics in 

depth.  The narratives of these participants have been woven together to flow through the many 

nuances of their experiences in order for the readers to gain a clearer understanding of what this 

means for family well-being within this FASD context.    

Superordinate Theme 1: Managing Individuals with FASD 

 The first super-ordinate theme is titled “Managing Individuals with FASD” and includes 

four sub-ordinate themes; Parenting is Different, Difficult and Exhaustive, Schools are a Major 
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Challenge, Managing FASD in the Community, and Experiences Crisis. This theme occupied a 

large part of participants’ narratives and describes experiences that are more directly related to 

the individual level, the tasks associated with parenting, managing schools, how FASD impacts 

family interactions in the community and describes some serious times of crisis.   

Subordinate Theme: Parenting is Different, Difficult and Exhaustive 

“Parenting is Different, Difficult and Exhaustive” emerged as a key sub-ordinate theme 

of “Managing Individuals with FASD”.  The art and skill of parenting children with FASD is 

nuanced and study participants spoke of many different facets of their experience.  Getting a 

diagnosis through a long drawn out assessment process, parents educating themselves on FASD 

as the need for a vast repertoire of knowledge and skills is necessary, never ending trial and error 

since typical parenting strategies do not work, learning how to accommodate and not trigger their 

children, maintaining their own calm during volatile situations, and co-regulating strategies 

emerged as common practice.  Participants shared the many nuances of how the ages of their 

children play a role and how an FASD diagnoses compounds the typical adolescent challenges.  

In addition, many parents are managing multiple diagnosis, functioning as case managers, and 

navigating their children’s peer relationships.  Several participants shared how this experience 

has altered their own life course as parenting demands are extended.    

One of the biggest challenges parents expressed was that typical parenting strategies do 

not work with their children.  

Marie: “The discipline part has always been a difficult thing.  If you say no to him, it’s 

never no, then you give him a reason.  It’s always why? Why? Why?  He pushes you, 

pushes you, pushes you until you almost break.” 
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Michelle: “Parenting differently is like…when she was 3, and because she had done, I 

forget what, and I said, “Well, because you did ___ , you get a consequence.”  And she 

looked me straight in the eyes and said, “It’s okay the consequence mom.”  I said, 

“what!!?”  Um, parenting is very different. If you deal with it on the spot, it’ll just flame 

into a big World War III.” 

These challenges were evident very early in children’s lives and it was these early and 

continued challenges that prompted parents to seek assessments.  Most children in this study had 

not been formally diagnosed with FASD prior to adoption placement in their families.  Several 

parents knew their children had been prenatally exposed to alcohol, several did not.  Equally, 

participants whose children had a diagnosis at time of placement admittedly shared that they did 

not fully comprehend the magnitude of what an FASD diagnosis meant for their child or their 

family.  For those without a diagnosis, the journey of managing individuals with FASD began 

with advocating for a diagnosis.  This seemed to be a drawn out and frustrating process for 

parents, even when prenatal alcohol exposure was confirmed.  One participant had their son 

assessed at age 11, only to be refused a diagnosis and then reassessed and diagnosed with FASD 

at age 17.  The wait for assessment was an average of two years for several other participants, 

and most had to advocate and self-refer in order to receive an assessment and diagnosis. 

Participants found the assessment process very taxing.  They spoke of years of not 

knowing, waiting, and a multitude of appointments.  All the while, they were still trying to 

manage some very challenging situations with their children, without the safety net of a 

diagnosis.  Then, after years of trying to figure out why their parenting and relationship 

approaches were not working, why school is so difficult, and why “all hell is breaking loose” for 

their child at the age of 12, a diagnosis began to explain things for them.  While parents had 
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advocated for a diagnosis, receiving it prompted sadness, some new realizations, guilt, some 

relief, and was equally a catalyst for targeted FASD education.    

Linda: “It’s just, it’s sad.  It’s just…I think I probably just felt deflated and sad.”  

 

Marie: “Up until then it was hard, but when we finally got the diagnosis, it was a relief 

but yet sad, happy sad.  Because I felt like if I only knew that then, I could’ve done this 

maybe better or differently and things like that.  …There’s a big guilt I’m feeling”  

 

Rachel: “Disappointing, obviously, but on the other hand, at least you get the assessment 

and then get the diagnosis, and then you read about it so you know what to do.  So, it 

kind of makes that way real bittersweet.  The bad news is, here’s the diagnosis.  The good 

news is here’s how you can deal with it.”  

Formal diagnosis seems to be an anchor for families striving to figure out how to best 

support their children, as Ann stated, “what else do you have to hang on to.”  Not surprisingly, 

having a formal diagnosis was intrinsically connected with seeking FASD education. All 

participants were adamant that specific FASD education is a requirement in order to parent 

successfully.    

Lynn: “…it’s important to be educated on it.  Because a lot of people go in here and they 

go, “oh, well I love them, so it’s okay.”  No, it’s not.  It takes a lot more.  Knowledge 

helps you understand them better and to reinforce what they’re doing and know how to 

handle the things that come up.  So if you have these FASD children, you can’t do it 

blind.  You need to be taking courses and finding out how to deal with them, how their 

brains work…” 
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Sarah shares Lynn’s sentiment of the importance of not only understanding FASD but 

also knowing the child as an individual.  While most parents need to ‘figure their child out,’ 

there is a lot more to figure out with a spectrum disorder like FASD.  Participants expressed how 

it is a big learning curve to figure out new ways of parenting.  Participants spoke of how the 

learning continues right into their children’s transition into adulthood, which makes sense, as 

children change and grow and have different needs along the way. Education was important for 

planning the long-term needs of the children and “staying ahead of the curve” in order to have 

necessary supports in place for their child when they are needed.    

Michelle: “I’ve done every session, and they’re always profitable.  There’s never been a 

session where I’ve left and absolutely nothing.  Every time I learn something new and I 

think with that too is thinking ahead.  So even let’s say, if the information session was on 

delinquency and she was eight.  GO to it anyways, just to make sure you’ve got the 

information.  You know where she might be headed to.”   

The need for a vast repertoire of skills and knowledge, on any given day, is important for 

parenting this population of children.  Even with FASD education, the learning curve includes a 

lot of trial and error, as parents try to put that theory into practice with their children.  Marie 

stated, “parenting is still so difficult.”  Every child is different, and circumstances change as the 

child grows or some strategies might work one day and not the next.  Participants expressed how 

it takes more time to figure out a new way to parent.   

The needs of the child, time of diagnosis and parent education on FASD behaviours all 

seemed to factor in to how parents approach trial and error.  Prior to diagnosis it might be harder 

to adapt to disability type approaches as parents still strive to teach their children through 

conventional parenting techniques.  Punishing for disability-related behaviours is part of the trial 
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and error process, as parents try to figure out what is happening for their child prior to the 

diagnosis.  Over time, parents come to understand that there is something more happening with 

their child, seek a diagnosis, and begin a new stage of the trial and error through education and 

viewing the behaviours through a disability lens.   

Participants expressed how trial and error can also be compromised by not knowing what 

is ‘can’t’ behaviour because of its relation to the disability, and what was ‘won’t’ behaviour, 

those which are connected to typical childhood development.  Thus sometimes trial and error 

involves parents testing the waters of what is disability-related behaviour and what is typical 

childhood behaviour, relative to their age or functioning.  This can be very tricky to disaggregate.       

Michelle: “And sometimes you do the same mistake like two or three times and you kick 

yourself.  Saying, “what did I not understand the first time?” But you keep hoping that 

maybe this time it’ll be normal, but it very rarely is.” 

Participants are trying to support their child’s development, however, they shared stories 

of how difficult it is to predict how to approach certain situations as some events, like starting 

school or birthday parties are annual events.  As Michelle stated, “you keep hoping that this time 

it’ll be normal.”  She shared that it took her until grade three to realize the start of school was an 

awful experience for her child.  The self-blame in Michelle’s statement of “what did I not 

understand the first time?” is interesting in that this family has only experienced that event four 

times.  Each time the child is a year older, and so it seems natural for the parent to question and 

wonder if the child might be able to do it successfully this year or this time.  This is challenging 

for parents though, who keep trying to figure out where the boundaries of capability lie for their 

child and what they can and cannot do.  As Michelle so clearly articulates, trial and error is 
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precarious.  Parents are learning in the moment and on the fly, adjusting and adapting with many 

factors to consider and never a clear picture without trying first.    

As time goes on and parents have progressed in their FASD education, done a lot of trial 

and error, tested the boundaries of their particular child’s capacity, and learned to translate 

behaviours through a disability lens, the more adaptations and accommodations are made.  

Michelle: “So I think it’s maybe just adapting.  Learning to adapt the family 

environment, or let’s see what is usually considered normal to make it work for your 

family, your child.” 

Michelle phrases it in a poignant way, “learning to adapt the family.”  It is not the child 

with the disability that adapts, but rather the rest of the family around that individual that does 

the adapting.  This was evident from all participants in this study.  Additionally, she remarks on 

the balance that is required for parents to determine this adaptation, knowing both what is 

typically ‘normal’ and then knowing how to make adaptations in order to suit that particular 

child and family. 

The family is the accommodation for the individual with FASD.  These participants 

shared how the family and parent adapts to ways of functioning that aligns with the needs of the 

individual with FASD.  Families in this study have restructured their lives, their homes, and 

spend a great deal of time helping ‘co-regulate’ or ‘set the stage’ in their quest to achieve optimal 

outcomes for their child with FASD and their families.  Parents have learned how not to trigger, 

how to be the ‘calm in the storm’ during some explosive rages, have learned which battles to 

walk away from for nearly every aspect of children’s lives.   

Marie: “You’ve got to learn when to talk to him, how to talk to him in a way so that he’s 

not all of a sudden exploding because if you go at him too much information too quickly 
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in a certain tone, he just freaks out and goes off.  That’s a challenge, and we’re not all 

perfect.  Some days I do it really good and other days I make the mistake too.  Not a 

mistake but of saying something that sets him off and I could’ve done it better maybe.” 

This statement, “I could’ve done it better” reflects how the parent understands that the 

behaviour is symptomatic of their child’s disability.  So while it is the child who is blowing up 

and freaking out, the parent is not blaming the child, rather they are taking the blame themselves 

because they approached the child the wrong way according to what they know from their FASD 

education. In relation to explosive externalizing behaviours, parents in this study explained that 

they are exposed to high levels of emotional dysregulation on a regular basis. Most participants 

shared how they themselves do not want to be in a heightened state of emotional distress all the 

time, neither for themselves or for their children.  As such, one of the adaptations they have 

made is engaging in high levels of emotional self-regulation themselves.    

Parents expressed how they have come to realize how important it is for them to remain 

very calm and patient when their children are raging and spiraling out of control.  This is a 

learned skill and an intentional behaviour.  Not reacting in the face of challenge seems to have 

huge benefits for both the parent and the child, and participants expressed how this is not only a 

key strategy in helping regulate their child, but also a strategy for managing their own 

psychological well-being.   

Marie: “I’ve learned to deal with it [the constant tension].   Sometimes I just let it go and 

don’t even answer him or if I do answer him, I’m just very calm.  That’s the best because 

if you start getting psyched up and tense, he plays off that and he gets worse.  I think 

we’ve always known it but as I’m getting older and he’s getting older, I’m learning not to 

react to him or not right away anyways.  Not to react the way I used to, I used to get 
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defensive and try to react and defend myself and explain to him but you know what, it’s 

not that important.” 

 

Candace: “I just try to be, even when things are serious, I just try to be very calm about it.  

Because they just don’t really respond very well if you get upset with them.” 

The ability for the parent to maintain calm in the face of challenging externalizing 

behaviours takes a huge amount of knowledge and self-regulation on the parent’s part.  This is a 

critical skill for supporting children when they are emotionally dysregulated, a skill not 

necessarily easy for parents to do.  Continuing on the topic of parents accommodating to help 

their child function, participants highlighted the exhaustive list of co-regulation tasks that are 

required on a daily and ongoing basis.    

Co-regulation refers to the parent or support person assisting the individual with FASD 

with tasks of daily living or of self-regulation that they may not be able to accomplish 

independently.  The common term used in FASD education for this type of support is called 

“being the external brain”.  However, recent focus groups that included adults with FASD, 

revealed that the term ‘external brain’ felt offensive to them.  These individuals felt that the term 

indicated that they do not have a brain or will of their own and needed someone else to think for 

them (Looking After Each Other Project, 2017).  For this reason, this exterior management of the 

child’s life and functioning will be referred to as “co-regulation.”  A term that indicates the 

duality of this regulation between caregiver and individual with FASD.   

Co-regulation is always required, but participants shared how it can be both explicit, like 

in facilitating the tasks of daily living or teaching steps to new skills, or it can be less noticeable 

as it happens behind the scenes, as one participant termed this “setting the stage.”  As well, there 



FAMILIES WITH FASD 60	

is a lot of trial and error in the process of co-regulating, and the challenge of what happens when 

children do not accept this support is also discussed. Co-regulation is a big part of what parents 

of children with FASD have to do on an ongoing basis in order for their children to function, and 

integrates accommodation, parenting, teaching, and managing the disability. 

Study participants reported that their children require a great deal of co-regulation when 

it comes to completing tasks of daily living.  Individuals with FASD often have difficulty with 

memory, sequencing tasks, and can be very easily distracted.  In fact, parents needing to 

constantly co-regulate everything their children do was one of the top challenges reported.  

Rachel: “Trying to get him, in the morning, to focus.  You know?  And it’s like, I got a 

sign on the back of his door: make bed, pick up clothes, put them down laundry shoot, 

wash hands, put on deodorant, brush teeth, you know, those things.  Did you do anything 

on the sign?  No?  Go upstairs.  Go to the bathroom.  Did you put deodorant on?  No?  

…Meanwhile, bright shiny object and he’s gone off on that.”  [13 years old] 

Tasks of daily living also include managing school-related preparations. Sarah explains 

how important communication between home and the school is in order for her to be able to 

complete the tasks like remembering to pack library books on the right day. 

Sarah: [co-regulation and school] “If you don’t write it down for me to read, I’ll never 

know about it, because he won’t remember by the time he is home.  He won’t remember 

to tell me.  I won’t know anything of what’s going on.  I still pack his lunch and his 

backpack for the most part.  I think in that way, a normal family wouldn’t have to, but I 

just have to keep doing it over and over and helping him, or reminding him over and over 

again.” [10 year old]  
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While parents of neuro-typical children are often frustrated or sometimes need to remind 

their children to clean up after themselves, turn the lights off, or go shower and brush their teeth, 

when strategies have been implemented for these children to learn to do these tasks, and 

expectations have been consistent, then they usually learn to do them independently, and the 

frustration and parent oversight is short-term and eventually eliminated.  Each of these 

behaviours described here are not challenging, per se; however, there are a lot of them and they 

take a great deal of parents’ time and energy.  Having to monitor and manage all these tasks of 

daily living over extended periods of time can become exhausting and frustrating for parents.  

This topic of co-regulation seemed to be twofold for parents.  The first part is the extensive 

nature of the work required to co-regulate and constantly be thinking for and following up with 

the child for every little task.  The second is psychological as parents begin to realize the 

magnitude of the FASD disability as their children get older and parents do not see any 

improvement in their children’s capacity to manage even the basics of life independently.  The 

sentiment behind the statement “he can’t even brush his teeth” runs much deeper for the parent 

who is wondering how their child is going to manage the big things in life like employment and 

independent living when they cannot even brush their teeth.  Even when strategies are put in 

place, as in Rachel’s case where a visual list is provided, the accommodation still requires that a 

parent do all the follow up for each task.  Co-regulation takes a great deal of the parents’ time 

and energy, requires exceptional organizational and management skills, extends over a long 

period of time, well into adulthood, and can be exhausting and frustrating for parents.  

Finding strategies that work for each child takes a great deal of creativity and thinking 

outside the proverbial box.  Trial and error is intrinsically intertwined with co-regulation.  Just 

reminding children to brush their teeth, for example, wouldn’t necessarily work.  
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Michelle: “We’ve never done pictures with Emily, instead it’s the reminders.  For 

example, when she was taking Ritalin for a while at school, I would put the pill on her 

placemat and I’d come back home and it would still be there.  So it was, “how can I do 

this so it’ll make…”so I found a little, little travel pill case, it’s a little airplane and you 

open the back of the plane and you put the pill in it. So that’s what I would put on [her 

placemat] and that was like, a game (laughter).  I had to open this little airplane, take 

out…I never had an issue after that.  I thought, “OOOOOOh my god!” (laughter).  So it’s 

like really being, what kind of a brain do I have to be, but that worked. Um brushing 

teeth, leaving for school without brushing teeth.  Very big issue, so put the cup with the 

toothpaste and the brush in her shoe.  So that she at least has to remove it and make a 

conscious decision that she doesn’t want to or say, “oh yeah mom is reminding me I have 

to brush my teeth before I go to school.”  All through her life it’s been like that.” 

This is a clear example of parents’ creative problem-solving skills and what orchestrating 

success looks like.  The time and energy put in to problem-solving just these two basic activities 

of daily living, never mind, having to do the work of preparing the pill and putting the toothbrush 

into her shoe every morning is still the responsibility of the parent to stay on top of every day.   

Part of co-regulation and teaching children life skills also means alerting children to 

possible consequences of their behaviours, since this is not something that they will necessarily 

pick up on intrinsically.  Michelle as well, is always thinking ahead and trying to prevent those 

negative consequences from happening.   

Michelle: “I already mentioned consequences so, the exterior brain as you know, if this 

happens this could be the result of…and it’s like, “oh ya, I didn’t think of that.”  Well, I 

know you didn’t think of that, so thinking of them for that.”  
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Individuals with FASD often do not understand cause and effect of their actions.  As 

such, co-regulation is often important for safety reasons, as Lynn describes one such situation 

with her 18-year-old daughter.   

Lynn: “Like, one time, she was at her [boyfriend’s] house and…she got on Facebook or 

something and this guy was a friend of somebody she knew and he wanted to take her out 

for coffee at 11 at night.  She never met him and she’s like, “oh, okay.”  So her boyfriend 

was like, “like hell you’re going out with some guy you’ve never met.”  “Well, I’m just 

going for coffee.”  “No.”  But that’s where she would put herself again in something that 

didn’t make sense.  Right?!  Like where you or I would go, “Ooh, that’s not a good sign,” 

right?  Red flags, right?  She doesn’t ever get the red flags.” 

In this case, co-regulation means helping identify the “red flags”, teaching about the 

possible negative effects of certain decisions and helping support better decisions.  This is easier 

said than done as parents cannot always be present for all interactions, especially as children get 

older.  

As children get older, tasks of co-regulating are required, but change to include things 

like money management.  Additionally, trial and error are always part of the job, but they shift to 

the child needing to learn through experience and require the parent to navigate problem-solving 

with their child rather than for their child. 

Michelle: “Oh it’s always trial and error.  So you tried to handle your paychecks yourself.  

It’s not working so how about we try something different and if it doesn’t work, we’ll try 

something else.  So the last paycheck, what did we do?  Oh ya.  You get your paycheck 

and right away we’re going to take money, put it aside and it’s going to be put in my 

account and it’s going to be called gas money.  And as soon as you need gas money, you 
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call me or send me a text.  I ‘ll do the transfer, you say “I want to put in thirty dollars of 

gas” and then you use that.  So the money that’s left over is for your usage, and then 

don’t forget this month you’ve got your phone bill.  You’re saving to purchase tires for 

this winter.  So trying to help her…” 

In this, Michelle is working with and teaching her child these skills while at the same 

time putting in strategies of co-regulation such as putting money into the parents account each 

month and co-regulating the expenditures.  It would be much easier for the parent to just dictate 

the strategy to use, but this strategic long-term teaching of these skills is also important.     

Michelle’s co-regulation of her daughter’s finances is also an intentional process to teach her 

those life skills.  So many children with FASD need to learn through first-hand experience and it 

takes a lot longer to grasp and generalize many concepts, if they can even be learned at all. 

In this, however, the successful budgeting was dependent on someone else, the parent, 

negotiating with the child to hold the money in safekeeping and dispersing it as needed for a 

specific purpose.  This parent is already anticipating that they will have to do this process for 

every aspect of this child’s budget for an extended period of time.  Parents of children with 

FASD are never quite certain of what their child’s capacity for learning certain skills is, but seem 

to take a teaching approach with the hope that one day the child might acquire some of the skills.    

While direct teaching is certainly important, Michelle also expresses how learning 

through their mistakes is also relevant.  Although these mistakes may come at high cost to the 

child and the family, for example, Michelle’s daughter signed a cell phone contract for a 

complete stranger.  The co-regulation task then is for Michelle to help her daughter learn from 

that experience in order to try to prevent those sorts of things from happening again.  This takes a 
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lot of explicit teaching and requires follow up and support since this cause and effect reasoning is 

not always accessible for children with FASD.  

While Michelle’s experience was more recent with an adult child, directly teaching skills 

is something that has been happening for the extent of the children’s lives as Sarah articulates.  

Sarah: “Sometimes I feel like I have to treat him like a younger child.  Like things like 

we have to tell him maybe not what to wear, but okay, the weather’s going to be colder 

today, so, what do you think?  And if he says “shorts”, then okay, do you think you’re 

going to be, you know, and try to get him to come up with the answers.  But I feel at 

almost 11 he should be able to pick his clothes.  But I can’t really trust that.  Even like 

things like putting away winter stuff in spring so that he’s not wearing it at 20 above, 

because he just won’t, he doesn’t know the difference.  He can’t handle that change with 

even his clothes, unless I go and hide what he’s not supposed to have, kind of thing.”   

This is another example of parents structuring in some co-regulation within the teaching 

perspective.  Hiding the clothes eliminates that as a choice, while at the same time the parent is 

working with the child on teaching the basic skills of making choices of what to wear every day.   

Walking to school and water safety are also things that Sarah has been teaching her son for a 

while.  With the help of some neighbour children, he is now able to walk to school 

independently, however there is also a safety protocol in place with the school crossing guard to 

keep an eye out for him and call the parent if he does not show up by a certain time.  The 

potential of him getting distracted along the way is still a consideration.  The teaching approach 

of all of these skills is also a little different as each task needs to be broken down and taught 

explicitly. Even in this, the co-regulation is the parent still needing to remind the child of the 
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skill that they have been taught.  And the parent is never quite sure if their child will be 

successful with that on any given day.   

Children with FASD can be very black and white thinkers and parents need to find ways 

that work in order to teach skills.  Michelle has used the connection between her child’s 

knowledge of sequencing tasks in working with animals and teaching the sequencing tasks that 

connect to all sorts of life skills. Finding these ways of teaching that are compatible with black 

and white thinking can be tricky, take a longer period of time, and may never be completely 

embedded in children’s repertoire of skills.     

In order to teach all these skills and intercept all those bad decisions and “red flags” for 

children, co-regulation requires increased supervision.  This is indeed one approach all families 

have taken to help keep their children safe and counterbalance their children’s increased 

vulnerability.  Co-regulation needs to continue into adulthood, but it’s harder to do this remotely. 

Lynn: “Like she has a doctor appointment this afternoon, so I called her twice and said, 

“remember your doctor’s appointment.” Yeah, and trying to learn, trying to help her to 

learn to take care of herself…” 

In one case, the parent has shifted some co-regulation responsibility to a boyfriend.   

Lynn: “Because she has this boyfriend, he’s really definitely committed to her, so his 

mom and I sat down and said, “okay, I’m her person.  Like if anything happens, no 

matter what happens, she calls me.”  And I could see she was swaying towards doing it 

with him, and I said, “you have to be prepared for this.  If you’re not, get out now.  

Because she’s going to rely on you no matter what happens.”   

Not only did the parent need to sit down and negotiate this role with the boyfriend, but 

also the boyfriend’s parent.  This kind of wraparound support and transparency seems to be 



FAMILIES WITH FASD 67	

needed for optimal outcomes for the individual with FASD.  There also seems to be a sense of 

relief for the parent that there is that second person to help keep an eye out and protect their child 

as Lynn states, “She calls me less and less now, because she calls her boyfriend all the time.” 

Children with FASD are very vulnerable and the lack of executive functioning capacity 

can pose a lot of challenges as parents try to think ahead and navigate their children through life 

from an external vantage point.  While this direct part of co-regulating the tasks of daily living 

can be extensive and exhausting for parents, to add another twist to this reality, parents also 

shared how children often respond negatively or in complete opposition to their co-regulation 

attempts.  Just because the child may need this support, does not mean they want it or will accept 

it.  Parents shared how they respond to this opposition by trying to co-regulate using some 

inconspicuous strategies, by accommodating and co-regulating ‘behind the scenes’ in more 

indirect ways. 

Behind every elaborate theatrical production, there is a stage manager running the show.  

Ann coined the term “setting the stage” in reference to this backstage co-regulation strategy.  She 

shared an example of what this strategy looked like in order for her to attend the interview for 

this research study.  

Ann: “Well a lot of it [co-regulation] is not noticeable.  Like a lot of it is setting the stage.  

So when I came here today [to the interview], I had set up that one of my friends who had 

some surgery recently is using David to help her with yard work.  I’m paying him, which 

he loves, so he’s set up with her and I left at 11.  But I knew that right after lunch she had 

already asked him.  They phoned when I was there and talked straight to him, but it was 

planned…to come over and do yard work.  And he’ll be there until almost 4.  So it’s that 

kind of, setting of the stage.  So that things will go well.  But he’s not necessarily aware 
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that the stage was set.  Because he’s just starting to be old enough that he wouldn’t want 

the stage to be set.” [12-year-old]  

In this example, Ann coordinated with a friend to call her son and ask him directly if she 

could ‘hire’ him to do some yardwork for her.  The parent is paying him, through the friend, so 

he is happy about that, and he feels empowered to be doing such an important job.  He does not 

know that that parent has had anything to do with it.  These are the creative strategies that 

parents are using, not only to respond to their own needs of, for example, wanting to attend an 

interview, but also in response to their children’s developmental needs of employment and 

building self-esteem and self-worth through means other than the parents.  Additionally, finding 

the child something to do for the afternoon is also a requirement at this age.  While most children 

would be able to stay home by themselves, children with FASD often require supervision beyond 

that typical age.  At the same time, they often have the typical developmental drives of 

independence and would be oppositional to being “babysat.”  So, the parent, taking all of this 

into consideration, has orchestrated something for the child to do that is developmentally 

appropriate and that responds to the needs of their disability.   

 Setting the stage can also mean presenting information or ideas to children in a way 

where they think it is their idea, or at least not the parent’s idea.  This can be for anything like 

buying a vehicle, joining in sports, or getting a job.   

Linda: “He functions well with and takes direction well from teachers, coaches, 

neighbourhood moms, and he’s very charming with them.  But if my husband or I tell 

him what to do or say, you know, “maybe you want to do this or you should do basketball 

this year”, The second we suggest anything to him, he won’t do it…he won’t do it.  So 

sometimes we have to say to a coach, “Hey, can you catch Joshua in the hall and tell him 
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he should do basketball this year?”  …We have to pick the other leaders around, the 

coaches and the teachers, and they have to help us parent him.  We have to basically tell 

them that.  And we have to put our modesty down and our pride and allow other people 

to help us do that.” 

While this setting the stage co-regulation strategy achieves the parents’ desired end result 

for their child, it does come at a cost to the family.  As Linda states, they have to put their 

modesty down and their pride and allow others to help them parent.  In this sentiment, there are 

feelings of being judged as a parent, the loss of the parental role with that child, and impact to 

the parent child relationship to consider.  Participants in this study seemed highly motivated to 

do whatever it takes to support their child and work towards positive outcomes, no matter what 

the personal cost.   

The oppositional predisposition of children means parents often need to take this 

backstage route.  Planning ahead, using environmental accommodations, and implementing 

habits of structure all were strategies that most participants mentioned in their task to parent their 

children in “behind the scenes” sorts of ways.  From simple things like changing the medication 

schedule to accommodate for medications lasting through an evening event, to coordinating with 

probation officers to schedule meetings only first thing in the morning.   

Planning ahead also means thinking years ahead, and doing some long-term life planning 

for their children.      

Michelle: “I think we are supporting Emily well enough.  Letting her make mistakes, but 

trying to make her learn from her mistakes, ‘cause we can’t protect her all her life.  So 

whether it be finances, birth control, trying to think ahead for her.  ...Always thinking 

months ahead, years ahead of times to make sure everything is in place for her.”  
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Michelle also uses environmental accommodations in her attempts to help manage 

nutrition for her daughter.  While they are able to control the environment in the home and 

present only nutritious foods, when the child leaves the house, the environment is out of their 

control.  

Michelle: “Right now we have a weight issue, we’re putting on weight.  I’m trying to get 

her to eat well.  I mean we don’t stock anything but she has her own money, so she goes 

out and buys stuff that are not good for her.  And yet she’ll verbalize, she’ll say, “I 

shouldn’t be eating this…” 

There is an interplay between parents’ implementation of co-regulation and setting the 

stage strategies, and children accepting them.  There is an oppositional context in which parents 

are striving to “keep the doors open” or “keep the balls in the air” for their children.  Ann speaks 

to efforts that can still be put in place within the limitations of what might be accepted by the 

child.  

Ann: “So how do you be the external brain when your child is spinning madly and rarely 

home.  And I mean the answer is you rarely can.  But you still can do things like, he had 

his probation meeting this morning.  So what I can do is write every time that the 

probation meeting is the next morning [on the fridge whiteboard].  What I can do is I’ve 

talked to the probation officer and asked her always to make the meetings first thing in 

the morning because if they’re not first thing in the morning, anything can happen 

between the time he leaves home and the time he’s supposed to arrive there.  So I can set 

the stage that way, although he doesn’t know it.  I can do things like I always write, 

there’s a white board on the fridge, since the time he’s been little, there’s been a white 

board on the fridge.  All the important things are on there.  And not too many of them.  
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…And then I can make sure that I get him up the next morning at the right time and send 

him off in the right mood.  So those are the things I can still do.” 

Ann goes on to articulate the caveat to these creative parenting strategies.   

Ann: “I mean where that falls down is then if he doesn’t come home that night, he 

doesn’t see the note, he has no idea he’s supposed to be in court.  Or if he’s scared to go 

to court because he thinks that they might keep him this time.” 

Participants in this study spoke of the challenge when their children do not accept their 

help and what it means to them.  In reference to her parenting tasks she says this. 

Ann: “But you know, that is just part of the running fast.  But as long as it works who 

cares because if you’re organized enough beforehand you can still [do what you need to 

do].  So I think that is only, maybe it’s a little bit tiring, but the stage setting is fine and 

good and I love to control the stage.  So that’s not the challenging part of parenting my 

children.  The challenging part is when they won’t accept any stage setting.  And because 

then they…the adventures are quite incredible…” 

FASD characteristics, coupled with age-related developmental drives for independence, 

position parents in challenging situations when their children with FASD, who continue to need 

their support and supervision, refuse to accept it. While children pushing parent support away is 

typical, children with FASD, with their diminished executive functioning are very vulnerable and 

can find themselves in trickier situations than neuro-typically functioning children, as well as 

needing more support to navigate out of these situations.  The sentiment of ‘adventures’ to this 

parent means some pretty terrible and scary things happening to her children including 

involvement with criminal justice and sleeping rough [outdoors at a park] for a whole summer at 

the age of 16.   
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It seems that sometimes children with FASD are their own worst enemy.  Marie 

described how she has tried to have her son take his prescribed medications and attend 

professional counseling.  Supports are readily available to this child, but he continuously refuses 

and self-medicates with drugs and alcohol.  So not only does the child not want to treat their 

disability or address the root causes of their substance misuse, but the parent is then left both 

trying to support maintaining the availability of these supports while also managing the 

substance misuse issues and its consequences. 

Candace shares another example and tells the story of how one of her daughters enjoys 

carpentry and helping build things with her dad.  They were hoping to stream her into more 

direct training as part of a high school program, but there was a misunderstanding between her 

daughter and the teacher during an open house event, so she is now refusing to take carpentry 

and is instead going to take automotive repair because she decided that she really likes 

motorcycles.  She does not even have a driver’s license.   

 While a parent of a typically functioning child may be able to use logic and reasoning to 

navigate these situations, children with FASD often do not have cognitive capacity in these 

areas, leaving the parents at a loss. The reality seems to be that the parent’s persistence on these 

matters might risk even more opposition.   

While Ann says that sometimes habits of structure will still work if you are “sneaky 

enough”, but explains how sometimes that same structure can backfire, for example, if he misses 

his curfew, he may not come home until the police bring him home.  Sometimes there is not 

much a parent can do, even when trying to prevent serious harm to their child, as Ann describes 

how they put an alarm on their house to try to monitor their son’s promiscuity, and how that 

backfired into him not coming home for the night.    
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Setting the stage can be tricky to navigate and sometimes children do not accept the 

stage-setting or support.  Other times, there are some things that are difficult, if not impossible, 

to monitor as a parent.  Candace spoke of her daughters’ hair pulling disorder.  “She has a system 

of when and where she does this, which is usually in private, so it’s really hard to monitor and 

manage as a parent.”  The reality is that parents cannot be in all places at all times managing 

every minute of their child’s life.  Yet with FASD, this level of co-regulation may be essential 

for optimal functioning.  For example, not accepting support can mean that children do not have 

a parent advocating for them, or supporting them at a probation hearing.  It can mean that 

parents’ hands are tied when it comes to monitoring their sexuality or even whether they come 

home at night.  Refusing supports can mean that children do not get the employment that they so 

desperately want and need for their long term success.  And not accepting support can mean that 

children might self-medicate with substances, rather than take doctor-prescribed medications.   

Characteristics of FASD seem to undermine and sabotage parents’ positive support  

attempts, leaving individuals with FASD and the family to suffer the consequences.  FASD 

characteristics of impulsivity and lack of ability to project can wreak havoc on their lives.  For 

the parents, they have done the work to set the stage in the hopes of putting positive things in 

place for their child, only to have their hands tied when their child refuses to do their part or even 

show up.  In this, the parent experiences another kind of double whammy.  They have worked 

hard to try to put something in place for their child’s success, but in the end their efforts do not 

reap positive rewards.  Additionally, parents want their children to be successful, so the parent 

also feels this loss when things fall apart for their child.  

Ann: “Anyway, that’s how you can’t always set the stage.  That’s why adolescence is 

hard.  Sometimes he won’t let me.  Sometimes he won’t come for help. Sometimes if I 
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offer help I am not the person from whom a 17-year-old young man wants to receive 

help.  And sometimes I cannot even find him to offer help.” 

  

Marie: “It’s sad, heartbreaking as a mother to see your son like that [substance misuse].  

All I can do is put it [supports] out there for him and try and hope in time he’ll be opened 

for it and needed in his life or wanted, maybe he’ll never be there but at least I’m going to 

show him all the doors that are opened for him and hopefully one day he’ll walk through 

one of those or need to.”    

Participants shared the toll the task of co-regulation takes on them.  Constantly having to  

think for someone else, facilitating their tasks of daily living and doing it in a teaching way so 

they can hopefully one day learn these skills, managing opposition, all while remaining calm is 

the exhaustive piece of this theme.  Equally, elements that are out of parents’ control, for 

example, wind on a walk, access to fast food, coming home at night, and peer influences, also 

impact parents’ capacity to promote positive outcomes for their child.  Parents are often putting 

in the effort, but are experiencing the double whammy of not reaping the resulting positive 

rewards for themselves or their children.   

Participants shared how there are age-related challenges.  Under typical circumstances, 

there is a natural evolution of parenting as children go through the different ages and stages of 

their development.  The same applies to parenting children with FASD.  However, study 

participants shared the nuances of how an FASD diagnosis impacted their lives with their 

children at different ages.  While there are additional challenges at every age and stage, the 

daunting age of adolescence in particular was identified as “stereotypical magnified by a 

million”.  
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Ann: “For me it has been totally age related and totally stereotypically age related.  It’s 

like with any family where adolescence is not your funnest moment, but it’s like magnify 

that by a million.  So when they were little, I thought it wasn’t harder at all.  When they 

hit that school age, that kind of latency age, I thought, “well I guess this is why they said 

it was hard but, it’s still all really good.” But when we hit adolescence I realized, “Oh, 

this is why they say it’s hard.”  And it’s not always good.  And it’s often scary.”  

Most participants shared this sentiment that the earlier years were “better”, or “easier”, 

however, this was in comparison and relative to the challenges they faced through the school 

years and extreme incidence of behaviours and traumas through the adolescent years.  So this 

“easier” does not have the same meaning as in a family parenting children without FASD.  While 

it is relatively ‘easier’, this ‘easier’ also includes, for example, needing to have an exterior lock 

on the bedroom door, or it being ‘easier’ to physically remove a child from a situation because 

they are younger and smaller. Candace refers to it “not being as bad as it is now.”  The “now” 

that is being compared, is the family managing their 20-year-old son’s substance misuse among 

other issues.  Ann articulates that part of what made it “easier” in the earlier years is that the 

some of the typical FASD parenting strategies actually worked for her young children.  She 

shares that the preschool days, while still a lot more work than parenting typical children, were 

the “golden years” when there was not “any stress” perhaps because the FASD parenting 

strategies and the efforts that parents were putting in showed more incidence of producing 

positive results for both the child and the parent.  Children were not as vulnerable because 

parents felt they could protect them, could ‘control’ the environment, and structure the 

accommodations according to their child’s needs. This continuity of care is another reason why 
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the preschool time is maybe “easier”.  The parent is in control of who surrounds the family and 

how the environment is set up and some of the external compromising factors can be controlled.          

School-age time is when participants expressed that things got a little harder.  School 

experiences were such a big part of parents’ experiences that they will be discussed more in 

depth in the next section.  School age is when the parent loses some of that control over the 

accommodations and support needs for the child, as they are no longer always with their child.  

This makes parenting tasks much more difficult and the consequences of this loss of continuity 

can result in very negative consequences for a child who needs high levels of co-regulation to be 

successful.  Rachel speaks to another issue in the school years.  While some of the behaviours in 

the earlier years could be perceived as “typical” but just more “wild”, she articulates how the gap 

widens at this age and those behaviours become much more problematic as children’s 

chronological age dramatically steps out of pace with the developmental capacity.   

Thus the preschool years were relatively ‘easier’.  The school years progressively became  

more challenging as parents lost some control over the environment and accommodations as well 

as developmental dysmaturity coming into play.  And the adolescent years are where the 

challenges become exponentially more complicated and, to use Ann’s words, “often scary” for 

parents.   

 Seven of the eight participants are currently parenting adolescents or young adults and all 

agree that FASD in adolescence aggravates this already complex stage of development.  Several 

participants experience what they referred to as “all hell breaking loose” during the adolescent 

years.  Participants report that this is the time when stealing, lying, and drug use began.  

Linda: “Now that he’s 14, he’s angry a lot.  He doesn’t trust us.  He throws his weight 

around.  He’s constantly telling his siblings what to do.  He uses a big voice with them.  
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He hurts them.  He won’t eat during the day.  He’s stuck on his digital devices.  …We 

have to tell him to get off of them, and then that always makes conflict.  Then he’s 

yelling at us.”  

Age-related chronological developmental drives are intrinsically connected to the 

challenges in parenting adolescence with FASD.  Ann articulates three main developmental 

drives in adolescence and how, in her experience, they come into conflict with FASD.  The first 

of these drives is for independence from parents.     

Ann: “…But if you’re a child whose world has functioned well because you’re working 

with a mother who’s providing the external brain, when you hit adolescence, the first 

thing that happens is you refuse that external brain.  So all those things that I used to be 

able to do, that sometimes I thought I was doing sneakily, that they never even noticed, 

they no longer let me do.”  

As noted previously, children with an FASD diagnosis do not necessarily accept the 

supports they need to achieve success.  As Ann states, this drive for independence is natural. 

When the parent is the accommodation, and the child’s success and safety is dependent upon that 

co-regulation, when they no longer accept this, then the child is left in a world without their 

metaphorical wheelchair, and the parent is left on the sidelines not being able to help them walk.  

This can leave both the child and the parent in very vulnerable and precarious situations.      

The second developmental drive in adolescence, that Ann articulates, is a natural 

orientation towards peers.  All parents in this study spoke of the challenge of navigating their 

child’s peer relationships.  Most children had friends that were negative influences on them, or 

they did not have any friends at all.  Between the vulnerability of the child with FASD and the 

disconnection from the parent as the co-regulator, if the child is now orienting themselves around 
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people who are less than or incapable of being a positive support, the situation is complicated 

even further.  This adds another layer for both the child and the parent, as parents have little 

control over who their child is friends with.     

The third developmental drive in adolescence are the hormones and in effect, emotional  

dysregulation.   

Ann: “…And when you combine that with propensity toward emotional highs and lows 

anyway, and that lack of impulse control…”  

Children with FASD are then in a state of drive for independence resulting in the pushing 

away of parental supports, an orientation towards peers who may be a negative influence or 

certainly do not have the capacity to be supportive, and hormones mixed with an emotional 

dysregulation and lack of impulse control.  These three drives combined seem to create a 

“perfect storm” for both the parent and the child during these adolescent years. While some of 

this is natural during adolescence, the effects when combined with FASD can be exponentially 

compounded when children reject their supports.  

As children move into early adulthood, things change again.  While many issues 

continue, some of the triggers from adolescence can be alleviated, like in Michelle’s experience.  

For Emily, rages have diminished as she’s gotten older.  This may be less due to age and more 

due to graduating from school, which used to be a major trigger for rages.  Michelle also 

comments on how “parenting an adult with FASD is very different.”  Some of the issues include 

buying a truck for which she cannot afford fuel, an issue with weight gain that enrages when 

discussed, support in finding and keeping appropriate employment, and teaching/facilitating 

money management strategies.  These all take trial and error and backstage strategies for adult 

children who still reject parent support. 
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In Marie’s case, challenges have continued into early adulthood.  

Marie: “He was at the behavioural health centre, he’s gone for some counselling or I’ve 

tried to get him for counseling.  He’s sort of in a place right now – well, he’s 20 so he’s 

just in a bad place of drugs and alcohol, partying with his friends.” 

Lynn shares how hard it is to “keep tabs” on her 18-year-old daughter since she has a driver’s 

license.  There are always safety concerns with these very vulnerable children, and while parents 

attempt to monitor their children closely and put structures in place for them, this becomes 

increasingly difficult with their mobility as they become young adults.  Supervision, co-

regulation, and adapting the environment are three key strategies that are much more complex in 

parenting adolescents and young adults.   

 While parenting continues into the adult years, and challenges remain, participants also 

identified some positive characteristics associated with children with FASD getting older.  

Although, again these are considered “positive” relative to what parents have already 

experienced along the difficult road through adolescence.  Marie remarked on how her son was 

getting better at controlling his rages, they were shorter and once in a while he has even 

apologized after the fact, something that he has never done in the past. [currently 20 years old] 

Michelle speaks to how her child getting older has also assisted with enabling her own coping 

mechanisms, being able to walk away from stressful situations and ask her daughter to just give 

her time to process whatever “bomb” had just been dropped on her, something that she had not 

been able to do when her daughter was younger.  Ann shares a balanced approach of her 

experience of her children getting older.  She says while the “scrapes they get themselves into 

are still scary, but for her kids, the closeness that they shared when they were little has bounced 
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straight back.”  They still do not accept her as a co-regulator, but do accept some basic level of 

parental relationship and support.    

Another age-related aspect of FASD that participants shared which complicated their 

parenting tasks was “dysmaturity.”  As noted earlier, this refers to the incongruence between 

chronological age and functional age (Malbin, 2002).  This variance for individuals with FASD, 

however, can be inconsistent across developmental domains.  Rachel explains what this looks 

like for her son.  

Rachel: “FASD has made him intellectually impaired, or slow.  He’s supposed to be in 

grade 8, but instead, he’s going to grade 6.  But he’s more at a grade 3 level.  Then grade 

4 with his reading, grade 2 with his math.  Just doesn’t get things.  Can’t even tell the 

time yet.  He has difficulty with money.  He can read, like little chapter books. He’s like a 

typical 8-year-old.  Sometimes he acts like a 4-year-old.  He’s now going through puberty 

but he’s like an 8-year-old.”   

The fluidity of developmental dysmaturity can make it difficult for parents to determine 

what their child’s capabilities are at any given stage of their life.  It can also be challenging for 

parents to set expectations through a disability lens that keeps moving as children age, as well as 

the inconsistency of the disability itself allows children to have access to certain brain functions 

one day and then not the next.  This adds another layer of complexity to the ‘can’t’ vs. ‘won’t’ 

behaviour dilemma for parents.  It would be hard to know if, when, or how to push children to 

accomplish a task, or when accommodations and or adaptations would be necessary for success.   

 Dysmaturity issues can be frustrating for parents because children require extended 

parenting and additional accommodations.  Dysmaturity in FASD prolongs these experiences for 
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parents and it can feel like parenting young children for extended periods of time.  Candace 

expressed how the dysmaturity factor of FASD negatively impacts her well-being. 

Candace: “Well they have difficulty with memory, concentration, comprehension, it’s 

like you feel you constantly have to be…it’s just constantly feeling like you have 5 year 

olds in the house instead of 16 year olds.  And, you’d like for them at this age, to be more 

independent.”   

While in some ways these children are like 5 year olds or 8 year olds, dysmaturity can also mean 

that other developmental drives like sexuality, are still present at the chronological age but 

without the maturity, executive functioning, or social adaptation skills to effectively manage 

these drives.  Premature pregnancy was something one participant experienced with their child, 

resulting in a grandchild having to be placed for adoption when her daughter was unable to 

parent.      

Parenting responsibilities seem heavily involved and through parents’ narratives emerged 

several additional considerations for managing individuals with FASD.  Additional diagnoses, 

maintaining case files, supporting children’s dignity and understanding of their own disability 

and managing peer relationships all emerged as prominent topics.  

On top of their children’s FASD diagnosis, this particular group of participants are also 

managing autism spectrum disorder (2), attention deficit hyperactivity disorder (4), attachment 

disorder (1), anxiety (3), hair pulling or skin picking disorder (2), and oppositional defiant 

disorder (1).  Some parents are managing multiple children with FASD diagnoses.  Most parents 

are also managing other children in the home, and some of those children also have additional 

support needs, such as multiple birth, speech delay, Cerebral Palsy, Anxiety, and Attention 

Deficit Hyperactivity Disorder.  There are typical life scenarios that also come into play here, as 
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life does not stop when you are managing FASD.  Participants are experiencing caring for 

elderly parents, parents passing away, moving and the loss of peer supports, employment issues, 

no respite, and other typical family stressors.   

Participants also spoke of maintaining case files for their children as well as filing all the 

educational handouts from all the information sessions they attended along the way.  Candace, 

for example, has a written a history and a list of strengths and challenges for each of her children.  

Advocacy for children with FASD is also complicated as children do not necessarily 

want other people to know that they have been diagnosed with FASD.  Parents supporting their 

children in coming to terms with their own disability adds another dynamic.  Parents understand 

that disclosure of a disability will maybe provide their child with some community 

understanding and empathetic responses, however, their children might not be ready for that.  

Parents have to find the balance of when to disclose as a way to advocate for their child and 

when and how to support their child in advocating for themselves.  

Michelle: “Well she’s at the age where she doesn’t want me to tell.  For example, her job, 

she says, “I’m not going to tell him that I have FASD, he doesn’t need to know.”  And 

one day she came home, she goes “you know mom, I told my boss.  I told him.”  That’s 

fine, that’s okay, and so it has to come from her.”    

Sarah also speaks to trying to help her son come to terms with his delayed development in 

certain areas.   

Sarah: “It’s okay if you have to have the training wheels yet on your bike.  …Cause he 

gets quite upset over stuff like that.  He struggled a little bit with [repeating kindergarten] 

for a couple years, just the fact that he should be in grade 2 not in grade 1.  [In repeating 

level one of swimming lessons for 5 years] “So every year there’s a bit more, but not 
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quite there yet.  But then we also praise him.  You know, “Okay, you didn’t pass, but 

that’s okay.  You did good, you improved in this area, and you’re doing much better than 

last year, so we’ll try again next year.”  

Participants in this study demonstrated positive responses and thoughtfulness in 

maintaining their children’s dignity.  They are discrete in their supports, mindful of their 

children’s wishes, and try to stream those challenges into positive outlets.   

Friendships are very important for everyone’s well-being.  Linda believes that quality 

peer relationships would “improve their [child’s] quality of life”.   However, the behaviours 

associated with FASD can compromise positive social interactions, often resulting in either 

social isolation for children, or association with peers that are not always the best influence for a 

vulnerable child.  Several participants shared how their children’s poor peer relationships also 

result in negative consequences for them, from the heartbreak when children do not have any 

friends, to the “scary world” when children have the wrong friends.  As Ann states, “it’s a whole 

different world when your brain isn’t helping you make friends.”  

Navigating peer relationships goes hand in hand with keeping children safe. But again, 

parents expressed how they have limited control.    

Lynn: “Well sometimes it doesn’t work, because we’ve been trying for years to get 

Stephanie away from this guy [abusive boyfriend].  It doesn’t work and like, now with 

Ashley too, so I’ve said, you know how your friend is doing drugs and you started again, 

so you have to cut that tie, like you can’t be doing this.  …As soon as we found out that 

she was using [drugs] with a certain friend again, then I just said, “this has to stop.  Like 

you are going to die, you literally are going to die.”.” [18-year-old] 
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Peer relationships were of such value that they were one of the factors considered when 

the parent and school decided to keep a child in grade 6 rather than in the chronological grade 8.   

Rachel: “A lot of the other boys won’t have anything to do with him.  But there’s this 

pack of little boys in his class that are high energy, into sports.  Because he’s so good 

with sports, he can play with them.  But that’s going to end soon, like when they’re in 

grade 8, you don’t play soccer at recess.  In fact, you don’t get recess.”  

This is one example of how dysmaturity in FASD intersects with peer relationships to 

cause some additional challenges for parents (and children).   

There was one participant in this study who shared how children’s positive relationships 

with a boyfriend was a protective factor for the child.  This positive relationship with the 

boyfriend also seemed to buffer some parental stress, not only in the sharing of the co-regulation 

responsibilities, but also to relieve some of the fear and responsibility of keeping children safe.   

Parents want good things for their children, but are limited when it comes to their ability 

to make “the right” people be friends with their children.  Being bullied, siblings not wanting to 

engage, no one attending birthday parties, no friends, the wrong friends, substance misuse, 

abusive partners, and schooling issues are all experiences participants shared, which intersect 

with FASD characteristics and impact peer relationships and, consequently, both the child and 

the parent’s well-being.   

Despite valid reasons for why peers may be struggling themselves, these less than 

optimal relationships influence children in negative ways, and counteract the positive guidance 

work the parent is doing with their child.  This also makes more work for the parents who are 

now managing increased supervision, safety issues, and substance misuse.  Linda noted that “as a 

mom, you’re in turmoil every time your kids are.”  Parents experience multiple emotions on this 
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issue from deep sadness that their child does not have any friends, to fear of who their friends are 

and how damaging that relationship is or could potentially be.  It can be really scary for parents 

and there are some really serious concerns about their children’s well-being as Lynn stated “you 

are literally going to die.” 

Additionally, children not having typical peer relationships also translates to children 

being around the house a lot more than typically developing children.  While this seems like a 

positive alternative to being out with the ‘wrong’ people, this issue has other implications for the 

family. First, this social isolation may provoke aggravated behaviours from children as this 

contrasts their natural developmental desire to be with friends.  As in Linda’s case, “he’s around 

all the time and fighting with the younger children.”  Second, for those families whose children 

with FASD who are rarely out socializing, this results in no natural respite for the parent.  Peer 

relationships seem especially challenging for parents to navigate with their children, especially in 

the adolescent and young adult years.   

Children with FASD can have an uncertain developmental trajectory and there can be 

lifelong implications for parents.  This extended parenting means that the work load lasts longer 

and is more intense, including child care requirements, more co-regulation requirements into 

young adulthood, and extended financial support needs.   Additionally, parents’ social 

engagement is affected.   

Sarah: “As he gets older, the work level isn’t going down like it would with a normal 

child.  There’s still that constant, you know, helping him out with, with lots of things.” 
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Rachel: It’s like raising a small child continuously.  Like, that’s it.  Whereas the other 

child, there’s different things that you have to deal with but it’s less hands on, you know, 

it was more psychological.  But this is like always having a little kid.” 

While children do get older and they do have the capacity to learn some skills, the co-

regulation continues throughout the lifespan.  As Michelle puts it, “it does not get easier, there 

are just different issues that need to be managed.”  For Lynn, and every other parent in this study 

who has children who have moved out, even when they are no longer living in the house, the 

parenting requirements are at a higher level than would be typical for a child of that age.    

Extended parenting can cause social isolation for parents as they continue their hands on  

parenting while others move on.  Many participants are also projecting into the future and 

wondering if or when they will be able to be independent of their children.  

Michelle: “[Other parents our age have] kids are moving on, studying, getting degrees, 

moving out.  It’s more like a mature relationship, they’re making decisions.  Becoming 

grandparents with their children.  While as us, I guess still having that child with us, 

being parent of this adult that other people don’t have.  Their kids are mature, they’re 

moving out.  My husband is thinking of retiring next year and we’re saying, “will we be 

able to go away for a month and not worry about if she’s still in our home and her being 

here alone and taking care of the household.” 

Several participants are currently experiencing the impact of extended parenting, while 

others are projecting into the future, in anticipation of challenges to come.  Some are predicting 

how they will need to take care of housing and support employment for the rest of their child’s 

life.  Our society has a narrative of adults retiring and moving on with their lives as their children 

grow and move out of their homes.  This is contrary to the FASD experience, as children do not 
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gain independence at the same rate and are continuing to struggle with things like substance 

misuse or lack of employment.  This seems to be another point in the experience where parents 

realize some new and additional losses for themselves and begin to re-set their expectations for 

their own lives, in relation to these extended parenting responsibilities.  

Rachel: “My husband and I are both in our early 50s.  He’s like a little kid and it’s just 

exhausting.  Maybe if we were 20 or 30 it’d be different.   

 This speaks to the level of endurance and stamina this parent feels are necessary to 

manage the exhaustive and exhausting parenting requirements.  Parenting children with FASD 

can be very frustrating.  Typical parenting strategies often do not work and targeted FASD 

education is required for success.  The learning curve for parenting children with FASD is 

extensive and parents try to stay ahead of the curve.  Trial and error is a necessary approach to 

figuring out what works for children on any given day and it is difficult to determine at times 

what is disability related behaviour and what might be just related to children’s natural 

development.  Adapting the family, and accommodations that translate behaviours through a 

disability lens, is the approach parents take.  The parent is the accommodation for children with 

FASD, being the calm in the storm and engaging in multiple strategies of co-regulation.  These 

tasks of co-regulation are extensive, exhausting, and often frustrating.  Direct teaching and 

managing tasks of daily living, pushing the developmental trajectory and learning from mistakes 

are all important.  Parents creatively use implicit co-regulation strategies ‘setting the stage’ for 

their children, planning ahead, and setting up the environment and habits of structure in hopes 

for their child’s success. However, they are often faced with their children’s opposition to their 

supports causing some serious outcomes for both children and psychological impacts for parents.  

There are some stereotypical age-related connections to parenting challenges that mirror those of 
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neuro-typical children, however, an FASD diagnoses compounds these and leaves children and 

parents more vulnerable.  Dysmaturity complicates life and parents are also managing so much 

more than FASD.  Parents are case managers trying to balance the demands of life, other 

children, and family responsibilities, with the time and energy requirements of managing FASD 

in the family.  Supporting children’s dignity and managing peer relationships are important to 

these families. Participants shared how they are experiencing altered life courses themselves as 

the parenting demands are extended into their children’s adult lives.  Parenting children with 

FASD seems complex as parents try to factor in all the variables into any parenting decision.   

Subordinate Theme: Schools are a Major Challenge 

 Study participants spoke extensively about their school experiences.  This is the second 

sub-ordinate theme of “Managing Individuals with FASD.”  School success emerged as a high 

priority for parents and a marker of overall parenting success, however, school experiences were 

also one of the families’ biggest stressors.  With school comes a new set of challenges and 

triggers for children.  Different school approaches have been tried, and discourse on academics 

versus life skills curriculum is discussed. Children’s high levels of vulnerability are also 

worrisome to parents as they transition into middle and high school environments that are not 

compatible with FASD characteristics or accommodation needs.  FASD is a disability that does 

not appear to be well-understood and the nature of the current school system seems to set these 

children up for failure.  

Advocacy, educating school personnel, good consistent communication, and 

collaboration between parent and school all require a lot of extra time and energy from the 

parent.  However, parents also shared how the school experience contributed to the “negative 
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feedback loop” and increased stress levels.  Parents felt that their hands are somewhat tied when 

it came to implementing accommodations and supportive strategies for their children in schools. 

Most parents feel that school and academic achievement is a marker of success in our 

society and a pre-requisite to an independent and successful life.  Parents of children with FASD 

also feel this pressure to ensure their children achieve their highest potential.  Participants’ 

narratives seemed to indicate that school was one of their top priorities, and their child achieving 

grade 12 was a marker of family success.  However, all participants agree that extensive 

accommodations are necessary for their children to achieve this goal.    

For those families whose children are not yet old enough to graduate, success is measured 

even in just attending school on a daily basis.  School, in fact, was so important to Marie, that 

they pulled their child out of a treatment centre against the recommendations of the doctors, so 

that he could start school on time in the fall.  The belief that future independence and success in 

life is strongly correlated to high school completion serves as a strong motivator for parents.  

Candace: “I’m trying to get them through school.  And trying to get them to the point 

where they can support themselves.  So, we are trying everything that we can to…it will 

be next to a miracle to get them through school, to graduate, and we all know that it’s 

pretty hard to get anywhere if you don’t graduate.”   

Parents feel a personal responsibility for their children’s completion of high school.  Not 

only to ensure the success of their child, but in their drive to be a successful parent.  

There are, however, a variety of challenges for families that come with the shift to the 

school years.  Ann shared how the start of school was when the “negative feedback loop” really 

began for her.  Distressed teachers, constant challenges, and report cards that seem to set children 

up for failure are all part of this negative feedback.     
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Ann: “… And the negative feedback loop is that the teacher is calling you and often in 

genuine distress.  Often crying.  So the teacher calls crying because your child is so 

upsetting to her.  And that’s where that starts, then you’re not getting, you’re not getting 

that sweet report card that you get when your kid’s brain is working for them.” 

Participants shared how the challenge with the school is constant with the school being in contact 

most days about something.  Michelle also shares how school was a “very hard time” as it was 

also a trigger for her daughter, estimating that she was raging every other day as a result of 

triggers related to school.  Marie too shared her experience of there being a lot of backlash from 

their child’s frustration with school.    

Marie: “He never verbalized anything, but it showed at home when he came home after 

school.  That’s when he would get frustrated and angry, especially if he had homework.  

Homework was tough, or reading…”  

Many of the participants shared how homework caused a lot of extra stress in their 

families, not only as a source of frustration for parents, but also as the catalyst for some 

challenging behaviours and even parent abuse.    

Rachel: “Frustrating, well not his fault, but we sit down and do math with him or 

numbers or something and he just doesn’t get it.  Or he gets it one day and forgets it all 

the next day.  And it’s just really hard.”  

 

Marie: “The homework thing was always stressful.  I’d try to help him and of course he 

couldn’t get it, it was frustrating, then he’d get anxious.  Then there’d be this tension 

building, then I’d try to help him, then he’d start yelling.  “Let’s stop for a bit,” and I’d 
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walk away, then he’d follow me around the house.  It was really, really stressful the 

school thing.” 

   

Michelle: “Doing homework with me just wasn’t working, was driving my husband 

crazy.  I was getting abused.  I was getting pencils, papers, books, erasers thrown at me, 

hitting on the table, talking loud.  That was daily for sure.”  

Several parents shared how they eventually had to make accommodations so that the 

child would do homework at school.      

Linda: “He can’t do homework at home so we have to arrange it so that his school work 

stays at school.  So once a week, we do a tutor at school so that again stays at school.” 

 

Michelle: “So there again, having to go to school and saying, “I’m walking away from 

doing homework.”  There’s an afterschool program, if you can have her in there, that’s 

great.  If not, she’s gonna do homework at school because I’m not doing it.  I’m not 

doing it.”  

 This pressure to do homework and keep pace with the educational expectations also has a 

time and energy factor to it.  

Candace: “I kind of dreaded coming back [from vacation], because once the girls start 

school, it’s just going to be a nightmare, you know, trying to get them to keep up with 

their schoolwork.  Very taxing, like, I work full time, and ideally you should be 

communicating or emailing every single teacher.  But when you’ve got [2 children], it’s 

just overwhelming.  They have my email, but teachers generally don’t take the initiative 

to contact me…”  
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Sarah: “I want to say, trying to find the time to work with him at home in order to get him 

caught up to where he should be, that’s the biggest challenge with education.  And I feel, 

sometimes I feel really guilty if I’m not able to sit down with him every evening to read.”  

After parents’ exhaustive attempts at navigating homework, there seems to be a sentiment 

of parental failure, frustration, and of being judged when they shift into making alternative 

accommodations.  Additionally, and perhaps not as evidently, there seems to be a sense of loss 

for the parent as they are willing and able to take the time to sit and help their children, while it is 

also a negative experience.  There also seems to be an incongruence between school expectations 

and the child’s ability to reach those standards, with parents getting caught in the middle.  

Parents are following school recommendations and trying to help their child get “caught up to 

where they should be”, and then feeling inadequate when they cannot get their children to attain 

those goals.      

All participants spend a lot of extra time and energy advocating their schools for 

appropriate accommodations and alternatives that best suit their children’s needs. They meet 

regularly with school personnel and sit on school committees.  Parents have spent a lot of time 

educating their schools about FASD and have tried every alternative the school system has to 

offer.  While there have been some successful accommodations, overall there is a sense of stress 

and frustration at the options available to these children and high levels of time and energy go 

into navigating the school experience.   

Michelle: “Trying to explain to others and others meaning educators as much as family 

and friends.  That [typical strategies] won’t work with this child.  Can we try something 

different instead of harder?” 
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Parents have tried private tutoring, private schools, and specialized programs within their 

schools.  Parents also discussed the FASD-specific classrooms in one school division in 

Winnipeg.  One thing several parents agreed upon was that these specialized FASD classrooms 

were not appropriate for their family.  Not because of the programming, but rather because the 

socio-economic status of the neighbourhoods in which they were located did not match their 

family.  This resulted in feelings that either their child will be exposed to the related stereotypical 

family dysfunction of low SES and challenging behaviours, or their child would be low tracked 

as a result.    

Rachel: “I just won’t do it.  Maybe it sounds snobbish, but the kids that are in that 

program, the socioeconomic issues, the dysfunction that they have within their families 

is, yeah, just so huge compared to ours.  And I think he’ll actually regress…and I think 

it’ll just be a lower bar.”  

Michelle agrees that specialized FASD schools were not the answer for her family either.   

Michelle: “I was not willing to send her to a special school where the whole school is 

FASD.  Because, one, it wasn’t in [our first language].  Two, it wasn’t in my community.  

And three, great models for Emily (laughter).  Hey, I could do that, I could do this at 

home.  No, I’ll leave her with normal people as much as I can.  That wasn’t an option.”  

Parents have tried or are trying alternative programs, including offsite programs and 

combined high school and trade training.    

Candace: “This year is going to be quite different, because, like they failed a few courses.  

They get help from the resource teacher, but they have a little way to go.  They will be 

going to high school half days and then going to [trade training college] the other half 

days.  School has always been challenging.  
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Lynn: “They put her in a different program, that’s when she was doing the drugs, and we 

found out.  They put her on offsite.  When they put her on offsite, one to one, she did 

really well.”   

While some of these alternative education strategies were somewhat effective, none in 

particular were praised by parents or were long-term solutions.  Parents are doing lots of trial and 

error with schools within the existing systems.  Parents spoke of some accommodations in their 

schools, from oral testing to crediting work done while attending drug rehab programs.    

Marie speaks to her experience with school accommodations and the importance of 

having an official diagnosis.  (her son was diagnosed at age 17)  

Marie: “Beginning years weren’t bad.  He always needed extra help because he struggled. 

The poor kid struggled, he’s reading the book crying.  He always got help as much as 

they could but back then they didn’t know he had FASD so they were just probably 

helping him not knowing that.  When he got older he got to the point that he just didn’t 

care anymore.  They were very supportive in all the ways they could be, then he got a 

diagnosis and accommodations started happening…then they knew what to work with. 

They’ve always been supportive once they knew [that he had FASD].  They modified the 

program for him so that was a blessing.”  

The accommodations that were made at this point, however, ended up being a bit of a 

catch-22.    

Marie: “They took things down a notch [school programming], but then he felt like, “I’m 

an idiot because I’m with that group of kids.  I’m stupid.  I’m retarded…I’m sure it was 

so frustrating for him just going to school knowing everything you do or try to do, you’re 

not going to do well at it.”  
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 While a diagnosis is necessary in schools to get supports or have accommodations put in 

place, Linda shares her frustration that FASD is not recognized by schools as a disability that 

qualifies for supports.  Even with a diagnosis, it does not mean schools know how to support or 

accommodate for this diagnosis.  Sarah shares how their school had no idea what they were 

going to do to accommodate her son during gym class.  Things like bussing, while this was felt it 

would be an important accommodation for keeping the child safe, was not an accessible 

accommodation to one participant leaving them to figure out alternative strategies of just getting 

their child to school every day.  

When parents make hard decisions based on their understanding of FASD, their child’s 

needs, and their parenting experience, schools have not necessarily been supportive.  This was 

evident in parents feeling judged by ending the homework battle with their child as well in 

Sarah’s experience of having her son complete kindergarten twice.    

Sarah: [Bradley did 2 years of kindergarten at parent request] “His birthday is in October, 

so we put him in the first year, like when he was four I guess.  But we said to the school, 

“If he is not ready for grade 1 at the end of this year, we want him to repeat 

kindergarten.”  He had been in preschool and we kind of knew it was going to take a 

while for him to figure it all out.  And it took him 9 months to figure out the routine of 

school.  So, you know, that second year of kindergarten, and it wasn’t bad actually.  The 

only thing is the division informed me that he most likely would not graduate high school 

if we did this.  Ya, if he repeated one, if a child repeats one grade they will not graduate.  

There’s not much chance.  This is what they informed me of, and I just thought to myself, 

where’s the parental support?  That doesn’t have to be the norm.” 
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This pre-deterministic failure is definitely not supportive of parents, but also not in line 

with an understanding of FASD and accommodation needs of this complex disability.  To say the 

least, this lack of understanding at the school level has been problematic for current study 

participants.  

As several participants saw the developmental gap widening, they seemed to shift their 

beliefs and values of what their children’s schooling needs really were.  School still holds high 

value and priority, however, parents expressed how they would like more accommodations in 

schools that include life skills training and an academic focus that fits the child’s specific needs.  

Rachel: “A school that teaches grade 3 and 4 over and over and over up to grade 5 like 

repeatedly…in some way, shape, or form.  Like we did grade 4 twice and it didn’t faze 

him.  Like teach him time.  Or money.  Forget about the more complicated things.”  

 

Michelle: “You know what, it’s not important that she learns her facts, let’s skip that 

completely and move on to something else.  I understand educators want to bring those 

children to the highest, but I think the parent really has to be an advocate for their child 

and say, “you know what? This is not an issue for us.  We’re walking away and we’re 

moving on.”  I’m sure for teachers, principals, resource teachers can’t believe it.  Their 

mouth dropped out to here, but it’s important to give that message and say, “you know 

that’s not the issue right now.”  

Part of this is realizing that parents have bigger issues at hand in managing their child’s 

well-being and could use the schools support in teaching these very important skills.  This is 

most likely a result of parents understanding of their child and setting some realistic expectations 



FAMILIES WITH FASD 97	

for them.  In our society of pushing for high level achievement, Michelle puts it plain and simple 

with a more inclusive definition of success.    

Michelle: “You know, [higher education] is not for everybody.  We need people to do the 

everyday jobs and they’re just as important.” 

Ultimately, appropriate accommodations are really important for both children and 

parents feeling successful.        

Lynn: “I think once she was at offsite, it was much easier because she felt successful, 

because one-on-one she did great and so she’d come home and say, “Look what I’ve 

done, look what I’ve done!” 

Parents expressed their worry about their children’s future school experiences and the 

lack of accommodations available to them.  While the elementary school experience has been 

relatively positive for Rachel’s family, the next steps for them are quite worrisome.    

Rachel: “I think the real worry is to come.  There’s like trajectory and growth gets further 

and further apart.  So we’re very, very, very concerned about him for grade 7.  Right now 

he goes to this tiny little school, there’s only one class per grade.  And it’s like this 

loving, caring school.  Most of the parents live in a high end, wealthy neighbourhood and 

so the kids are doted on.  And he’s gonna get spit out of that in grade 7 and he has to go 

to a bigger school for grade 7 -12.  And it’s beside a mall and the kids can leave, like, 

like. I mean, like, like it’s physically, like it’s not okay for him to go to the mall… I’m 

really stressed.”  

Candace also shared how there are extended time requirement, since her children will 

take longer to graduate than typically developing children.  
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Candace: “So it’s a slow road, and the girls know that it’s going to take them longer to 

graduate.  But, you know, they don’t really care about graduating with their friends, 

because they don’t really have any friends at school.  They know it’s going to take longer 

and they’re okay with that.  I’m not necessarily okay with that.”   

 Whether this extra challenge is time, energy, frustration, abuse, or feelings of parental 

failure, Candace’s statement “I’m not necessarily okay with that,” is relevant in speaking to 

parents positioning on this school experience.  School success is a marker of parent and family 

success.  Families are currently experiencing or did have a lot of challenges in schools.  Parents 

are working extremely hard in managing these FASD realities and navigating through the current 

school systems, but much of their efforts are not resolving their issues and they are stuck in 

challenging situations of elevated stress and worry.  School is a large part of family life and it 

seems essential that both children and parents feel successful in this domain.  Schools have the 

potential to make a big difference in the lives of these families, and while there were some 

reports of supportive people in the school system, this seemed incidental.  Schools understanding 

of FASD and how to accommodate effectively seems extremely low for these families.  Parents 

are working hard at advocating and putting in a huge amount of time and energy in supporting 

their children in school, but success rates are also on a different level than neuro-typical children, 

and parents are fielding some negative feedback from the school on a regular basis and needing 

to stand their ground on knowing what is best for their child.   

Subordinate Theme: Managing FASD in the Community 

Families live and interact in communities on a regular basis.  “Managing FASD in the 

Community” is the third sub-ordinate theme of “Managing Individuals with FASD.”  Study 

participants shared both the positive and negative experiences of their communities including 
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how the invisible nature of the disability and the associated stigma impacts the family, issues of 

social inclusion for both children and parents, and how they felt community can make a 

difference in the lives of families with FASD.     

Most, if not all participants in this study have children without the physical features of 

FASD.  The invisibility of this disability posed some challenges for parents.  As Candace put it, 

people don’t really know what parents are facing.  

Candace: “And even if you are talking to other people, they really don’t know what 

you’re facing at home with FASD.  Because on the outside, it can appear that the girls are 

fine.”   

Linda’s son “flies under the radar” as well.  Despite there being a substantial disability.   

Linda: “He’s very high functioning and he’s very good looking.  He looks normal.  He 

flies under the radar for everything.  But his brain is not functioning fully.  His common 

sense, his executive functioning, his social skills aren’t quite all there.”  

Ann explains how the invisible nature of the disability impacts everyone’s self-esteem. 

Ann: “I think it’s on the same page as that negative feedback loop.  You’re getting 

negative stuff back from the community.  Now, we have a fairly substantial, very 

supportive segment of our community.  But there’s still, right, there’s always going to be 

someone who doesn’t even know that your child has a diagnosis and just wonders why he 

did do that.  That’s kind of working on everyone’s self-esteem.”  

The multifaceted nature of this dynamic disability seems difficult to explain briefly.  

However, parents feel they need to explain to others in order to protect themselves from the 

associated stigma and to protect their children from harsh judgements given that many of these 

behaviours present as immaturity, not being well-parented, or pure delinquency.   
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Rachel: “Fetal Alcohol Syndrome, oh, you’re a bad mom.”  It’s like, you know, wasn’t 

me, you know, that kind of thing.  Trying to get in to explain more and more.  So when 

you just say intellectual impairment people don’t ask questions.”  

There is more to this explanation when it comes to adoptive experiences as Rachel goes 

on to explain her child’s right to privacy.    

Rachel: “If when you start going into it, Fetal Alcohol Syndrome, - “Oh, wow!” -“But it 

wasn’t me.” “Oh wait where’s he from?” –“He’s from [location].” It just becomes this 

huge story.  You’re telling people that are kind of almost strangers your whole life, and 

it’s not necessary.  And that’s one of the things I thought the adoption agency did a very 

good job on was explaining your child’s right to privacy.  People don’t have to know.” 

The FASD characteristic of dysmaturity can complicate this social experience.  Rachel’s 

son plays hockey at his chronological age level, yet he behaves much younger.    

Rachel: “And we talk to some of the other parents too.  Like he’s annoying to the other 

kids, and they don’t know why.  They just think he’s a pest and he’s stupid. …We also 

explain to the other families that we’re with, he’s intellectually impaired.  Because 

they’re gonna think like, “oh my god, he is a terribly behaved kid.”  You know, that kind 

of thing.  And it’s like, you know what?  This is what happened and dadadada.  “Oh 

okay,” then their expectations are different.”  

Physical appearance also helps with community’s judgement and expectations of the 

child.  

Rachel: “And he looks so very, very young for his age, too.  So he doesn’t even look like 

he’s 13.  Like, physically.  So he fits in like he’s two years behind in class but he just 
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looks like the other kids, in fact, he looks even smaller than some of the other kids, so it 

helps with expectations that way.”   

But not all children benefit from their physical stature matching their functional age as most 

children with FASD fit more with how Linda described her son, looking ‘normal’.  

 Disclosure of this disability seems important for resetting community people’s 

expectations of the child and protecting families from harsh judgements, however the logistics of 

how to do this in a way that does not perpetuate the cycle of stigma and also respects children’s 

rights to privacy are more complicated.  Linda reflected feeling conflicted about the stigma 

associated with the diagnosis and how, while she wants to protect her son from being treated 

differently and does not want to feel that stigma herself, there is a need to bring this 

understanding and awareness forward in the community and only when it is talked about and 

labeled as FASD can this stigma be broken down.   

 Participants spoke of their needs for social inclusion as an important part of well-being 

for both children and families.  However, characteristics of FASD seemed to complicate their 

capacity to engage in the community.  Leaving the house also increases that probability of 

triggers as environmental accommodations and routines are so critical to children’s success, but 

are much more difficult to navigate in social situations outside of the home.  Sarah discussed 

how difficult it was to go to restaurants and how they accommodate by letting him play on his 

Nintendo to keep him busy and do not enforce sitting at the table.  Michelle shared how 

depending on the day, there could be multiple “flare -ups”, especially if they were not in their 

regular environment or there were unexpected changes in their routines.  This certainly has the 

potential to isolate families, as leaving the home environment becomes a lot of work or 

potentially causes meltdowns.    
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Lack of community engagement can impact family well-being negatively.  This was part 

of Linda’s assessment in determining their family well-being rating.  She exclaims how she does 

not know how they got to be a family that does not attend church anymore.  Whether this is 

fallout from the FASD diagnosis, or just the other compounding realities that this family is 

facing is unknown, but in this case, lacking this social engagement has been identified as 

negatively affecting this particular parent.  In Ann’s example below, FASD has definitely 

impacted her ability to socialize even within her own home.   

Ann: “Everybody who knows me knows if I invite you to coffee at my house, keep your 

purse with you.  And because they know that, they’re not going to invite my family to 

their house, not on mass, and they’re certainly not going to invite some of the children, 

right.  So as soon as the kids were out of the young childhood, that totally disappeared for 

all the very right and obvious reasons.”    

Michelle also agrees that FASD diagnosis in the family impacts her social life.    

Michelle: “Another challenge is maintaining a normal life.  You know when you do the 

hockey team, or our oldest one danced, and you mothers get together and you do, builds 

up an array of friends.  And you get together for BBQs and, can’t really do that.  So really 

it limits, your friends have to be few and understanding.   …Accepting maybe is what I 

should say.  Accepting that this is different.  So I think maintaining healthy social 

activities is really a challenge too.”  

Maintaining healthy social experiences for the children in the community also seems 

important to families.  However, as discussed previously, most children in this study have some 

challenges with navigating peer relationships successfully.  This also translates into the 

community, as Lynn says, “My kids know who likes them and who doesn’t.”  Navigating this 
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social inclusion for children goes beyond school experiences as Michelle is now trying to figure 

out ways that her daughter could potentially build some friendships or at minimum be included 

in a social arena of sorts.    

Michelle: “One day she broke down and she said, “Mom, I have no friends.  You and dad 

are my only friends.” (crying).  So trying to think, where could I plug her in.  We don’t 

really have a youth group at church, school friends don’t want nothing to do with her 

anymore.  

 Extra-curricular activities in the community are another way that parents are trying to 

navigate social inclusion with their children.  Dysmaturity, however, poses a challenge for 

parents and children as most extra-curricular activities are organized by chronological age.  

Rachel’s son plays hockey at his chronological level because of his ability, but parents have had 

to educate the coaching staff to treat him at a much lower developmental level.  In Sarah’s case, 

the extra-curricular activity does not match her child’s capacity and also has negative social 

experiences of direct exclusion.  In playing soccer, for example, he cannot keep up with the other 

kids and gets excluded and pushed around.  Parents are certainly trying to advocate for 

accommodations in extra-curricular activities, but this responsibility falls entirely on the parent 

and the system seems to be set up for failure.  For example, Sarah has also navigated swimming 

lessons for her son.    

Sarah: “The first year we put him in public swimming…and they would work with him, 

and then the rest of the time he’s off in the middle doing whatever he wanted and they 

weren’t even watching him…it just doesn’t help.”  

Sarah switched him to semi-private lessons and sits on the side of the pool and works with him 

while the instructor is with the other child.  Despite this accommodation, her son has participated 
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in level one swimming lessons five times and still has yet to “pass”.   While the accommodation 

was made for the child to attend swimming, there was not an accommodation in the pass/fail 

dichotomy leaving the family feeling unsuccessful and having to repeat the level rather than the 

swim organization celebrating the successes that the child did accomplish that year.  Candace 

also experienced this with her daughter’s piano lessons.  However, this piano teacher was able to 

work with the parent and follow the needs of the child a little bit more, adapting the expectations 

to fit with the capacity of the children rather than the outcome goals of the instructor.  In this 

strengths-based approach to extra-curricular activity, the children can stay involved at the 

capacity level that they can manage, and reap the benefits including enjoyment and manageable 

challenge that leads to incremental skill-building.  In order to do this, the community needs to 

understand and accept FASD as a disability and be knowledgeable of how to make appropriate 

accommodations.  Community engagement and social inclusion proved important for both 

parents and children’s well-being, yet there remain many challenges in this area.   

Subordinate Theme: Experiences of Crisis 

The forth, and final sub-ordinate theme in “Managing Individuals with FASD” is on the 

topic of crisis.  While there is always a certain level of stress and challenge for families on an 

ongoing basis, several of the families in this study have also had serious experiences with their 

children and families.  Within these eight participants’ narratives were experiences of children’s 

substance misuse, early pregnancy, abusive partners, placing grandchildren for adoption, 

multiple rapes, attempted suicide, running away, stealing, assault, and having children 

incarcerated in the criminal justice system.  Three of the eight participants have also required 

alternative living arrangements for their child with FASD, as the violence against them or 

siblings escalated to a level that was no longer manageable or safe within the family home.  
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One of Lynn’s children has had a baby with an abusive partner.  Lynn expressed multiple 

concerns in this scenario.  First that her daughter had a baby and is not able to care for him.  

Second, that the father of her baby is her abusive partner, and third, that Lynn is not really sure if 

the baby was also prenatally exposed to alcohol.  Perpetuating the cycle of FASD is a real 

concern for parents.  During court proceedings regarding the baby’s custody, Lynn also 

experienced being threatened by the abusive partner and the baby was eventually placed for 

adoption, a loss of a grandchild for Lynn. 

The challenge of managing this situation with a child whose logic and reason are 

compromised by a serious disability means that parents are often fighting losing battles.  Lynn’s 

daughter did not understand why people kept saying she could not parent and thought everyone 

was just being mean to her.  Lynn also shares her experience of trying to support her daughter in 

leaving this abusive relationship.    

Lynn: “…when she says she’s going to clean out…we’ve brought her home 13 times and 

I’ll just tell you.  We live in a bi-level, okay, so one time I picked her up in town and she 

cried all the way back saying “I know you’re right, he’s abusive.  I deserve better,” you 

know, the whole thing.  Sobbing, sobbing.  And I’m not lying, she walked in our house, 

walked up the stairs, picked up her phone and called him and said, “I miss you.  Come 

and get me.”  I’m like, “are you f*@!ing kidding me.”  Yeah, so we’ve had her home 13 

times and now she’s asked about 10 more times to come back and we’ve just said no.  

No.  It’s too hard on everybody here.  You know, like this can’t keep going on.” [22 years 

old]  

While parents do want to be supportive, balancing the needs of all family members seems to 

be a repetitive theme, especially when it came to these elevated behaviours.  
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Children with FASD can be extremely vulnerable.  While there are some every-day types 

of safety concerns, there are also more serious safety concerns with these children.  Lynn 

describes her experience with another one of her children with FASD who “Doesn’t get the red 

flags.”   

Lynn: “Then Ashley has been raped twice.  Because of her FASD, she doesn’t get the 

consequences of her actions, right?  So, she’ll put herself in really dangerous positions 

where she gets raped.  And one of them was with a really good friend of hers, which 

really then brought her down. …She doesn’t ever get the red flags.”   

In a possible domino effect from being raped, Lynn’s same child also attempted suicide.  

Which is how they found out that she was also misusing drugs.  Raped twice, attempted suicide, 

and substance misuse, all by age 13.  These are examples of serious adverse outcomes for both 

the individual with FASD and their family.  “You just kind of try to keep them safe”, Lynn 

states. This statement may indicate both the reality of this heightened level of vulnerability 

mixed with the parents relatively limited reach of protection given the societal contexts and 

mobility of children.    

Parents shared how stealing is another challenge they face with their children.  While 

stealing is strongly connected to FASD deficits in cause and effect reasoning, combined with 

impulsivity, this causes parents some multiple challenges, as it runs into direct conflict with 

society’s laws.   The consequences impact both child and parent, as well as the community.  

Participants shared experiences of their children stealing from parents and siblings, from stores 

and even breaking into people’s homes.  Marie shares her experience.   

Marie: “When he was 13 or 14, this is when it all sort of got really ugly.  He broke into 

my girlfriend’s home, well know friend of ours for years, him and another guy or two 
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guys.  …Anyway, long story short, she charged them.  She said, “you know what? I don’t 

care.  I know you’re my friend, I’ve known you for years,” but she charged him.  He got 

a criminal record and it was not long after that we couldn’t handle his stealing and drug 

use so we found out about the behavioural health center and we got him into that.  …It 

was good while he was there, I think it did a lot of good for him but as soon as he got out, 

back to the same habits and behaviours.”  

There is a lot going on in this quote: stealing, break and enter, substance misuse, the 

beginning of a criminal record, as well as seriously complicating the parent’s relationship with 

this friend.  Stealing and substance misuse also seem to be the breaking point for families 

needing alternative care arrangements for their children.  In this family’s experience they tried 

both having their son live with a close relative as well as using a professional residential 

organization.  While this may have been a temporary solution, the parent was very disappointed 

that it did not produce lasting results.   

With these first charges of break and enter and theft, Marie began managing criminal 

justice with her son around age 13 or 14.  The stealing, however, continued into young adulthood 

and this is something that they continue to manage. 

Marie: “He’s got a real bad history with stealing.  So if he doesn’t have money and he 

needs drugs, then he’ll steal to get the money to get the drugs.  Then he had a girlfriend at 

one time and they got in a tiff or something and she charged him with assault.  Then he 

got another charge.  Those are the two things he was charged for because he can’t control 

himself, right?  Verbally, physically sometimes.” 
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In this example he also added a charge of assault.  Marie’s statement “He can’t control 

himself” certainly indicates her understanding that this is a disability related unintentional 

response, however complicated by the direct conflict with social acceptance and societies laws.   

Once justice involved, there is a snowball effect, as Ann explains.   

Ann: “He’s so justice involved already.  He’s been on probation constantly.  He had his 

first charge when he was 11, which just went to community justice because he was so 

little but it was an arson charge.  And up since then it’s just been a stream of many 

mischief, many theft, and many arson charges.  …I mean now at this point Christopher 

has had conditions against most of his friends.  So you don’t go to court with the one new 

charge.  You go to court with the four or five new charges.”   

As discussed in the parenting section, while Ann works hard to build in habits of 

structure like curfews and white board reminders, when children refuse to follow that structure or 

accept supports, as they often do, there can be even more serious ramifications when this 

intersects with the criminal justice system.   

Ann: “And then if he doesn’t come home the night before then I know that he figures that 

whatever we’re going to court for they’re going to actually deal with it.  Because most of 

the times we go to court it’s remanded.  So if he figures this is the time, this is the real 

thing this time and he somehow has heard from someone or worried to himself that they 

are going to take him either to [location] after court, then maybe he’ll hide.  And that’s 

where, well what can you do at that point?  And so last time he did that, what happened 

was he wasn’t there so [husband] went down to the court and spoke to his lawyer and 

said, “well we don’t have him, but here we go.”  And then came back home and we 

didn’t have him and we couldn’t find him.  And so the next thing that happens is the 
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police come to try and get him and first come to our house, and of course he’s not there 

because he doesn’t want to be found.  But the last time, it was a school day and 

eventually they found him at the school…And then once you’ve done that, they do take 

you in.  When you go to court if you fail to appear but if the police had to get you.  

Anyway, that’s how you can’t always set the stage.”   

Thinking back to the parenting section, this is one of the “adventures” Ann was referring 

to in what happens when children are not accepting of the “stage setting”.  Not surprising that 

this is one of the parents’ biggest stressors as the consequences for not accepting supports can be 

devastating for the child and the parent.  

Some of the most stressful and overwhelming times parents shared was when the child  

loses control, is raging, and nothing seems to be working.  Parents describe this as 

overwhelming, scary and unsafe.  This behaviour ranged from yelling and screaming, throwing 

and destroying things, to outright violence against parents and siblings.  Michelle shares that 

during these times, besides issues of property being destroyed, there are safety issues for the 

whole family. 

Michelle: “There was a time when we wouldn’t even leave knives hanging around 

because she’ll grab the first thing that she’s got and throw it.  So, no knives on the 

counters, no scissors, nothing dangerous around.”   

Most study participants have experienced a high level of violence from their children.    

Marie: “It’s scary because there’s a lot of yelling, screaming, freaking out, throwing 

things.  Like I said, he’s never touched me but like I said, we had to phone the police.  

It’s sad to do that on your own son, but we’ve had to.” 
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Lynn: “She was going to kill somebody in my house.  I mean, because hitting my 

husband.  Well, one time she jumped on him when he was going upstairs and he fell into 

the pantry and took the door right off.  And then she took after one of my other girls with 

scissors, so you know, it just got to be unsafe.”  

An interesting variable to whether this violence was manageable for the family or not, 

seemed to be the relative size of the child.  In the next two quotes, Ann compares the size of her 

children as the major variable that moderates the level of fear associated with violent behaviours. 

Ann: “But for Jason, when he’s angry, it was always very scary.  Once he got bigger than 

me it was scary, which was when he was 12.  When he was a little boy it wasn’t 

frightening, it was overwhelming.”  

In reference to a different child with FASD, Ann says this:  

Ann: “And isn’t it lovely when they’re tiny (laugh), because even if he was violent, he’s 

not that big.  Well for me he’s big enough that it could be scary but, by the time Jason 

was 12 he was massive and it was so frightening.  So, so it hasn’t been the same fear 

leading into Christopher’s rocky times.” 

Linda is predicting that the stress levels for the family will continue to increase, as her son is 

getting older, and shared how the size of her son makes a difference.   

Linda: [He’s always demonstrated aggressive behaviours – but now] “He’s getting 

bigger, and louder and more threatening.  Because he’s still getting bigger.  And he likes 

that.  He likes the power he has with that.  Getting bigger than his parents because of its 

significance.  And using a big voice with everybody.  Throwing his weight around, that 

kind of stuff.”   
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Several families shared that calling the police or the mobile crisis response team on 

occasion was also necessary when things escalated beyond their capacity.  

Marie: “I know a couple times we’ve had to phone the police on him when things got out 

of hand in the home.  When he got verbally abusive, then it escalated, then it turned into a 

physical thing and we couldn’t handle him.  And they’ve taken him away overnight.  

…We couldn’t deal with it anymore.  We’ve tried and tried to deescalate things and it 

just got so ugly.”  

When Marie was asked what kinds of things might have served as a catalyst for this level 

of violent response, this was her response.   

Marie: [what triggered the need for police intervention?] “It’s hard to remember, hard to 

say, but probably to do with drugs, stealing.  Then we confront him and it would be 

raised voices and things like that.”  

This is a big catch-22 for parents who know that trying to manage these behaviours of stealing, 

and substance misuse could potentially trigger an escalation in violence that would require police 

or crisis response support.  On the other side, Michelle’s daughter disliked the experience with 

the crisis response team so much that merely her parent’s suggestion that they might need to call 

helped her deescalate.    

Violent behaviours directed at other family members seem to be the breaking point of 

what a family can manage.  Three of the eight participants in this study required alternative 

living arrangements for their children.    

Lynn: “Nicole got very violent and my husband had just had surgery on his heart and she 

used to punch him in the chest and watch him try to breathe and thought it was funny.” 
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Child and Family Service’s (CFS) response to Lynn was less than supportive.  The family 

was seeking short-term supports from CFS, to get help for their violent child and then bring her 

back home.  CFS’s strategy did more harm than good.   

Lynn: “She was about 14, and then Child and Family tried to say, “well, you know, 

maybe you’re too old, blah, blah, blah.  You shouldn’t be doing this anymore 

[parenting].” They said that because I adopted her, I should be more committed to her.  I 

said, I am committed to her, I just don’t need her in here.  In our home it was a matter of 

we weren’t safe.  I put her in care with the understanding that it would be a temporary 

thing and we would get help for her.  And then in 18 months, she was in 13 homes, 

because she was violent with everybody.”  

This level of violence was experienced by Ann as well, who also needed to find 

alternative care arrangements for her son.   She shares the story with us of the day she knew her 

child would need to be removed from home for the family’s safety. 

Ann: “So he arrived home but he was very very angry.  And that was a big deal for Jason.  

Jason, as a young teenager, well even before, he has rages that last hours and are really, 

really violent.  So he arrived home, but he didn’t stay home.  He was angry so he ran out. 

He ran to the elementary school, which wasn’t his anymore.  He was at the middle 

school.  So the primary school had already gotten to a place where when they saw him on 

the grounds they called the police.  And they had told me they were going to do that, and 

I supported that because it wasn’t’ a safe thing.  So they called the police and the police 

brought him back home.  And at this point he was beyond raging.  He was just in a 

different, a different world.  So, they brought him to my house and they brought him to 

the back door.  And we know the police well.  And that was fine and he came in and they 



FAMILIES WITH FASD 113	

said, “all right Ann, you going to be okay?”  I said, “yup, we’re good”, and they left.  

And Jason ran straight through the house and out the front door.  And they saw that, so 

they just followed him in their car.  But what happened was at this point, it was time for 

everyone to be coming home from school.  And Jason went running out of the house and 

he ran straight into Christopher [sibling], who was at that point in grade 2, so he was 7.  

And the police came back to my house and they didn’t have Jason and Christopher was 

almost at the house and they said, “We just want you to know what just happened”, 

which was that Jason picked Christopher up by the feet and smashed his head into the 

cement.  And so that was the moment that I knew that it just wasn’t safe to keep trying.  

So that’s I mean, that’s the extreme challenge day.”  

Options are very limited for parents who get to this point.  Parents have to make some 

really difficult decisions and there are other family members to consider.  

Ann: “I mean, basically if you have a son like [Jason] who's big enough and out of 

control enough to be physically frightening to everyone in the family...if you have an 

abusive spouse you leave them if you're lucky.  But if you have an abusive child, there's 

really nowhere to turn.”   

Ann continues the story of trying to get supports for her family in this situation.    

Ann: “And then I told you that I made the call.  Jason was in the crisis unit.  And I had 

already been thinking, “I can’t hang on.  I can’t hang on.  He’s going to really hurt either 

me or one of the young children.”  And so the next time that he was taken into the crisis 

unit I refused to pick him up.  And so then I said, “you’re going to have to phone CFS.” 

Because we had already talked with them a bit, but we found them to not want to help 

because of course, right?  Like, if you can manage to parent this child the system wants 
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you to as long as you can, because for one thing it’s free, but for another thing, then you, 

what I did not know then, that there’s not going to be an answer for this boy.  He’ll go 

through a million very specialized foster care placements and other centres and he will be 

kicked out of every one.  Because they’re all scared of him.  Eventually they parented 

him in a house by himself with rotating staff.  And that was good.  That worked, right, 

because if you have staff there around the clock who rotate in and out, who come in fresh 

and their job is to cater to you…We totally dropped any plan of schooling.  We’re just 

like “try and keep this boy safe.” [13-year-old] 

With both Ann and Lynn, this level of violence, when it is unsafe for other people in the 

home, is the breaking point for what families can continue managing.  Sadly, these parents had to 

force CFS’s hand for support rather than finding the strong supportive partnerships they were 

seeking.  It seems that CFS’s, and even society’s expectation are that these adoptive families be 

able to care for these children, seemingly no matter what the situation.  While in the end, all the 

specialized care was not enough, and Ann’s son needed to be parented by 24 hour rotating staff 

in a home by himself.  This is a very different situation than what a family home can provide.  It 

seems that these behaviours and situations require a lot more support even when all the best 

parenting is taking place in the home. The blaming and shaming these parents received from CFS 

suggesting they be more committed, or the parent having to essentially abandon their son to get 

supports leaves them feeling nothing but horrible on top of an already traumatizing situation.   

 Both living with violence, as well as making the decision to find alternative living 

arrangements for the child are some of the most challenging situations parents can find 

themselves in.  Ann shared the intense impact to her family.   
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Ann: “And the damage that does to everybody is crazy and then even when you, even 

when you, you take that hard road out of it, that's a pretty crazy recovery.  So, so I'm 

surprised that in that time our family just didn’t fall apart. And once he wasn’t with us, I 

mean that was something that I never predicted, so that year after that I just tried to get 

through a day at a time because the guilt, right?  The guilt of doing that, what we say to 

them when you adopt is, “okay, here we are.  Now it’s your forever family.  Before it was 

not, and this is your forever family and we’re so glad until you turn 13 and we can’t 

manage.  Guess what, we’re still your forever family and we will love you forever, but 

it’s not safe in our house.”  So the guilt of all of that…” 

Making these impossible parenting decisions can also compromise the marital 

relationship, and something that was already precariously situated becomes even more difficult.   

The recovery from this situation for all family members was intense and took many years.   

Years of “surviving” as Ann states.  Years of managing guilt and recovering the marital 

relationship.  Years of recovery for the other children in the home who had also witnessed 

violence and experienced the loss of a sibling.  And years of recovering for the child who left the 

family.    

Having multiple children with FASD can also complicate these crisis situations, as Ann 

briefly describes.  

Ann: “And then when the younger kids, just when Christopher started to hit his rough 

days, it was so much of a déjà vu, that really everyone was reeling again and I don’t 

know how we all managed that.  But really my marriage almost fell apart at that point 

because what we have to do this again.  But luckily, I mean luckily Christopher is not 

violent.”   
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It is important to note that there is a big difference for families between managing highly 

challenging behaviours and highly challenging behaviours mixed with violent behaviours.  

Christopher, has all sorts of challenging behaviours and is heavily involved in criminal justice.  

But because he is smaller in stature, and not violent, while still incredibly challenging, scary and 

devastating for the family, they continue to be able to parent him in the family home.     

There seems to be correlations between these crisis-level behaviours.  Substance misuse, 

stealing and criminal justice seem to intersect.  Abusive partners, early pregnancy, and loss of 

grandchildren seem to intersect.  Rape, suicide, and substance misuse seem to intersect.  As do 

both violence with loss of parenting and violence with criminal justice.  This compounding 

factor means that families are managing multiple behaviours and situations at any given time. 

 Typically, in our society, when children are in these types of situations: inappropriate 

sexuality, criminal justice involvement, running away, substance misuse, or parents needing to 

relinquish care of children to CFS, we look to the lack of parent capacity and or the socio-

economic status for causation.  In these cases, these are not the parents that would be 

stereotypically handling these types of crises.  These children come from loving, supportive, 

committed, stable home environments with parents who have educated themselves and worked 

hard since children were little to support them and build strong relationships.  Ann makes a 

poignant statement, that “There isn’t a story in our society for when good parents produce 

vulnerable children.”  Michelle also shared how she struggled with this and how she got to a 

point where she found that it was helpful to allow herself to “think the worst”, projecting other 

potential crisis situations in the future, in mental preparation for being able to manage FASD and 

still maintain her mental well-being.  
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 Managing individuals with FASD proved to be exhaustive for these participants.  There 

are many aspects of parenting that are different and difficult.  School, while viewed as a high 

priority, also poses challenges for families striving to meet the accommodation needs of their 

children.  Social inclusion within the community is important for family well-being, however, 

complicated by FASD characteristics and an unknowledgeable society.  As well, managing 

individuals with FASD also includes managing and recovering from some serious crisis 

situations that begin at the pre-adolescent stage and last into adulthood.    

Superordinate Theme 2: Navigating Family Cohesion 

The second superordinate theme emerged from participants’ experiences of family life 

with FASD and is titled “Navigating Family Cohesion.”  This theme adds some new dimension 

to the family layer of the experience.      

Family cohesion emerged as the main overall goal of study participants.  This seemed to 

be one of the most critical markers of family well-being.  Participants shared their overarching 

philosophies that family success and cohesion means togetherness, activities, being healthy and 

happy, having fun together and reciprocal relationships.  Despite this core value, many 

participants spoke of how hard family cohesion was to actually achieve.  There were four sub-

ordinate themes in this area that impacted family cohesion in a variety of ways; Daily Living – 

“It’s never just relaxed”, Challenging Sibling Experiences, Parent and Child Relationship, and 

the Marital Relationships and the Parenting Team.  Each seems to have strong implications for 

family cohesion. Prior to delving into these themes, the standpoint of participants’ philosophies 

of family, adoption and disability are explored and how participants feel that FASD puts a 

“wrench” into family cohesion.  Participants were asked to rate their overall family well-being, 

and these subjective responses are presented.    
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Overarching Philosophies 

Study participants had realistic and positive philosophies of optimal family success and 

seemed to agree that healthy families, a happy home, with respectful loving relationships are the 

keys to success.  

Marie: “Optimal family success to me would be, to be able to live with each other.  I’m 

not saying to be perfect and never argue or fight, but be able to express your opinions and 

be honest.  To have disagreements and express that, but still get along, be a loving family 

at the end of the day.  To be able to joke around, being happy is really important to me, 

…happiness in the family, laughter, joking around, and having fun.  That’s important.  I 

think that’s an optimal family where you have your disagreements but still love each 

other and can say, “I love you, and I accept you for who you are.”  …Security is a big 

thing for me in a family, to know you can come home and open that fridge and grab some 

food and go to bed.  Have a nice clean bed and sheets, and have a stable secure home.  

Have that good foundation, and then build on that for themselves.”   

For many participants, family activities and sharing in each other’s lives is important and 

a measure of family success.  

Candace: "…we try to do something together as a family on Friday nights.  You know, 

go to a movie, or bake or whatever." 

 

Lynn: “Like we do a lot of stuff with our kids and we play cards with them and games 

with them and we are at the beach and we go swimming.”  

Linda measures a healthy and successful family in similar ways, including community 

engagement in events and extra-curricular activities.    
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Linda: “We eat 3 meals a day.  We eat dinner together every night.  We limit our TV 

watching…I think that we’re a realistic family.  I think we try to provide for physical 

activity and opportunities.  When there’s stuff going on, I do it.  Like a Father’s Day bike 

ride, I get out there and do it, and then there’s a road race I sign up, stuff like that.  

[Husband] bakes cookies with them once a week usually, and that’s his thing with Mary.  

…We try to have routines with each kid.  I try to make the kids do cub and scout badges.  

Try to have them do arts and craft, like arts things as well as sports, or well-rounded 

things like scouts or cubs.  Like more than just one activity...I like to get them outdoors.  

We include each other…like the little kids always have to come to hockey.  So we made 

everybody go to [siblings] piano recital, and we made everybody go to [siblings] swim 

meet.”   

Adoption 

Adoption is part of the story of how these families came to be together and thus relevant 

to this theme.  While all study participants are adoptive families, the criteria was to control for a 

homogeneous sample rather than to explore adoption experiences.  Nonetheless, participants 

shared some of their values about adoption and disability.     

Marie: "…you don't always like them but you always love them…when we adopted him 

we made that commitment to be there for him so this is part of it…we just want to know 

better ways how to deal with it. For his sake, and mine, and ours. Just to try to be positive 

because we could have had our own child physically and something might have 

difficulties with it, we'd still be dealing with it in different ways physically, mentally, 

emotionally, it could be a child that was born with some physical thing where we had to 

deal with it. It's just you do, I know it's hard, but you do.” 
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Rachel: "…well, I could've had a child with down syndrome or autism.  So you 

know…it's an unknown…we didn't know, and you don’t know when you have your own 

biological child." 

 

Michelle: "I always told myself whether I adopted this child or whether I carried a child.  

I mean my child could've been born with maybe not alcohol effects, but I don't know, 

Cerebral Palsy or so.  As soon as you get that phone call saying there's a baby for you. It's 

kind of hard to say no. It's like carrying him, you just carry them for a month instead of 

nine months." 

While for some participants, there seem to be no regrets after the fact, that certainly does 

not eliminate the challenge of managing an FASD disability.  These participants were quite 

candid that they would never have chosen to adopt a child with an FASD diagnosis as they did 

not feel qualified to manage.           

Ann: “Well I hate to think that I wouldn’t have proceeded, but it is possible because I 

felt, I felt quite worried that I wouldn’t be able to handle major behavioural challenges.  

And I felt that way because I’d seen some of the stuff that my extended family had 

experienced, which I now expect it was FASD stuff.  But at the time I expected was 

purely related to sometimes unknown trauma before the adoption.  So if I had known at 

the time of adoption, I cannot honestly say.  If I had known it would be this hard.  So 

perhaps it’s good that I didn’t know, because I think I would have doubted that I could 

manage. But I certainly don’t regret having to manage, so that worked out fine in that 

way.”  
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Linda: “Totally mixed feelings [of having FASD in the family].  Like it’s not something I 

would have picked.  If I had been offered a child with FASD, I probably would have 

turned it down because I didn’t feel at the time qualified to look after a kid with special 

needs.  And when we requested a child, I had said no special needs.  I didn’t have any 

experience being a parent or anything.  So I didn’t feel that that’s what we were able to 

do at that point.” 

Putting a Wrench into Family Cohesion 

Despite the strong values in family cohesion, this is not a straight forward endevour for 

families, and characteristics of FASD can challenge these beliefs on a regular basis.  Participants 

spoke of how their children with FASD often “put a wrench” into family cohesion. 

Marie: “Even when we try to do things as a family, me, it's hard because he is always that 

wrench in there. Sometimes we'll sit down to eat and he won't eat with us, he'll go sit in 

the living room or downstairs like, "come sit with us." When he does sit with us, 

sometimes there's tension because he won't talk or he gets angry so there's always that 

little thing but when we try to do a family thing.  Nothing is a really good family time in 

some ways because there's that tension…it but it's just there. Even when he's trying to 

control himself, he always wants to leave early or let’s get going. It's never just relaxed.” 

“Nothing is really good family time; and it’s never just relaxed” have some serious 

implications for family cohesion.  Not even being able to eat a meal together as a family 

emphasizes those terms of “nothing” and “never” for this family.  Linda has a similar experience.    

Linda: "[Joshua] doesn't want to do anything with the family.  Like we're going to go on a 

hike.  "I'm not going".  Hey, we're going to do this.  "I don't want to go".  And if he has to 

go with you, he yells and screams and fights and I'm not going.  I don’t want to go. Why 
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do I have to go with the family? I don’t want to be part of this family….I’m not 

going…you dread these moments, he just has to make things so difficult. And it's sad.  

Sometimes we, you know, we want him to come with us.  He is part of our family." 

Again, global absolute statements like: “He doesn’t want to do anything with the family; 

you dread these moments; he just has to make things so difficult, it’s sad” reflects the point to 

which Linda has gotten over years of trying.  These participants are working hard and striving 

for family cohesion but are being met with opposition and are not reaping rewards for their 

efforts. 

The precarious nature of FASD characteristics also affects family cohesion.  Michelle 

spoke about their experiences of family activities being dependent on how only if the child with 

FASD was doing well, then everyone could have fun.  Having the family’s enjoyment of an 

activity be dependent on the fleeting status of the child with FASD can certainly leave the family 

in very precarious situations, never being certain if they can, or will, enjoy themselves.  This is 

another example of how things just are never relaxed.    

While some participants were able to identify some glimpses of what they considered 

good family activities, and spoke to their importance, the precarious and sporadic nature of these 

times seems to have resulted in lowered expectations, as Michelle goes on to articulate.    

Michelle: "So she came to the cottage when [sibling] was there, we played cards one 

night and the next morning she got up and she "that was fun last night, hey mama?" "yes, 

it was fun" though we didn't laugh enough again but at least we did something together.  

Those situations are not present enough.  And you need those [happy family 

activities/times] cause you can't always be in shit.  It's not fun."   
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 “We didn’t laugh enough again, but at least we did something together.”  This phrase 

depicts perhaps that conflict between the parents’ deep desire for happy family togetherness and 

the reality that with the characteristics of FASD, these moments do not quite look as happy as 

one believes they should or could.  Not surprising that after years of striving for family cohesion 

without reaping the desired benefits, expectations of family cohesion change, but the deep desire 

for it does not.  Linda spoke of the burn out that happens as part of the constant uphill battle for 

family cohesion. 

Linda: "we used to make them all go…it’s exhausting because they are always 

complaining…and we’d just ignore [their complaining] and we’d just, “come on, let's 

go”.  But now, lately, [husband] and I have just been like, because we've had them all 

summer...and sometimes we're just like now “then fine, stay home”.  Which I don't think 

is the right answer.  But lately, we've been doing that."  

These families are not looking for a lot. They want to be able to sit at the dinner table and 

eat together as a family, be able to go out and do fun family activities, laugh together and enjoy 

one another’s company.  These participants are striving for family cohesion within very 

challenging contexts, which seems to be resulting in unmet expectations for what they want or 

know they could have in a cohesive family.  This challenge with family cohesion has detrimental 

effects on families overall well-being.   

Overall Family Subjective Well-Being Ratings 

Study participants were universally steadfast in their position that FASD affects the 

whole family.   

Linda: “I think when I said to you at the beginning (of the interview), I wasn’t sure why I 

volunteered, I think it was because you said you were looking at how it affects the whole 
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family.  And I think that’s why, because it’s affecting our whole family.  FASD affects 

everyone in the family.” 

Ann also reflect the whole family nature of this experience.   

Ann: “He’s now 22 and he’s doing really, really well for him now, but we’ve all been to 

hell and back with Jason, and he has too.” 

Referring to the family experience as going to hell and back reflects the magnitude of effect for 

everyone.   

Each participant was asked to rate their family well-being on a scale from one to ten, with 

one indicating survival levels of well-being, and ten indicating optimal outcomes for everyone in 

the family.  Overall, this rating seems to be on a ‘new normal’ sort of scale and all families feel 

that they are below where they could or should be given their capacity and resources as a family. 

FASD impacts the whole family in some serious and long-term ways and the overall sentiment 

from the study participants is that they are “not bad”, but “it could be way better”.  Below are the 

family subjective well-being ratings of the eight study participants.  Aside from the actual 

numbers, each participant shared their perspective on their rating and why it was either that high 

or that low.    

 Marie: “Maybe half way, 5. I’d say we’re not really bad, but we could be way better.  A 

lot of that has to do with the daily living with a person with FASD.  Would it get better if 

he wasn’t in our lives?  Well, of course it would, but he is in our lives so we can’t just 

discount that and say, “well, we’d be so much better if he weren’t there and it’s going to 

be better when you move out.”  Which it will be, but he’s still going to come around, he’s 

still going to come for family dinners and we’re still going to meet at the lake.  I still 

want to learn how to be a nicer family when we’re together.”   
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 Rachel: “Six or seven.  We’re a stable family.  That bodes well I think.  There is no 

change in parenting.  The kids are solid.  We’ve lived in the same house for more than 10 

years now.  Same neighbourhood.  Those things are all solid.  We have family supports, 

like favorite aunts and grandma and stuff, so that all kind of helps a little bit.  My 

husband and I are both high-end professionals and we have a lot of money, so that makes 

things easier.  I mean, sounds shallow, but we don’t have to worry.  I’m articulate and I 

read up about [FASD].  I can advocate for him.  So I think that’s important.  It’s very 

stressful with him.  It’s been very, very stressful on his brother.  Which is probably why I 

gave him more negative marks.  Probably gave more negative marks because of how it’s 

effecting his older brother.  Otherwise, I probably would’ve given, I don’t know, like an 

eight.  I would never give something like this ten out of ten, that’s just not realistic.  But 

his brother has been very much affected by it.”   

 

Candace: “I’d say we’re, oh, surviving okay.  Um, I don’t know, maybe a three or a four.  

A lot of times I feel like we’re just four people living under one roof.” 

 

Linda: “Well, it’s hard to know because I feel like I probably have higher expectations 

than maybe the average family.  We both have university degrees and I think we 

definitely could be doing better.  Like I think so.  I think there are a lot of things that 

could be much better.” 

 

Michelle: “I’d like to say it varies.  By age of both my girls.  Samantha [sibling] has not 

really been home for two years.  So at a distance, there’s a lot of love.  In person, mmm a 
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bit less.  I have to rate it down the middle.  Just because sometimes I’d say it’s the worst, 

and sometimes…it’s never the best.  It’s never been ten.” 

 

Lynn: “I would say probably an 8.  I think because my kids are basically okay.  I mean 

Ashley was doing the drugs, but we’re getting her straightened up again and we’ll just 

make sure we watch her better.” 

 

Sarah: “For Bradley I would say about a 6, 7, somewhere in there.  There’s a lot of issues 

with my husband and I, so, I’m very cautious to say anything.  Cause if I look at that, it’d 

be a 1 or 2.” 

 

Ann: “Well, I think we actually fall really high, but there have been moments where 

we've almost imploded.  I think at this point, I would say that each person in our family 

has been damaged by this disability and is walking scarred.  But, I mean the closeness of 

our children to each other and the closeness of us as an immediate family, I don’t think 

many families could hope to rival that.  So, I think, in that, I mean I’d have to say we’d 

be at an 8 or 9.  But you know, there were a few years, that I’m just kind of surprised we 

even survived those years.” 

The general message from the subjective well-being ratings is that “it could be way 

better”.  In part this is an expression of how parents recognize that they are not reaping the 

rewards of higher family well-being that should come with the level of efforts and family 

capacity that they possess.  Additionally, it may also be a recognition that within this context, 

this is as good as it can get.  
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 The whole of the participants’ experiences are considered in their ratings.  Their 

overarching philosophies of life and family, the experiences of managing their child with FASD, 

family experiences, experiences of supports, and their own psychological experiences.  The 

reality seems to be that FASD has an effect on every aspect of families and individuals lives.   

There were four sub-ordinate themes that emerged as part of navigating family cohesion: 

experiences of daily living, sibling experiences, parent-child relationships, and the marital 

relationships/parental team.   

Subordinate Theme: Daily Living – “It’s Never Just Relaxed” 

The first sub-ordinate theme of “Navigating Family Cohesion” is “Daily Living – It’s 

Never Just Relaxed.”  While this theme is intimately entangled with other themes, it emerged 

more as an overall state the participants live in on an ongoing daily basis and was identified as 

one of participants’ top challenges.  Adding to the experiences of “Managing Individuals with 

FASD”, this theme explores the experiences of the daily living environment for other family 

members and how the constant nature of certain behaviours, frustration, volatility, and never 

being relaxed, impacts everyone’s well-being.  Participants all seem to live at a heightened state.       

Marie: “I guess just living with him on a daily basis…day to day, hour to hour…learning 

how to communicate with him, so as not to trigger or set him off.  His addictions and his 

anxiety, he’s got quite bad anxiety and ADHD so learning how to manage that as a 

family.  I guess just trying to go about your everyday, daily life and knowing that you 

live with someone like that it’s difficult.”  

This is an all-encompassing statement; including consistent and persistent issues, education and 

accommodation needs, managing secondary characteristics and diagnoses as a family unit, all 

while trying to maintain a typical life.  Marie also shared how there is an ongoing tension that is 
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always present dependent on his mental state saying “he’s always on edge and tense and 

anxious.”  Participants shared their sentiment that there is always “something” going on with 

their children, that it’s “never just relaxed”.   

Frequency of behaviours also plays into this ongoing tension and experience of daily 

living with FASD.  In addition to constant tension, participants’ experiences include multiple 

daily frustrating, annoying and impulse control related behaviours, frequent flare ups, rages and 

meltdowns, regular aggressive behaviours, and most days the school is in touch about something.  

On participant stated, “Every day there is a bit of something, but you learn to walk away from 

stuff.”  This statement also indicates, not only a strategy of picking your battles, but also that 

there is potentially so much happening along these lines of behaviours that the parent just cannot 

even keep up with addressing everything on any given day.  Ann remarks that the daily living 

challenges are mostly small, “small but constant.”  This “small but constant” concept of this 

experience seems to capture the overall essence of this theme.  It is important to note however, 

that the magnitude by which these participants measure what is considered a “small challenge” is 

on a different scale than that of parenting children without FASD.  Additionally, there seems to 

be a cumulative effect of the constant nature of this disability.  While some of the behaviours 

may seem minor when taken out of the full context of these families experiences, their constant 

nature means that families are experiencing these behaviours at exponentially higher frequencies 

and for longer periods of time over the life span than the typical frustrations of parenting.  

Equally, each of these experiences layers upon layer.  Additionally, children with FASD 

typically have difficulty generalizing their behaviour from one situation to another.  This 

characteristic poses some frustration for parents that have to teach or repeat the same instructions 

repeatedly in different contexts.  



FAMILIES WITH FASD 129	

One part of these “small but constant” challenges are related to daily basic needs like 

eating, sleeping, toileting, and safety.  Manners while eating, pickiness, not eating, unhealthy 

eating, and very particular inflexible ways of eating are all things participants manage on a daily 

basis.     

Rachel: “The other day he had cheerios in a bowl, and soup.  And he decided to put his 

face down there and eat them like a dog.  You know, like…?  And then, of course, you 

know, mess…  That was just a little thing but it’s like, really?  Like you just turned 13.  

You’re a teenager.” 

 

Sarah: “Of course, he has a lot of eating issues, so that’s always a real struggle, trying to 

figure out what to make and what he will eat.  Just having to watch him to make sure that 

he’s not overstuffing his mouth...” 

Lynn’s daughter has a very specific regiment of how food can be presented to her. 

Lynn: “Like Ashley, from the time she could hold her own and feed herself, you don’t 

ever mix her food, like everything is separate.  I don’t know what that’s about, but we 

live with it.” 

The constant nature of this is that it is every meal, three times a day, every day.  This 

means that there are potentially challenges with just sitting at the family dinner table together, or 

trying to go out to eat.   

Candace: “Sharon hordes food she really likes to eat…And I go through the dresser 

drawers every once in a while and I find all kinds of interesting stuff like bowls.  They’ll 

have a bowl of cereal and take it to their room and then you find it with milk and cereal in 

it in a drawer.”  
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Eating issues can carry over into health issues, but also into extra work for parents 

picking up after them as their children are literally leaving a trail of bread crumbs throughout the 

house.  While teaching healthy eating habits is certainly a focus for these parents, 

accommodations like regulating food and locking fridges and freezers is about all that can be 

done.    

Toileting issues were also communicated.  While these wouldn’t necessarily be an issue 

for a parent of 2 – 5-year-old children, it can feel much more frustrating when the child is 13 and 

the parent has been working on potty training for 10 years, as in one parent’s case.    

It is not uncommon for children with FASD to have some very specific sleeping habits or 

needs.  One participant in particular shared how her children had very disrupted sleep schedules 

throughout their lives.  The implications for sleep deprivation for parents is important.  In 

Sarah’s case, her son is also very particular about how and where he sleeps requiring multiple 

accommodations.  He has multiple options of where to sleep and needs to sleep in a very 

enclosed wrapped up way or he does not sleep well.      

 All participants shared safety concerns for their children.  While these concerns are also 

part of parenting the individual, they have implications for how parents are living in a constant 

heightened state of hyper-vigilance as they are constantly monitoring a multitude of real and 

potential risks for their children.  Participants reported a multitude of issues, from balloon strings 

around the neck, sexuality, playing tag with cars, to legitimate safety issues for the whole family, 

like potentially burning the house down if allowed to use the stove.  Participants shared how 

everything left out or is accessible to the child with FASD is “fair game.”  Impulsivity issues 

abound, the consequence for which could have significant ramifications.  Several participants 

shared how purses and money cannot be left around.  One participant shared an experience of her 
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daughter taking a bottle of vitamins and sampling them with a friend on the school bus, only to 

later throw them away because they did not taste good.  This is scary and frustrating for the 

parent who needs to lock everything up and was worried about the potential health hazards if her 

daughter had eaten the whole bottle.  In addition, it took three days of back door strategies to try 

to figure out the truth of what happened with the vitamins and there was a cost to replace them.     

The constant monitoring of all activities is quite taxing on participants and this 

impulsivity within the home takes the need for child proofing to a whole new level. While 

children are older and physically able to access more, their understanding of safety is still 

diminished and they often lack the skills to be able to self-regulate.  While keeping things out of 

sight and using locks on doors was necessary, Candace also shared how this also impacts their 

parent child relationship as children have expressed how they feel untrustworthy.    

For one parent, managing incredibly high energy levels was a major factor in their daily 

life stating he is “wildly, wildly excitable”.  This constant high level of energy adds to the 

concept of things just never being relaxed.  The “go, go, go” nature of this child requires the 

parent not only to strategize and provide positive outlets for this energy but it also means they 

are living with someone whose energy is always vibrating at a high level.  Trying to feel relaxed 

in that atmosphere is challenging.   

Many of the behaviours also have a high annoyance factor for parents.  One of the 

offshoots of high energy is non-stop talking, something several participants experience.      

Rachel: “…he’s fun, but he’s in your face…it’s exhausting…He talks non-stop.  I should 

have mentioned this for frustrating things, it’s the non-stop talking.  It’s frustrating too 

because he’ll ask the same question like over and over and over again like even though he 

knows the answer. And it’s just that, he just has the need to just, if nobody is saying 
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anything, it’s just, like, continuous.  And it’s just, it’s absolutely unbelievable.  And he’ll 

just say things that make no sense.”    

In addition to the rages of the crisis experiences, families are also living with explosive 

outbursts or shut down behaviours on a regular basis.  Both the externalizing and internalizing 

behaviours were challenges for families.    

Marie: “It looks like most times it’s verbal outbursts, nasty words coming out or yelling, 

or he’ll throw something.  Just this last weekend at the lake…he came home, he was 

drunk, he’s a happy drunk, not a mean one, and he’s trying to get something to eat and I 

was talking to him and I forget what I was saying even then he got frustrated and there 

was a jar of jam on the counter so he just flung it and it hit the coffee pot and busted the 

coffee pot, the glass part.  Things like that, he just reacts, he doesn’t think.  It’s always 

something gets busted, ceiling tiles in the basement, punch holes in the walls when he’s 

frustrated.  It looks like that.  He doesn’t hit me, he’s never hit me, he’s never really hit 

his brother, he’s thrown stuff at him…[he never comes back to apologize] Michael would 

just blow up and leave everybody to pick up the pieces and himself too.” 

“Leaving everyone to pick up the pieces” of both literally the physical damage of 

whatever has been thrown, but also psychologically of the emotional impacts of living in that 

volatile environment.  Meltdowns or rages are unpredictable and can be triggered by the simplest 

of events.    

Michelle: “…it was supper and we were just sitting down to eat…she came up and I had 

made, oh I forget what it was…quesadilla, but anyways, “I hate the supper!” And took 

the plate, threw it on the floor and I had just spent an hour after a day of work getting 

food ready.  So I kind of broke down there and [spouse] stepping in and saying “Emily, 
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you need to go to your room.  That wasn’t’ appropriate.”  And I basically left the house 

and went for a ride, cause I could not bear it.” 

 Simple things like not liking what was made for supper can trigger some very challenging 

behaviour.  Again, the family is left to pick up the pieces.   

Linda shared how the family bears the brunt of the challenging behaviours before and 

after the medications are in effect.    

Linda: “He functions well at school.  He’s been on the same mediation since grade 7 and 

he got diagnosed with ADHD and that works well.  So in the morning, he gets up and 

he’s furious at everyone, yelling, stopping the other kids in the hallway, won’t let them 

get past, shutting doors on them, hitting them with stuff.  And then finally, once the 

medication starts to work, he can start to function better.  He goes to school and he 

functions well at school.  The teachers love him.  They think he’s a great kid.  He’s never 

in the principal’s office.  He never gets in trouble.  He sits there and concentrates and 

does his work and then by 4:00 when he gets out of school and the medication wears off, 

he comes home and he is furious at me.  He’s yelling at me.  I’ve done everything wrong.  

He hates me.  He wants to belong to another family.  It’s awful.”   

Internalizing behaviours were also part of the daily experience for one of the participants.   

Sarah: “Instead of getting aggressive, he shuts down.  So he’ll, you know, cover his ears, 

or he’ll just go and hide, or he just can’t, you’ll try and tell him something and you can 

just see his stress levels rising. He will go and hide before he will lash out.” 

Whether internalizing or externalizing, participants seem to live in this heightened state 

of volatility being held captive by its unpredictable predictability.  Several of the participants 

shared how their capacity to do anything, whether it be go for a walk, go grocery shopping, or on 
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a family vacation, depends a lot on how the child with FASD is doing on any given day.  Several 

participants shared their particular story of how this influences their lives on a daily basis.   

Sarah: “Well, when I can, like last night, Bradley and I went for a walk in the evening.  

It’s not very often that he wants to do that.  And I, we find, we’re not sure why but he’ll 

say all of a sudden that he’s tired and we know it has nothing to do with energy.  But 

he’ll have to sit down or rest, so he doesn’t like going out for long.  And things like even 

the wind last night, we could tell was bothering him, it was quite windy.”   

In this example, first, the child needed to want to do something, which she states “doesn’t 

happen very often”.  Next, the success of the walk was dependent on his ability to engage in the 

activity, and there were some unknown variables at play relevant to his energy level.  Finally, 

there were unpredictable variables like wind, that parents just cannot plan for.  So in this case, 

the parent is able to go for a walk with their child if they are willing and able, which is not often, 

and as long as there is no wind.  It seems like things as simple as going for a walk poses 

challenges for this family.   

 Rachel shares this sentiment of predictable unpredictability.   

Rachel: [advised camp counsellors] “And beware of the first half hour is gonna be hell, 

and the last hour or so, I mean bad behaviour.  And that’s what affects us a bit, because 

we see them a lot more, like in the morning and in the day time and he’s actually, he can 

be quite pleasant and nice, like, some days are just like, “Wow, you’re wonderful today.” 

Like, be like this every day.” 

In three sentences it goes from behaviours being “hell” during a predictable time slot to 

some days are “wonderful”.  Parents experience a wide range of behaviours in any given day.  A 

roller coaster of emotions and stamina.  Between running fast to put out and prevent proverbial 
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fires, to stopping to smell the roses, parents have to be ready for it all and are never quite sure 

what is coming.   

Many children with FASD have difficulty with adaptation.  This is how this plays out in 

the family setting.  Deviating from plans could trigger the child, so parents need to be very black 

and white, thus killing any opportunity for spontaneity.  We do not live in a black and white 

world though, so sometimes things cannot be planned for, and sometimes deviation is a 

necessary part of everyday life.  In this case, it seems like parents take the brunt of this.   

 The unpredictability of FASD behaviours means that parents are never sure if they are 

going to be able to make or keep their own plans.   

Ann: “I almost didn’t come [to the interview] because Christopher usually leaves before 

9 in the morning…and as he so honestly said, he chooses not to follow the structure.  And 

honestly when he chooses that, there’s actually nothing you can do.” 

While Candace speaks to how her children are triggered if their plans deviate, Ann 

speaks to how children’s behaviour often changes her plans.  This certainly makes it hard to plan 

anything ahead of time as Ann so poignantly points out, “there’s actually nothing you can do.”   

Linda talks about the predictable unpredictability of Joshua’s moods and how those 

dictate what she can and cannot do on any given day.  

Linda: “We leave him at home now sometimes.  It depends.  Like Joshua is pretty 

predictable with his mood.  Like I can tell if he’s in a nice, calm mood and okay, I’m 

going up to Safeway…  You and your siblings are in the house.  I’ll be a Safeway.  I’ll be 

back in about 40 minutes.  Are you okay?  You’re good with that?  They’re fine.  I can 

tell if he’s in a calm mood and he’s not escalated and I know things are good…And I can 

tell.  You can tell when he’s in a walking on eggshells and he’s about to blow and when I 
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can’t. And when he was a couple of years younger, I used to say to him, “I can’t leave 

you.  You have to come with me.”  So at least his moods are kind of predictable, but 

when he’s in the walking on eggshells, it’s just like…” 

The predictable piece is that in the moment the parent is able to tell if their child is 

volatile or not and if they can do something in the moment.  Planning things ahead becomes 

more problematic and unpredictable for these families.     

Interview questions did not focus on any one of these issues in particular, rather, as 

participants shared some of their experiences, frustrations and challenges, the topic of daily 

living emerged.  Living with very impulsive and reactive people affects a lot of things in a 

family.  Living with someone who has issues with eating, sleeping, toileting, safety, high energy 

levels, frustrating behaviours, outbursts, and or shut down behaviour can be challenging.  Every 

aspect of life would seem to be filtered through this FASD reality.  As multiple participants 

stated, “there is always something.”  Families wake up to this reality every morning expecting, 

knowing that there will be ‘something’ and living in a state of hyper-vigilance.  Inconsistent 

behaviour, not following the structure put in place, and unpredictable moods dictate whether the 

parent will be able to keep or make plans for the day.  Within that, no deviation of those plans is 

possible without some fallout and uncontrollable circumstances like wind can also serve as a 

variable.  Triggers to meltdowns can be anything, including simple things that are hard to predict 

and families are left to pick up the pieces when things spiral down.  Higher levels of stress for 

the whole family is the result of these circumstances.  This heightened state of “small but 

constant” challenges is where these participants live.   
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Subordinate Theme: Sibling Experiences 

The second subordinate theme of “Navigating Family Cohesion” is titled “Sibling 

Experiences.”  How FASD in the family impacts other children’s experiences seems to have 

important ramifications for family well-being.  All participants, where siblings were present, 

spoke of various nuances of these challenges. Participants shared their experiences around how 

challenging sibling relationships causes friction for the whole family, siblings experiences of 

abuse and living with violence, the loss of the sibling relationships, and the additional parenting 

tasks of navigating accommodations in these complex contexts. 

 Stressful sibling relationships seem to cause stress for the whole family.  While some 

challenge with sibling relationships is typical in every family, study participants shared just how 

poor the relationships really were between their children.  

Rachel: [Q: Is there a relationship between your two sons?] "No, very, very rarely, like 

very rarely is it kind of like a positive.  Like brother relationship.  It's more just, like 

there's almost continuous friction." 

 

Linda: "Our kids fight a lot, like we're just sitting out there on the patio with them…and 

our kids are like…Fight, fight, fight, fight, fight...The bickering is constant.  The family 

doesn't get along.  I have kids that can't stand each other, kids that won’t hug each other 

goodbye.  Like I don’t know how my family ended up like that." 

Both Rachel and Linda commented on how this is a constant challenge for their family.  

While the fighting is certainly frustrating for the parent, there are perhaps implicit connections of 

this fighting also significantly contrasting the values this parent holds for family cohesion.  
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Additionally, this lack of family cohesion contradicts the parent’s belief that theirs should be a 

happy family given all the family resources and efforts they are putting in.  

Stark contrast between sibling’s personality types also seemed to be a factor in balancing 

both relationships and individual’s needs.  Several participants described their older child’s 

experience as expecting to have a loving sibling and instead “got this woohoo world wind of 

energy doing absolutely nothing that she wanted to do."  Or in another participant’s words “was 

just like the Tasmanian Devil that circles like that comes into the house and just, rocked his 

world."  While some conflict between siblings with different personality types would be 

expected, the extent to which this behaviour perseverates and extends over the years seems to go 

far beyond that of the typical and seems to impact siblings in very negative ways.     

Participants report that siblings are living in volatile environments and experiencing 

direct physical and emotional abuse from their sibling with FASD.       

Marie: “…we have a younger boy who it affects…he sees what’s happening and he tries 

to mediate things and he shouldn’t have to, he’s 13.  [Michael] wasn't very nice to 

him…nasty and just not nice, didn't play with him, always negative, throwing things at 

him, he took his anger out on [sibling] and verbally, mentally, physically, they're just not 

close.  If you would ask [sibling], he loves his brother but he doesn't like his brother.  

He's been too mean to him over the years..." 

 

Michelle: "It had really affected our family life with our other daughter.  It hurts her to 

see us get hurt by our FASD child.  You know, we know as parents it's a temporary hurt, 

because they hate you one minute and they love you the next. But I think it hurts her to 

see us be treated and talked to...I think it sort of hurts her and her relationship with her 
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sister.  And I guess she basically also got abused.  Just mentally.  Not really 

physical…no, yeah because for a while she was biting and throwing stuff and hitting and 

uh, yeah.  So probably mentally and physically abused." 

 

Linda: "…the other kids do not like him.  They're constantly, like, we don't want [Joshua] 

in the family anymore.  I hate [Joshua].  [Joshua] is mean.  And you know what? 

Sometimes like he really is, and you can’t blame them…sometimes he really pushes 

someone down the stairs…And then sometimes he's in a nice mood and they still don't 

want to do anything with him, and it's really sad…It’s not fair to the other kids.” 

Participants quotes “he’s been too mean to him over the years, it’s really affected our 

family life with our other daughter, frightening things that they shouldn’t have had to go through, 

and walking scarred,” seems to indicate that this direct physical and emotional abuse against 

siblings as a lifelong experience rather than incidental events.  Linda’s statement of “it’s not fair 

to the other kids” really speaks to the catch 22 position that parents are in.  Ann’s decision that it 

was no longer safe for Jason to live in their home was very much based on the safety concerns 

and impact that violence was having on the rest of the siblings.  She refers to this decision as the 

“Sophie’s Choice” of parenting moments.  “Sophie’s Choice” in reference to William Styron’s 

1979 novel where a mother in a concentration camp is faced with the decision of which of her 

two children lives and which one dies.   

Participants shared how they are navigating these situations as best they can through 

accommodations, coping, and survival strategies in response to the challenging sibling dynamics 

in their homes.  Physical protection strategies, professional counselling services, mediation, and 

physical separation were the main strategies used to help balance sibling and family needs. 
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Michelle: "…warning our oldest to you know, when you, because she'd aggravate her 

sister.  When you aggravate her you know you’re thinking of your well-being.  Make sure 

that you’re not in harm's way because she won’t' think of that." 

This speaks to one of the predominant strategies of FASD management, that others 

around the individual with FASD are the ones to do the accommodating, rather than trying to 

change the FASD characteristic behaviour.  Parents are then responsible for supporting their 

other children in making these changes, not only for their physical protection, but as one of the 

only options in this scenario of FASD behaviours.  Here the sibling needs to make the 

accommodation to prevent being abused by either not aggravating her sibling with FASD or to 

be mindful of being out of harm’s way if she does.  This is very counterintuitive.  Typically, the 

focus would be on affecting change with the individual with challenging behaviours.  While we 

know, from the section on “Managing Individuals with FASD”, that parents are also trying to 

teach their child with FASD better coping strategies and implementing accommodations that 

diminish the violent outbursts in the first place, this cannot completely eliminate these 

characteristics.  Thus, this adds a new dynamic to the parents’ strategies of needing to 

simultaneously support that teaching of their child with FASD while at the same time support 

their other children to learn to accommodate and protect themselves.  Under these circumstances 

of sibling abuse and needing to be the accommodation, it is not surprising that participants spoke 

of psychological impacts to the siblings.  Two families currently have siblings attending 

professional counselling services. 

Participants shared how a lot of their time and energy is spent trying to mediate situations 

between siblings.  When mediation does not work, physical separation seemed to be the 
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alternative parents resorted to as they strive to balance the needs of all the children in their 

family.  

Rachel: “We just separate them a lot.  They don’t spend a lot of time together.  Which is 

sad…like they never have any good moments together…so that’s like friction there.”   

Having children eat at different shifts or in different rooms at mealtimes, ensuring children with 

FASD are elsewhere when the sibling wants to have friends over, and sending children to camps 

at different times are some of the things parents are doing.  While this separation strategy may be 

logistically and psychologically necessary, and be the only thing that works to keep the family 

going, the consequence is in direct conflict with philosophies of family cohesion. These 

accommodations seem more like family survival strategies than acceptable resolutions for these 

participants.  Linda refers to the physical separation strategies she uses as “terrible”, clearly 

indicating she is not happy with this situation, but trial and error has provided her with no other 

alternative.  FASD behaviours are not flexible, and siblings are still moving along their own 

developmental journeys with their own needs and rights for healthy childhoods.  Being 

responsive to each child’s needs is complex within these challenging family contexts.  Linda 

explains how and why this separation strategy evolved into taking a family trip this year, while 

their child with FASD was at summer camp.  

Linda: "Putting [Joshua] in a car with us is like putting a caged tiger in with us.  Because 

he's just nasty.  He's kicking everyone, choosing what he's going to do, grabbing 

everything, yanking the seatbelts from behind.  He's just a jerk.  He's got to step on 

everyone…he's just not nice.  Whenever we sleep in a hotel room and there's like, you 

know, we get two rooms and there's four queen beds, he always gets his own bed because 

he's going to be a jerk enough about it that he can't share with anybody.  Because he's 
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going to just pull the covers, step on them, hit the other person.  He's going to be so mean 

that nobody else can sleep with him.  And then it's sad because nobody does want 

to...when he finally stops that he's calmed down, “oh [sibling] do you want to sleep with 

me?”  And he's actually in a nice enough mood.  “No, nobody does want to sleep with 

you, [Joshua], because you've been so mean."  

 The cumulative effect of all these experiences seems to have long term consequences on 

these sibling relationships.   

Marie: “[sibling] is older now, he stays away from [Michael]…he’ll go to one part of the 

house, they don’t really say much to each other unless they have to, then usually it’s 

something negative.  Sometimes they kid around and have fun but for the most part 

there’s a tension there.” 

 

Michelle: "[older sibling] has great difficulty still to this day feeling opened and 

welcoming.  I keep telling her someday it will just be the two of you, you know…and I 

told them that it's really too bad if I have two daughters and they don’t get along, but it 

has happened in other families.  And so be it, there's not much I can do about it.  I just 

think it's very very sad. But life sucks sometimes, ya know." 

The loss of sibling relationship is expressed as sadness for participants, indicating that 

this is not only a loss for the siblings, but also a loss for the parents as family cohesion and 

positive family times is one of their main goals.   

A couple other important nuances of sibling relationships emerged.  First, Michelle also 

spoke about how FASD impacts parent and child relationships with siblings and how important it 

is for parents to get respite in order to be able to spend one to one time with siblings. 
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Michelle: [respite] "that's when you get to spend that special time with the other siblings.  

Where they lack that because most of the energy and tension is given to the FASD child." 

  And second, participants spoke of the impact that challenging sibling relationships had 

on parents’ ability to depend on siblings as a family support, specifically for their child care 

needs.  It is quite natural for parents to rely on older siblings to assist with childcare in a family, 

however, for families with FASD there can be some complications and serious consequences. 

Michelle: [story of older sibling being responsible to get child with FASD ready for 

school in the morning] "but many years later, [she] told me “that was the most horrible 

year of my life, when I was responsible to get her ready in the morning.”  And only 

telling me about it years later…from that time on, it was like she got so abused by 

[Emily] that she has had great difficulty forgiving."  

The reality remains, however, that, families still need this type of instrumental child care.  

Ann speaks to the catch 22 of child care within this FASD context.  How difficult it is to meet 

those child care needs by other means, and how valuable the sibling’s knowledge of FASD 

strategies and accommodations are to the family.  This is a delicate balancing act in order to 

respond to all family members’ needs.    

Ann: "And it's very hard to bring caregivers into the house who are not family.  And once 

extended family are just open that they cannot handle the situation with adolescence and 

FASD coming into the house, then pretty much you have nobody who can except the 

other children, right, the grown children who know how things work and know what 

usually happens and are familiar with what you should do when someone's spiraling 

down and what you should not do.  So, I worry about the pressure on them and I also 

worry so I use it as rarely as possible." 
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Challenging sibling relationships seem to dramatically impede quality family cohesion 

and cause family’s high levels of stress.  Within the context of siblings and FASD, there seems 

to be multiple challenges, multiple consequences and few real solutions.  Families seem to have 

just come to a point of trying to cope as best they can to meet the needs of all the children in the 

house.  

Subordinate Theme: Parent-Child Relationships 

“Parent and Child Relationships” is the third subordinate theme related to “Navigating 

Family Cohesion.”  Several study participants shared their experiences of how their parent child 

relationships have been affected “in many ways” by FASD.  Sarah shares how there is a 

personality difference between her and her son that cause a barrier for stronger parent child 

relationships, saying that “there’s not a lot that we really mesh together to do.”  Candace explains 

how she feels some of the FASD characteristics impede her ability to have strong relationships 

with her two daughters with FASD, despite her capacity and desire to foster these relationships.    

Candace: "They don’t want to be touched.  They don’t like to be held or rub their back or 

whatever.  So, you know, it’s pretty hard to bond when you can’t hug them…they’re not 

demonstrative at all." 

Some of the behaviours are really frustrating for parents, which certainly impacts the 

enjoyment parents have in spending time with their children.   

Rachel: "He talks non-stop.  And I should have mentioned this under frustrating 

behaviours, especially because, I am kind of a quieter person.  My husband’s an even 

quieter person.  We read in the evenings…and we have a kid that [won’t shut up]…" 
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The parent child relationship seems to be a compounding consequence of those 

behaviours previously discussed in the section on Daily Living; especially those repetitive, 

frustrating behaviours that contrast parents’ personalities and temperaments.     

The pushing away of parental support also seems to impact parent child relationships.  

Linda shares her experience of her son not allowing her to help him with anything now as a 14-

year-old, but also recounts how he used to choose to go to other parents and ask to be cuddled 

even when he was a young child.  She knows this is most likely rooted in disrupted attachment 

and the brain development in relation to his early childhood experiences, but that does not make 

it any easier.  This pushing away of parent support has emerged as a typical FASD behaviour, as 

part of adolescence, and now as an attachment piece related to adoption or attachment trauma.  

Despite participants understanding what this pushing away is rooted in, it seems to have serious 

implications for the parent child relationship.  

Siblings are not the only ones experiencing aggression as five of the eight participants 

also shared incidence of physical violence directed towards themselves from their children with 

FASD.  Contrasting this, there are also children who rely on their parents to be their entire social 

networks since their peer relationships have ceased, due to their years of anti-social behaviours. 

Relationships between parents and children are best fostered through reciprocity.  

Participants in this study shared how lack of reciprocity of relationship from their child makes 

doing all of the things they need to do to be supportive a lot harder.   

Ann: "But it just gets a lot harder [setting the stage] because he honestly…there's no 

there's no outward sign that he has any warmth toward me at all, at all." 
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Despite all these challenges, participants seem quite adept in identifying even the 

smallest of positive behaviour.  Marie talks about her 20-year-old son and improvements she has 

noticed in the past couple of years that have made a difference for her. 

Marie: "He gets frustrated and he can get verbally get loud and swear or go on a rant but I 

notice when he deescalates he'll even come back and sometimes apologize which he very 

rarely does…" 

For Marie, just having her son apologize “sometimes” for his outbursts is enough for her to be 

feeling hopeful about their relationship.  Ann too, although she shared previously that her son 

shows no outward sign of any warmth towards her, she shares this “surprising moment” of what 

she considers a “declaration of love” from her 16-year-old son with FASD. 

Ann: "There are still surprising moments.  I went to his probation meeting one time with 

him.  Often he doesn’t let me come.  But one of the times I went with him and his 

probation worker said to him, I forget where she was going with this but she said to him, 

"well you know, how would you feel if someone wasn’t nice to your mom?"  And you 

know in these kinds of meetings he sits like, you know, he's trying not to look.  And he 

was still sitting like that.  He won't look at me, he won't look at the worker and he said, 

"oh yeah, well, I'd probably beat them up" (laugh) And I thought, that's as close to a 

declaration of love as I'm going to get right now.  I'll take it." 

The ability for parents to see this behaviour as a positive seems connected to their ability 

to filter it through a disability lens. This ability seems critically important in perpetuating their 

desire to keep trying to maintain the parent child relationship within this context.  The dichotomy 

here is between the intellectual understanding of the disability related behaviour and the 
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emotional response to the state of the parent and child relationship.  When Lynn was asked what 

keeps her going, her response was this: 

Lynn: "They do.  Like you know, they get really mad or [child] will sometimes say, I’m 

really sorry I put the holes in your wall and I love you, mom, or you know, stuff like that.  

It makes it all worthwhile.  And then [child] when he got out of the car now, he goes like, 

"I really love you, mom". 

Maintaining the parent side of the attachment circle with limited reciprocity or direct 

opposition from the child is difficult.  Ann shared how and why they keep striving for this 

relationship.   

Ann: "And you know, when we made him come home on his birthday a couple weeks 

ago, made him pick a dinner and he did actually show up, although only stayed an hour, 

but you know, he'll, he will know that we were always still there begging him to come 

home on his birthday.  So I figure when he's 22 like Jason, it should be okay” [a sibling 

with FASD, who after some very challenging times, has come back to a place of wanting 

to be with family]. 

This previous positive experience with another child has perhaps left Ann with some 

hope.  This contrasts Linda’s experience, as she stated previously, “if others can get to him, it’s 

my job to keep the balls up in the air for him”.  Linda’s experience thus far with her child has 

been a constant pushing away of her and their family.  While Ann too is experiencing the 

harshness of her child’s pushing away, hope seems to buffer some of the psychological impact 

on the parent.   

 Between clashes of temperaments, managing FASD characteristics that cause barriers to 

parent child relationships, attachment trauma, children both pushing parents away and relying on 



FAMILIES WITH FASD 148	

them too much for relationships, and challenges with reciprocity, developing a positive parent 

child relationship seems to be quite difficult and not as rewarding for parents.  This is another 

area that impacts overall family cohesion and participant well-being as they so deeply desire 

those close, nurturing, reciprocal relationships with their children.   

Subordinate Theme: Marital Relationships and the Parental Team 

 “Marital Relationship and the Parental Team” is the fourth and final subordinate theme in 

“Navigating Family Cohesion.” While the study did not delve deeply into all the factors of 

marital relationships that affect family well-being, there were certainly some comments that 

came up in this regard.  Both challenges and protective factors were discussed in relation to 

marriage and the parenting team in each of the families. The importance of the integrity of the 

marital relationship and the necessity of parenting as a team within this FASD context seems 

crucial to overall family well-being.  Both parents being knowledgeable about FASD strategies 

and both being able to parent at equivalent levels seems critical for optimal success.  As well, 

parenting as a team means being able to ‘tag off’ and support each other when individuals have 

reached their limit.      

As became evident in the superordinate theme titled “Managing Individuals with FASD”, 

specific knowledge and parenting approaches are required for successful family outcomes.  

While study participants acknowledged and respect that different personalities and parenting 

approaches are expected in a parenting team, there were several factors that complicated this: 

consistency, parents being at different points of acceptance of the disability, and being at 

differing levels of FASD parenting education.  Consistency is really important when parenting 

any child, but Marie explains how it is even more critical when parenting a child with FASD. 
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Marie: “Consistency was probably the key with any child but certainly with him.  You 

have to be consistent.  You can’t be this way one day with him then let it go the next day, 

because he’s very manipulative, he’ll play on that and he’ll play on me and my husband 

because I’m more firm and consistent and my husband isn’t…He’d play us…It would 

start a fight between me and my husband.”   

Parents being at different points in their journey towards acceptance and understanding 

seemed to create conflict within the team and an unbalance of stress between the parents, as one 

parents’ reaction increased the other parents’ stress.      

Marie: “I’m at that better place [of understanding and acceptance], but my husband isn’t.  

He’s still in that –errrr!”  He’s still in that reacting stage I think.  He just reacts to 

everything and tries to discipline.  Then they’re just butting heads and angry.” 

When there are different levels of understanding of FASD, one parent may use 

inappropriate parenting strategies, causing a chain reaction for negative response from the child 

and more frustration for the parents including one parent frustrated or helping regulate the other 

parent.  Sarah shares her experience. 

Sarah: [when child is overwhelmed] “Okay stop for a minute and, I know, for my 

husband, that’s a really hard thing.  Or my husband will say to do three things and 

Bradley just can’t compute that.  And it’s really hard, especially for my husband, to 

realize that he has to stop and slow it down and just do one thing at a time.  When he 

get’s short with him, then it’s, I find it very frustrating because [husband] doesn’t quite 

understand why he can’t figure this out.”  

Candace experiences a similar challenge of imbalance in FASD education between her and her 

spouse. 
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Candace: “I’ve done a fair bit of reading and I need to do some more.  I’ve been trying to 

encourage my husband to read.  He’s taken very little interest in trying to find out more 

about FASD and like I’m the one that initiated the whole process for the FASD diagnosis.  

I had to encourage him to fill out some of the paperwork.  At one point I handed him the 

book and I said, “If you really care about these girls you’ll read this book.”  Well, he read 

a few pages and it’s been sitting on his bedside table forever.” 

When relationships are strained between one parent and the child with FASD, this leaves 

the other parent in between trying to navigate supporting both their spouse and their child. 

Marie: “He’s calling me, he’s crying because him and my husband…it’s been kind of 

stressful between them.  It’s just anger…you have to move forward and not hate your 

child and say, “I can’t stand to be around him, he’s an idiot.”  You have to get to a 

healthier place with him.  You also need to know how to deal with him better so you’re 

not so angry and feel that [that he needs a break]”    

Marie states that, although they have good communication in their relationships, she feels 

that external supports for her family are also needed in supporting this FASD education.   

Marie: “It [parenting a child with FASD] causes stress but we always talk about it.  We 

always were that kind of couple, no matter what we go through, we always go through it 

and we seem to come out in the end.  That’s why I know if will work, we’ve just got to 

get to that place and get some outside help because I can talk until I’m blue to him but I 

think he needs to hear it from someone else that’s not involved.”  

Several participants spoke of how they rely on their spouse as a support and often use a 

“tag team” approach to parenting.  
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Ann: “There are days when I call him [at work] and say, “okay, I know it’s going to take 

you [awhile to get home] but you’ve got to get here because I’m scared.”  

In fact, many of the participants spoke of the importance of a “tag-team parenting” 

approach.  Being able to “tag” off to each other when one parent has hit their limit was a strategy 

that parents held as high priority for surviving this parenting experience.   

Rachel: “Sometimes it’s just like “YOU deal with it.”  Like I’m outta here, into the 

bedroom, close the door, like you deal with him, he’s yours, I can’t deal with this.  Yeah, 

we do that sometimes.  [It helps], it gets you, or me, out of there when things just build, 

you know, before you say something bad.”   

 

Linda: “We’re good at when he’s had enough, I’m like “I’ll put him to bed,” or when I’ve 

had enough…”can you go?  I’m done with Joshua. I can’t.”  Like the other night, I said, 

“can you go check on Joshua.  I’ll just yell at him if I have to go back.”  And then 

[husband] will go and I’ll hear him and he’ll be happily talking to him.” 

 

Michelle: “I really appreciate each other’s help, ‘cause sometimes it was just a tag team 

thing.  “It’s your turn.  Can’t take it anymore.”…Sometimes it’s just needing that time 

away, that break from the child.  And sometimes it’s really walking away because if I 

stay a minute longer, I’m scared I’m going to harm this person.”  

While this is a successful strategy, Michelle also shares how there is an art to tag team 

parenting.  

Michelle: “So I think being able to, when myself as well as my husband, being able to 

step in when the partner is trying to parent is really having a hard time…him coming in 
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saying, “you know what, you can walk away, I will keep up.”  So very appreciated to 

have that radar up to say.  Knowing when to walk in, when to stay away, when to take 

over.  So it’s really needed tag teaming.”  

Michelle shares how sometimes “tagging off” and walking away also comes with worry  

about whether the other parent will be okay on their own during challenging times, but taking a 

break sometimes just takes precedence.  However, the real challenge becomes heightened when 

both parents are on overload during challenging times.  

Michelle: “I think maybe sometimes that the hardest part was when he had to take over, 

but he wasn’t in a good place to do that, but I just needed to walk away…or vice 

versa…but having to do it for the other person because they can’t…” 

Supporting each other and spreading out the parenting challenge seems to be the purpose 

of ‘tag team parenting’.  Parents being in tune with each other, both being well educated in 

FASD tactics, and both parents being able to parent at highly effective levels seems to serve as 

the best approach to this survival strategy.       

 Marriages can be challenging under the ideal circumstances.  But adding the strain of 

parenting a child or children with FASD can challenge even the best of relationships.  Most 

participants spoke of the strain on their marriages.   

Candace: [Q. How is your family affected by FASD?] “Well, it’s hard on our marriage 

for sure.  At first we could vent on each other without the girls hearing.  But that got to 

the point where he just said, “well, you just feel so sorry for yourself” or something like 

that, or “you think you’re so hard done by.”  I think in this situation he’s in denial a lot, 

and I’m more of a realist.  I could sort of see the real picture.  He doesn’t really 

understand what I’m going through and sort of how serious it’s affecting me.”  
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Michelle: “[FASD] certainly has affected us as a couple.  We are very fortunate to have 

survived because there are many times where it was difficult to agree with each other’s 

parenting [crying]. But, you know, it made me stronger and made us appreciate each 

other so much more.”  

 Ann, in reference to Simon Laplante’s (2013) research on how FASD affects marriages 

shares how she identifies with these challenges.   

Ann: “And I always think, like I know what he’s saying because before, before we hit 

that rocky marriage moment, I could not imagine, “What do you mean your marriage 

almost fell apart?  What would that even mean?  How could it almost fall apart?”  But 

now I know, yeah it really can almost fall apart. …it’s pretty rough on a marriage.  That’s 

what it is, yeah. But and if you have a family like ours, like the marriage can’t fall apart.  

Because God knows what would happen next.  So you don’t really even have that as an 

option.  But if it had fallen apart, then the whole, I mean the whole, the whole family 

would’ve just imploded.” 

Ann states: “If you have a family like ours, like the marriage can’t fall apart.”  Within the context 

of a family with FASD, a strong marriage and safe and happy home play a significant role, but as 

we have seen played out in these family’s stories over the pages, parents and marriages are also 

very vulnerable.  While marriage breakdown can be a challenging situation for any family, in 

this case, Ann feels that the family just would not have even survived.  The team approach to 

parenting, the support structured within the family, the structure of the division of labour that is 

necessary to make it work, and the knowledge base within the family on FASD ways of doing 

things seem to all be key elements that are critical not only to a family being successful, but in 
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Ann’s experience, of even surviving.  Ann also states that within this FASD context, “you don’t 

really have [separation/divorce] as an option.”  Indeed, two other participants are experiencing 

some very challenging marriages and while they are currently stating they are committed to the 

marriages for their children’s sake, this is not how they would have it and how long they can 

maintain being in an unsatisfying marriage is yet to be determined.   

The extended parenting requirements and impact of managing FASD long term, 

combined with the lowered satisfaction with family cohesion, can have an impact on marital 

relationships in significant ways.  In families with typically developing children, parents 

potentially have many more opportunities to foster strong marital relationships and the more 

challenging years pass in predictable fashion as children develop independence.  For families 

with FASD, parents spending time together might require specialized childcare, much more time 

and energy is necessary for other higher priority issues, and children’s independence might never 

quite be there in the same way, or it might happen at a substantially later age.  All families in this 

study spoke about the impact of FASD on their marriages and the challenge and importance of 

maintaining strong relationships for overall family well-being.    

While strong values and philosophies of family cohesion abound within this group of 

participants, FASD characteristics leaves these families living in environments of heightened 

volatility as there always seemed to be “something” happening for them and it is “never just 

relaxed.”  Sibling experiences are profoundly negative.  Equally the parent and child relationship 

is compromised.  Parenting as a team emerged as being a significant element to family survival, 

however, this too can be compromised by not being on equal footing in parenting capacity and 

FASD education.  While a strong marriage also emerged as protective factor for family well-
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being, all participants shared how living within this FASD context has had significant impact on 

their marriages.   

Superordinate Theme Three: Psychological Warfare 

 “Psychological Warfare” is the third superordinate theme.  This theme was coined by a 

participant who identified this “psychological warfare” as the hardest part of her experience. 

However, all participants shared their experiences of this concept in multiple contexts.  As with 

all four super-ordinate themes, psychological warfare is intimately layered upon all the others.  

This theme is the individual caregiver layer, and includes how the accumulation of the FASD 

experience in the family both impacts the caregiver emotionally, and at the same time, demands 

a response in order for them to maintain equilibrium as a person and a family.  Three subordinate 

themes emerged, “Experiencing the Negative Feedback Loop”, “Emotional Impacts” and “The 

Counterbalance Response.”  “Experiencing the Negative Feedback Loop” is a participant coined 

theme which explores the impact on participants from a constant barrage of negative responses to 

their positive inputs.  “Emotional Impacts” includes a discussion of participants’ feelings of 

guilt, helplessness, fear and worry, grief and loss, and high levels of chronic stress as a result of 

their FASD experiences in the family.  The “Counterbalance Response” is a theme related to 

how participants are responding to all these experiences and includes the skill of being able to 

see the positive, empathy and understanding, getting to a place of acceptance, coping strategies, 

being hopeful and developing resiliency.   

Participants are managing a lot and have been for extended periods of time.  Parenting is 

exhaustive in the constant tasks and frustrations of co-regulation, in trying to push the 

developmental trajectory without a clear idea of what the path is, of parents being the 

accommodation, navigating trial and error and the children’s opposition to accommodations, the 
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lifespan issues for both child and parent, managing dysmaturity, and not seeing improvements 

for years.  Participants are experiencing times of serious crisis as well as the first hand judgement 

and stigma that surrounds this disability.  These participants are living in volatile environments 

that are never just relaxed, where there are serious impacts to siblings, with diminished 

reciprocity in parent and child relationships, and impacts to the marital relationship.  Ongoing, 

repetitive, and challenging FASD behaviours can drain parents’ energy and time resources and 

access to respite or child care services does not currently match family needs.   

Candace: “You know, people say, “Oh, good for you and, you know, you’re doing 

amazingly well,” or whatever, and you just think, “Ugh.” You know, like, it’s…you don’t 

even take it as a compliment anymore.  It’s just like, “well, I’m trying to hang in there.”  

Participants were asked what their general feeling was about having FASD in their 

family.   

Marie: “It’s a hidden disability.  And the psychological aspect of it I think is just, very 

taxing, very tiring, yeah.”  

 

Rachel: “Sometimes it’s like, “ugh, woe is me, this really sucks.”  

 

Candace: “I think had I know that there was going to be mental health issues, I probably 

would have run the other way, but, you know, I didn’t know.”         

“Just trying to hang in there” seems to be the essence of what this overall theme is about.    

Subordinate Theme: The “Negative Feedback Loop” 

One participant described something that she called “The Negative Feedback Loop” and 

explained how that really posed the biggest challenge, not only in managing the FASD 
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characteristics on a daily basis, but also for maintaining psychological balance for the parent. 

There are many different nuances that are connected to this negative feedback loop and while 

other participants did not necessarily title it the same, everyone shared elements of this 

experience.  This theme explores how the contradiction between parents positive parenting 

strategies and the negative feedback from children and society, creates an environment of 

parenting self-doubt that leaves the parent “blind” in their parenting decisions and impacts 

everyone’s self-esteem. 

Ann: “Well I have to just start with the greatest challenge.  The greatest challenge is that 

you don’t always feel like you’re doing the right thing.  You’re just trying but it isn’t 

always succeeding.”  

There is self-doubt rooted in the negative feedback loop as Ann explains.   

Ann: "But that's, the challenge is the self-doubt.  I say that because the three children 

born to us and there’s no brain damage, it's such a feedback loop.  Like these kids, you do 

the right thing by them and they give the right thing back.  So you have these clear rules 

and boy they follow them.  And it's not like there's never a hiccup, but you know what the 

teachers write on the report cards what a pleasure they are.  And you just, and you see 

them succeeding and they get invited to birthday parties when they're little and 

everything feeds back.  You are friends with their parents.  Everything feeds back and 

says yes, you're doing a good job as a parent.  But when your children have behavioural 

disabilities there isn't that automatic feedback loop.  You know what you have to do, you 

do all the reading, you do all the listening, you also do all the changing.  Yeah, okay, that 

didn't work so I'll try this.  You're always doing what you think is the right thing, but you 

don't have that positive reinforcing loop.  Sometimes you do.  Some days you don't.  
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Even though you've put in place these clear boundaries that are crystal clear, when the kid 

has impulse control issues, they don't always see the boundary, so things happen that 

shouldn't happen.  And the feedback loop isn't there.  They don't get invited to the parties.  

Sometimes you are friends with their friends’ parents and that's great.  Sometimes you're 

not friends with their friends' parents because you're a little scared of their friends' parents 

because their friends aren't always the friends you would hope.  But you're just glad they 

have a friend.  And sometimes the kids that they're friendly with, those are the parents 

phoning you in distress.  Crying because, I remember when [child] was in grade 1 the 

father called me and said, "I'm beside my wife who's crying because your son taught my 

son to spit." and you know it's a million calls like that, that feedback loop isn't there.  So 

the biggest challenge is keeping yourself strong to be able to keep doing the right thing, 

even when it doesn't always produce the right results.  Because you're not always sure 

what the right thing is, you're just always trying hard to do the right thing.  And as a 

couple, you don't always agree about what the right thing is.  And so how do you do that?  

How do you keep the marriage strong when you don't agree on the right thing?  And how 

do you keep yourself strong when you're not sure if it's the right thing?  I don't have a 

very good answer for that.  Except to keep trying.  The only thing, the only wisdom that 

I've come to in the last few years after 2 decades of parenting is that the only thing that 

matters at the end of the day, I mean it matters whether your children are safe obviously 

and whether they're happy, but the make or break at the end of the day, and this is a hard 

thing to say, like is when you look back over the day and you think, "was I able to do the 

right thing all day? And so, that's the great challenge.  Because when you have kids who 

can't always respond in the right way, and honestly in some cases can't always attach in 
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the right way, the thing that you learn is you have to deal with the side of you that you 

don't like.  Because you don't always feel loving thoughts toward that child.  And so, the 

only thing that matters at the end of the day is whether you can say to yourself.  "I acted 

in love even when I didn't always feel love.  That's always hard to do."  

This quote is multi-faceted.  Both ‘negative’ feedback from the child and ‘negative’ 

feedback from the community impact parents’ self-doubt about their parenting capacity.  When 

children’s behaviours are inconsistent with positive parenting efforts, it is hard for parents to 

accurately judge their parenting capacity.  This negative feedback loop is partially like parenting 

blind as the constant searching for what the “right thing” is in any given context is not clear.  

This negative feedback loop adds a new dimension to the trial and error approach previously 

discussed as well as knowing what behaviours are disability related and what are typical of 

developmental ages.  Parents may be doing all the right things, but if children are not responding 

positively or being successful, then how do parents know when or what to adjust.  It seems 

difficult to know, in any given parenting moment, if the strategy is one that does not work, or 

does not work for this particular child, or does not work for this child in this moment but will 

work another time, or is a strategy that needs to be used repeatedly over a long period of time, or 

if the strategy will produce the short or long-term outcomes that parents are hoping for.  There 

are so many factors within this and the lack of a clear feedback loop makes this challenging for 

parents.  Knowing how to address this as a couple and parenting team is also challenged.    

When the feedback from community, schools, and children’s peers and their parents is 

also predominantly negative, self-doubt is impacted on a second level. It’s a “million” 

experiences like this, Ann states, and “Things happen that shouldn’t happen.”.   
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Ann: “In our society we have such an assumption that good families produce good 

children.  We don’t have a story really for where good families produce vulnerable 

children or vulnerable adults.” 

She connects this to her experience of police bringing her child home in the middle of the 

night, something that typically “shouldn’t” be happening for a family with parenting capacity.   

Ann: “The first time we were really friendly with the police was [when the child was 12].  

That was when the police were bringing him home at 3 in the morning because they’d 

found him miles from [town]… It’s still like you never think that you’ll be someone 

who’s police bring your child home.  You don’t think that.  Even when you start 

parenting and know about FASD, you do not think that the police will be bringing your 

child home.  So there was all of that making you, you wonder about your, well your 

parenting.”   

Ann also uses the extreme example of relinquishing her son Jason to CFS care as an 

example of what she refers to as a “failure of parenting.”  

Ann: “I mean, the biggest grief was with Jason when I made the choice that he could not 

live with us and he was only 13.  And it was totally my choice because [husband] could 

never, he would never be able to do that.  And so I knew that I had to do that for 

everybody in the family.  And in that case, I still stand by that choice that it was a good 

parenting choice, even for Jason, because if I let him keep hurting people, that’s not good 

for him.  I mean that’s the Sophie’s choice of moments.  That is not a moment I regret 

because I do feel that I had to do it.  But that’s a failing of parenting for that child.  Like 

we couldn’t manage to keep him in our home.  That was a failing for that child.”     
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The good parent bad parent dichotomy in our society gets all tangled up in the context of 

parenting children with FASD, leaving parents feeling like failures, while at the same time, 

intellectualizing the nuances of how that relates to their child’s disability.  The incongruence 

between parent capacity and not reaping positive outcomes challenges participants’ psyches.    

Participants shared that another top challenge for them was the element of feeling or 

being directly judged by others.  Linda had expressed this earlier through her stories of how she 

needs to parent through others because her son would not do anything if it comes from her or her 

husband.  Her feelings of having to defend her parenting approach to others was echoed by 

several other participants.       

Marie: “Other people, they’ll come and see us and, “I would never do that, my kid would 

never get away with that”…And then I have to say, “You know, you have to pick and 

choose your battles.” …And I’m not okay with it [the child’s behaviour], but…I have to 

just [take a deep breath] because I can feel all tensed.”  

Parents are also questioned by family members about their parenting approach. 

Michelle: “Family even, “why aren’t you parenting this child?”  We are, differently…”  

This judgement seems to take the perspective that the parents are either accepting of the 

child’s behaviours or lack the capacity to respond in appropriate ways.  In these families, neither 

is the case.  Parents know how they need to parent their children differently, but the FASD 

characteristics leave them very vulnerable to this kind of judgement.  While participants shared 

that they understand where this judgement comes from, nonetheless it feeds that negative 

feedback loop and compounds the resulting self-doubt.  
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 In a different nuance of judgement, one participant spoke of how the contradiction 

between the child’s characteristics, as a reflection of the parent, fed the negative feedback loop 

for them.   

Rachel: “My husband and I are both high achieving professionals at the pinnacles of our 

profession.  So it’s kind of hard to have a kid…who can’t even count money.  It’s 

frustrating.”    

This again seems to be part of that good parent bad parent dichotomy as the societal expectation 

goes, within these contexts of genetics and environment, these parents “should” see positive 

results.    

The cumulative effect of the constant FASD behaviours is also compounded when 

parents are seemingly also not reaping the rewards of their parenting efforts.  The all-

encompassing and constant nature of FASD, mixed with lack of progress is what Candace sums 

up as her experiences of psychological warfare.   

Candace: “She misinterprets things that you say, and then you have to clarify.  You can’t 

give them too much information at one time, because they’ll just shut down.  …Trust 

issues when you know that they, that you can’t trust them, but they want to be trusted.  

That’s kind of tricky in itself.  We try to help them with their schoolwork and they don’t 

accept our help…The immaturity…we haven’t seen any improvements in that regard for 

years now.  You just hope that there would be some growth and some improvement.  But 

it’s kind of frustrating when you don’t see that. …And they’re home all the time.  They 

have a few friends, but they don’t make friends easily.  So it’s hard for [husband] and I to 

have any time at all to talk, because they’re there all the time…So it makes it pretty, 

pretty tough.  The psychological frustration.  They can’t manage their time, they don’t 
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even, I hate to say it, but they don’t even wipe their bums properly.  It’s hard for them to 

manage their periods, you have to constantly remind them…Empty boxes of food in the 

cupboards.  I find that some things you teach them, they learn, over time, with lots of 

repetition and other things, they’ll never learn. We’ve been working with them on 

garbage and recycling for years now and it’s it’s just never, never going to happen.”     

Some of these behaviours may seem small, or even typical of most children, but when 

behaviours are repetitive and layered upon one another for long periods of time, without hope for 

improvements or reprieve, the cumulative effect seems to be psychological frustration and 

mental exhaustion for parents.     

As has been illustrated throughout these participants’ experiences, the constant nature of 

the characteristics of this disability play into the magnitude of the effect on families.  The 

“million” experiences that Ann references, the calls from teachers, from other parents, from the 

police bringing children home in the middle of the night, judgement from friends and family are 

all constantly hitting on that negative feedback loop.  Multiple participants shared how it can get 

to be too much to manage at times.    

Linda: “I think we both get to the point where we’re just despondent about it, or we’re 

just done.  Like you feel like you don’t care for a while.  Like maybe we haven’t had the 

break we needed.”  

Marie too expressed how things have accumulated in her family and the resulting negative 

effects. 

Marie: “Things at home are pretty tense between him and my husband, more than ever.  

When Michael was young [husband] found it difficult, but now [husband] seems so angry 
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and resentful and he just doesn’t want anything to do with Michael anymore, “just get 

him out of here and let him figure it out on his own.” 

In addition to the cumulative effects, Ann made reference to having to “deal with the side 

of you that you don’t like.”  She explains what this means to her.   

Ann: “Oh well, I just mean that the opportunities are endless to not parent well.  If people 

don’t parent children with behavioural disabilities, they would never be put in that kind 

of situation.  And then there are a million more minor situations.  Like when your child 

hasn’t slept all night and I don’t mean a baby.  I mean your, you know, your 11-year-old.  

And, and, and you’re at the end of your rope and you say things that you should not say 

to your child.  Right?  Or, those, those things don’t happen with children who have 

undisrupted sleep schedules.  They just don’t come.  So, so, that’s the biggest challenge 

in parenting.  My sisters, who parent all birth children say to me, “every mother has those 

moments when they said that hurtful thing.”  You know, that’s not a disability related 

thing.  But, I know in my heart that it’s a bigger thing.  And my children are more 

vulnerable and need more.”   

While it may be a typical parenting experience to say or do the wrong thing at times, this 

seems to be a two-fold impact for parents of children with FASD.  First in that there are many 

more opportunities to not parent well, because of the various scenarios that parents find 

themselves in and, second, because of the children’s vulnerabilities from their already frail 

relationships, adoption attachment trauma, and propensity towards social misunderstandings.  

When parenting children with a disability and adoption or attachment disruption history, saying 

or doing the wrong thing can have a more detrimental impact on the child.  The parents 

understanding of this only serves to make them feel worse about it.   
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Ann: “The times that I haven’t been able to [parent well] are, are so painful in my 

memory, when I wasn’t’ able to respond in love.  That, that’s a pretty huge negative 

reinforcement for the times when you say that things that you should never have said.  I 

mean they’re burnt into your mind as a mother.”    

Ann spoke of the challenge of maintaining strength in continuing parenting efforts within 

this negative feedback loop.  In the quest for consistent criteria as a guide to judge parenting 

capacity and create positive rewards to support continued efforts, Ann seems to have shifted her 

success criteria. This began with a shift in her understanding of the disability itself and the 

parameters of actual parent capacity. 

Ann: “When I started parenting them I was very confident that because I would parent 

them so well none of that kind of you know…I thought that secondary disabilities I could 

protect them from because I knew that I would love them well and I knew that we would 

have a safe and happy home, and I knew that I would find out what would help and set all 

these things in place for them.  But what I didn’t know was that the honest truth is, if you 

have poor judgement and no impulse control you are going to do some of these things no 

matter how loved you are.  You will still sometimes steal or worse.  Yeah.  So I didn’t 

expect, I didn’t expect that they would be, they would still have poor impulse control and 

poor judgement, but they would never be thrown up against a police car, and why did I 

expect that.  Because no matter how well you parent and how safe and happy their 

childhood is, the disability itself, once you cannot completely set the stage for them, is 

enough.”   

As Ann stated earlier, the make or break for her at the end of the day is whether she has 

been able to do the right thing and acted in love even when she did not feel love.  This seems to 
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be the new criteria for successful parenting.  It is no longer connected to the child’s response to 

her positive parenting strategies, rather the criteria to measure successful parenting is now 

measured by whether Ann can feel good about the actual efforts she has made in her parenting, 

even if the outcomes have not been ones that were desired or positive for the child.  If she feels 

she has done all that she can and acted in love, if she has done right by her own standards of who 

she wants to be as a parent, then she can feel good about her day.  “Acting in love when you do 

not feel love is always hard to do”, she states, but this shift to an internal positive feedback loop 

is what seems to keep her motivated to continue her efforts, as well as balancing her 

psychological well-being, within some challenging and dynamic contexts.   

Subordinate Theme: Emotional Impacts 

“Emotional Impacts” is the second sub-ordinate theme related to “Psychological 

Warfare.”  Participants expressed several emotional impacts associated with their experiences of 

children with FASD in the family.  In addition to the frustration that has been discussed in 

several contexts, feelings of guilt, helplessness, fear and worry, grief and loss, and high levels of 

chronic stress all emerged throughout participants’ narratives.   

 Guilt emerged in several contexts.  For Lynn, she received education after the fact that 

might have changed her response to one of her children.    

Lynn: “I found out and this is years later that sometimes these kids who are violent, it’s 

fear.  Although she was going to kill somebody in my house.  If I had known back then 

that when she was acting out it was fear, then you could deal with it differently, but it was 

years later that we took a course and found out that a lot of these kids that have this anger 

issues, that it’s actually fear” [child was placed in CFS care at the age of 13 and was in 13 

different homes in 18 months].    



FAMILIES WITH FASD 167	

 For Marie, the guilt is connected to the burning “what if” questions.  If they had got a 

diagnosis sooner and implemented interventions in a timelier fashion, how would that have 

changed their lives today?  Could they have prevented the anxiety and substance misuse that now 

plagues their family.   

Marie: “That’s the part that I feel guilty about, I wish I could’ve helped him more when 

he was younger, knowing what I know now when he was a little guy, maybe it might’ve 

made a difference and maybe not.  That piece is always in my head, like had we got him 

help earlier, would it have made him not rely on drugs and alcohol?  I don’t know, of 

course we’ll never know.  You could beat yourself up, I would just always wonder had 

we got him counseling earlier or if they helped him in school more and he would’ve 

succeeded more in school as a young boy would’ve made him feel better about himself?  

Maybe a better self-esteem? Does that contribute to his alcohol abuse or is it just 

something that’s in him because of the way he is?  It’s just awful.  You will always look 

back and think, could’ve, should’ve, would’ve…” 

This is perhaps an example of the importance of an early diagnosis for the well-being of 

the child and the parent long-term.  Marie is feeling guilty about this, but the reality is that she 

did try to get him a diagnosis when he was 11 and was denied.  Not many supports can be 

effectively accessed without that diagnosis.   

Sarah’s child is much younger and she is feeling guilty that she does not have enough 

time to spend with him in order to do all the things that she feels would be ideal for his long-term 

success.  This guilt might be rooted in the parent knowing the importance of that extra support 

work for long-term success of the child.  Parents seem to have higher expectations of themselves 

because of the higher needs of their child, despite time being a finite resource.   
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In Michelle’s case, as much as she feels that it is important to be able to think the worst 

as a way to cope with some of the realities that families are presented with, there is also a 

sentiment of feeling really rotten about having to do some of those things like calling CFS and 

giving them an ultimatum of relinquishing care unless they offered some supports to her family.   

There seem to be a multitude of really difficult parenting decisions when it comes to 

FASD, and parents take the brunt of the psychological impact of those.  Often guilt comes with 

these decisions, despite them being the right decision for the family, as Ann has shared in her 

story of forcing CFS to care for one of her children.  While she stands by her decision, and the 

change decreased the violence in the home, Ann expressed how that experience was traumatic 

for the whole family, and recovery from her guilt was lengthy.   

Feelings of helplessness emerged in participants’ narratives.  These participants have all 

demonstrated the capacity, and expressed the deep desire, to support their children.  Yet, there is 

a theme of not always being able to control someone else’s behaviour.  For the parent, this has a 

double whammy effect as they are first feeling helpless in that their child is not accepting the 

support that parents know they so desperately need, and second, they are then traumatized by the 

consequences that result for their child.  Having vulnerable children means that parents are also 

vulnerable.    

Ann: “This started when I couldn’t actually control their behaviour.  Even though you, 

you feel as a parent you have to be able to.  But obviously you can’t.  We, we can’t 

control the person, no matter how hard we try to talk or show or, we, we just can’t.  And 

so we keep trying to, to hold, hold their hands even when they’re walking the wrong way.  

And the only times that I couldn’t feel content were the times when I just hadn’t been 

able to hold their hand.”   
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Michelle too had shared how the most stressful times are when they are experiencing 

behaviour where nothing seems to work to bring her daughter down from a rage.  Further to that, 

the real feelings of helplessness for Michelle came when she was reaching out for supports in a 

time of crisis and there was no one accessible to her.   

Michelle: “I left seven messages on seven different association groups that were 

supposed to help out FASD families.  Never got an answer from anybody.  Then felt very 

alone.  Very hard.” 

Linda shares how the ongoing, repetitive, challenging and negative FASD behaviours 

drain her energy on a daily basis and leave her feeling helpless.  

Linda: “And most days at bedtime he just argues with us, and then he’s yelling…He’s 

yelling at us and mad.  And the day, all this ends badly and then I end up downstairs just 

deflated again that no matter, even if we had a good day with him, again, it’s ended badly 

and I just feel deflated and I can’t do anything but throw on the TV for half an hour or an 

hour before I go to bed because I don’t’ have the energy to do anything else, I and just 

feel like…this is awful.  And I feel like this kid isn’t going to make it.  He’s not going to 

make it.  And [husband] will say that too.  He’s not going to make it.”          

Feelings of helplessness can add to feelings of fear and worry, which were also 

prominent emotions for participants.  Children’s vulnerability seems to be very scary for parents 

who are all too aware of just how vulnerable their children are.  Safety concerns and experiences 

have already been discussed in several sections and have a wide range from children being raped 

to finding balloon strings tied around a child’s neck.  This worry continues even into adulthood, 

and even continues when the child moves out of the house.   
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Parents also spoke of the fear and worry they feel in connection to anticipated 

vulnerability of their children in an uncertain future.   

Sarah: “I really try to think into the future.  What’s going to happen.  Is he going to be 

able to drive?  Understand enough to be able to…?  How is it going to end up in the end?  

I’m not sure.  Cause he’s very much a pleaser, so I can see him being influenced by other 

kids and that causing problems.”  

This pleasing, follower characteristic is also something that concerns Rachel too.   

Rachel: “He’ll follow whoever.  …If someone that he liked told him to jump off a cliff, 

he would.  I already see him, “why’d you do that?”  “I don’t know, someone told me 

to…if he was told a few years from now to steal a car, he would.” 

While many parents worry about their children, these parents of children with FASD 

seem to have a clear understanding of the correlation between their children’s vulnerability in 

relation to their FASD characteristics and how this might play out in society and school.      

Rachel: “I’m just very, very worried about him finishing at [school name] where they’ve 

coddled him, and then he’s in [a different school].  And the resource teacher said that 

they would eat him alive…you know there’s drugs in those schools, he will, he can’t, 

he’s like an 8-year-old, they put him in, in those kinds of social situations.”  

These are the kinds of vulnerabilities within the community and schools that parents can have 

little control over.  Protecting their children within these contexts, and with these predispositions, 

becomes very challenging and worrisome for parents who cannot see any clear solutions to these 

problems.   

Linda is also worried about potential false accusations from her child against her and her 

husband.  
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Linda: “Well, Joshua will yell at us, like we’ll touch him… “You abused me.  You’re 

abusing me.”  So partly I go to the counselor to set up a nice paper trail on him.  Just so 

we don’t get hauled in and lose all our kids.” 

This is another example of how FASD characteristics can run into conflict with society.  The 

vulnerability in this case extends to the whole family.  

Like many parents, one of Ann’s biggest fears is that her children will have unplanned 

pregnancies.  Within the FASD context however, this fear is much more legitimate, as 

inappropriate sexuality is a common characteristic of FASD and, equally, extremely hard to 

monitor as a parent.  Ann shares how her son with FASD is “incredibly promiscuous.”  In their 

attempt to try to curb this from happening in their home, alarms were installed on the house 

doors.  This served as a catch 22, however, as her son just stopped coming home at night.   

Further to this, Ann expresses how the topic of her children’s sexuality triggers both feelings of 

worry and loss.  Loss of the potential grandchildren she had hoped for, while at the same time, 

hoping she does not have grandchildren because of the worry about the parenting capacity of her 

children with FASD.  

Ann: “But everything from, you know, the fact that I thought that by having a large 

family I’d have a million grandchildren, and now I realize I hope I don’t have a million 

grandchildren because most of my children would be unable to parent.  Not all of them, 

but most of the ones who have some brain damage working against them, I would be 

uncomfortable if they were a primary caregiver for a child.  And I worry because they’re 

equally likely to stumble upon parenting.  And that’s one of my biggest worries for our 

future, right, because I doubt, I doubt that they would be willing to accept the amount of 
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help I would want to give them.  So all of that would be tricky and so I just hope we put it 

off as long as we can.”   

While Lynn has already experienced the loss of a grandchild, as her daughter with FASD was 

unable to parent, on the flip side, Ann speaks of how she has also experienced this loss of 

potential grandchildren that she had anticipated and dreamed of.  While Ann feels that her 

children may not be consistent parents, she does want her children to be in happy relationships.    

Ann: “But all kinds of grief.  I mean from that worry to the other worry that some of them 

haven’t started dating.  By nature, I would hope for them to be starting to find good 

partners…I hope for companionship for them…And then the grief for them when they, 

some of them that are dating, but the person that they did convince to go out with them 

isn’t very emotionally healthy.” 

Several participants shared how they too were concerned about their children’s uncertain 

future and what that would mean for the whole family and especially them as parents.  Parenting 

children with FASD can alter the life course of the parents, impacting their level of independence 

and economic resources.  Rachel questions whether her son will be “like a nine-year-old” all his 

life and is already anticipating that they will be buying their son a condo and having to manage 

some sort of small service business in order to secure employment for him.  For Candace, the 

uncertainty of the future weighs heavy on her mind, as there is a fear that her children will not be 

able to be independent or have supports that facilitate this.   

Candace: “I think there’s a lot of fears too because we don’t know if they are going to be 

able to live on their own.  We don’t know what that’s going to look like in the next 

couple years.  Because, we’re older. ...So, you know, I want a life.  One day we are going 
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to pass away, we’re not going to be there to…so we want them to be self-sufficient…and 

I think it will take a lot…Yeah, I don’t know how that’s all going to work out.”  

This is a real concern for multiple families of children with FASD, and this fear and worry starts 

when they are relatively young and seems to increase as the child gets older.  Linda’s earlier 

comment about her son not going to make it, is connected to this worry about the future.   

Linda: [Q: What does it mean, “he’s not going to make it?”] “It means that he can’t’ look 

after himself.  What’s he going to do when he’s living on his own?  He can’t even get 

himself out from the TV.  He’s never going to make it out of the house.  He can’t even 

get into the shower.  He’s not going to be able to pay his rent.  He just spends his money 

on whatever.  He’s not going to be able to do anything.  He’s going to have to have 

somebody like looking after him.  And he won’t let [husband] or me do that role in his 

life.  He’s going to be on the street.  That’s, what it means.  Unless there’s alcohol or 

drug abuse, unless he’s caught for stealing.  So that’s what it means. It’s just really sad.”  

These worries and fears seem to have a relation to parents overall hope for the future.  

Additionally, these fears and worry seem to be rooted in parents’ vulnerability in relation to 

having a child with FASD.  As the demands of society increase as children get older, the gap of 

children’s capacity of independent living becomes more apparent.  When children do not accept 

parents supports or are not eligible for other community supports parents feel very uncertain 

about how their children will be successful, or at minimum, protected from exploitation.    

 Participants shared their feelings of grief and loss.  Ann shared how there is so much 

grief for parents in these experiences; “grief from every side.” Linda works hard at parenting 

through other community champions, and Ann works hard at setting the stage hoping for optimal 

outcomes for their children, but in the end, both have experienced that there is only so much a 
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parent can do and the rest is a matter of grief that comes with the million things that happen to 

their children.   

Ann: “So the main thing I know from experience that by the time we get to the end of the 

day, if I couldn’t find him to take him to court, that’s horrible.  And if the police find him 

and drag him to court, and then they drag him to the youth centre and from there to 

Agassiz, that’s horrible.  Who, who imagines knowing that their child is going through 

that? …So at the end of the day if I know that, I mean I just, I keep coming back to that 

rock that you can only do all the right things.  Right?  And then if you feel good about 

that, the rest is a matter of grief, right, for your child.  For your child who was, you know 

was thrown over the police car, or any of a million things.  So, so I mean that, that’s a 

problem.  How do you deal with your grief as a parent for the things your children go 

through?  And I don’t really have a very good answer for that except that I have a 

counselor in [town] that I sometimes use who, who is very, very aware of FASD and 

some of the stuff that we are going through.  So that’s a wellness thing.  But you don’t 

imagine that your children will experience things that honestly would break me if I, right, 

if I got thrown up against a police car…or thrown into a cell.” 

While Ann’s experience is with criminal justice, other participants share the same 

sentiment of grief and frustration in watching their children learn through negative consequences 

because of their disability, or because they are not accepting supports.  Linda tells the story of 

her children getting their boating license.  When her son with FASD was completing the test, 

there was a computer glitch and he got angry and has refused to retry ever since. The result was 

that the other children received their licenses and enjoyed a summer of driving the boat, and he 
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did not.  Michelle too has experienced her daughter facing the harsh consequences for her 

disability.  

Michelle: “So finding boyfriends on the internet had led her to realize maybe this is not 

the best way to do it (laughter).  Signing a phone contract for a guy you met two days ago 

might not be the best thing to do. So she’s got to do her learning and sometimes it’s a 

little hard to watch her go.  But she’s got to do it cause I could tell her till I’m blue in the 

face and she won’t, always want to listen to me.”  

Several participants spoke of the grief that came from the loss of potential, or the life they 

imagined for their child.  In Ann’s case, the discourse on FASD as preventable has influenced 

her feelings of grief in how she sees what could have been for her child.   

Ann: “And grief because you see what they would have been, right.  You can see what 

they could be without that damage.  You can still see who they might have been and can’t 

be.  But one of my daughters said to me once, “you can’t do that” I don’t know what I 

said that made it clear that I do do that, I look at Christopher and I can see who he 

would’ve been if he had a little piece of control and frontal lobe happening for him.  But 

she said, “you can’t, you can’t tease those things apart, like that is who he is.  That is, that 

is the brain he got.”  And that’s true, I mean there’s no, there’s no point in embracing that 

kind of grief.  But, but it’s still real.”   

Intellectualizing this grief does not make it any less of an experience.   

There also seems to be anticipatory grief as participants project their child’s trajectory 

into the uncertain future without much hope. Linda, for example, in projecting that her child is 

“not going to make it” is already experiencing the grief of what their family might experience in 

the coming years.  The discourse on adverse outcomes, coupled with his pushing away of 
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families protective supports, mixed with his aggressive behaviours, seems to create a perfect 

storm that leads to this prediction.   

While Ann spoke of some more serious incidence of grief for her children, there are also 

many more moments of grief connected to the everyday sorts of things.  Parents perhaps see 

more of the losses for their children, and are holding that grief.  Sarah talks about just a simple 

incident of her son playing soccer and the difference in how she feels when he is on the field and 

no one is passing to him, versus, when he is playing goal and “at least he isn’t being excluded.”   

Michelle goes on to discuss how, while grief is necessary for getting to a place of 

acceptance, it happens as a process over the lifespan and there are many incidence of grieving 

along the way.    

Michelle: “I think it’s when it hits you that there are lifelong challenges, that you have to 

do that grieving process I think.  [Q: At what point did you get through grieving?] “Many 

points I think it’s been, there’s been different, each, each episode, or, like there’s been 

many.  So there, it might have been the, like going to school…what do you mean you 

don’t like reading books, or what do you mean you don’t want to be clean, (chuckles) 

why can’t you do it on the toilet?”  Like all those things are little grieving times.” 

One of the biggest losses, however, is the loss of that ideal family cohesion that everyone 

is striving so determinately towards.    

Marie: “I look at other families and I think, “oh, I wish…” It sounds terrible but I say, 

“oh, I wish we had a family like that, where everyone gets along and they have their 

family dinners.  They’re having grandchildren now, and they seem so happy.”  Then 

there’s us.  There’s always fighting, the tension, and the explosions.”  
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Stress seems to be the inevitable result for families in these contexts.  The dominant 

response from all study participants was that they are experiencing high levels of chronic stress.  

Lynn: [Q. What’s FASD like for you?]  “Well, it’s stressful. Sorry. (crying)” 

 

Rachel: [FASD] is a stress…It’s very stressful with him.  It’s been very, very stressful on 

his brother.” 

 

Linda: “It’s really stressful, it’s awful, it’s just stressful.  It’s just been constant stress.  

We’ve been constantly stressed out since we’ve had kids.  I’ve been taking care of 

children with issues since we started having them.  I’ve had no break.”  

 

Marie: “He’s 20, he’s been in and out of our home a couple of times due to stressors and 

things like that.  It’s been a long road with him and it still is. It’s been very stressful with 

[husband] and him.”     

 

Sarah: “It does put a lot of extra stress, just the fact that we have to make sure that things 

are such that he can figure them out.”  

For Rachel, high levels of stress are rooted in both the challenging sibling relationships 

and the ongoing frustration of the daily management tasks of the FASD behaviours.   

Rachel: “Well, when you have two boys that don’t get along.  Largely because one acts 

the way he does because FASD, so I’ll say that it’s because of that.  So that’s 

problematic.  It’s just so hard to parent that it just causes stress.  Like it’s just instead of 

things working like a well-oiled machine, it’s just there’s always something.”   
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 Rachel’s quote, “Instead of things working like a well-oiled machine, there’s just always 

something” really depicts the overall sentiment of all of these participants’ stories.  Huge value is 

placed on that happy family picture where everyone gets along and family cohesion is the 

ultimate goal.  Given the resources and inputs of positive parenting that these families have, 

things ‘should’ be working like a well-oiled machine, but the many characteristics of an FASD 

diagnosis means that they are often not, leaving parents with the psychological fallout of not 

meeting their expectations.  

School experiences emerged as a primary source of stress for many participants.  

Concerns about not getting supports, homework chaos, predetermined failure, and just the daily 

follow up needed to support children through school are all things families are experiencing.  

Parents already have a validated and heightened fear for their child’s vulnerability, and 

experience a lot of stress when children are supposed to be going into high schools with fewer 

supports, and exposed to social context that do not match their children’s developmental levels.  

Parents’ stress seems to be compounded when there does not seem to be any viable solutions to 

supporting their children.  This really leaves the parent feeling helpless.    

One participant is projecting that the stress levels have the potential of increasing, no 

matter what they do, depending on how things go for their child.   

Linda: “It depends what happens.  I think [stress levels] are going to be still on the 

increase…But we’ll see if he stays with our family or ends up leaving.  Or ends up into 

substances or manages to stay away from them.”   

There seem to be a lot of factors that can shift the family well-being around on both a 

daily and long term basis.  Lynn made a valid point that, this is a permanent disability, and often 

there are challenges and stresses that cannot be remedied. 
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Lynn: “Well, you know what, okay, there are things that you can’t change that are 

stressful.  The way they struggle with it and they don’t get a lot of things.  Like Ashley 

not getting the consequences of her actions and then trying to keep her safe.  I don’t know 

if you can ever change things.  You just have to deal with and hope that they don’t get 

worse.”   

This is a poignant statement in setting up the reality of the context in which these families live.  

The reality is that, for all the accommodations and interventions, acceptance, education and 

understanding, families are still living within these challenging contexts and have to “deal with” 

or cope with these realities.  Accommodations might optimize situations, but even this optimal 

can have negative impacts to everyone’s overall well-being.   

There are a lot of emotional impacts for the caregiver within this FASD context, 

frustration, guilt, fear and worry, feeling helpless, and grief and loss.  Parents in this study seem 

to be experiencing high levels of chronic stress.  This stress includes all aspects of the family 

experience and ranges from extreme, during times of crisis, to the daily and ongoing stressors of 

managing the characteristics of this disability.  Marie states: “I think it’s just basically living with 

someone with his challenges and trying to empathize with it.”  “It’s a long road” as several 

participants described it.  

Subordinate Theme: Counterbalance Response  

The “counterbalance response” is the third and final sub-ordinate theme of 

“Psychological Warfare.”  There seemed to be certain nuances that emerged in participants’ 

narratives that pertained to characteristics about themselves, coping activities, and their attitudes, 

values and beliefs, in attempts to try to counteract the impacts of life with FASD, and maintain 

balance for themselves and their families.  
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Several participants shared how some of their own personality characteristics serve as 

protective factors for managing FASD and coping with this level of challenge and 

accommodation.  All parents are committed to their children, but several participants also shared 

a sentiment of personal gratification from helping their children succeed. Lynn says, “I’m here 

for these kids, like I need to help these kids be better.”  With an emphasis on the I need as more 

of a mutual benefit sort of relationship than just doing things for the child.   

Sarah has been a foster parent in the past, done respite for elderly people, and been an EA  

in a school.  She has had experience working with children with FASD, and feels that her son is 

easier to care for “compared to some children that I’ve seen and worked with.”  She also has 

some personality characteristics that she feels serve her well in the context of parenting a child 

with FASD.   

Sarah: “Well, I really enjoy children, I like working with them, seeing them succeed and 

helping through their difficulties.  I’m that kind of person, I like to plan ahead, I don’t 

like surprises.  I like to help people, see them achieve, do what I can for them to achieve 

as well.  That makes me feel good.  I’ve always been an alone type person.  Positivity, 

always strategizing, proactive…It’s just the way I am.”  

Other participants shared their personality strengths that they feel help them be successful with 

managing FASD.  Characteristics like deriving personal rewards, “helper” personalities, 

positivity, patience, homebody, happy, strong, articulate, and advocacy skills, all seem to benefit 

these participants’ overall well-being.    

 Most participants spoke of their active engagement with coping strategies.  Coping is the 

practical and logistical work that parents have to do in order to maintain their mental health on 

an ongoing basis.  While Candace reiterates that coping is “emotionally hard,” all participants 
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spoke to the importance of coping, and the present study found that participants are using a 

variety of coping strategies.  

Maintaining the calm in the storm was discussed as a key accommodation in parenting 

strategies, but it is also relevant in coping strategies for parents.  Not only is the parent being 

calm while the child is raging out of control a really valuable strategy to help co-regulate the 

child, but parents being able to maintain that calm is helpful for regulating their own mental 

health.  This strategy, however, is an intentional behaviour that is learned over time.   

Marie: “I think we’ve always know it but as I’m getting older and he’s getting older, I’m 

learning not to react to him or not right away anyways.  Not to react the way I used to, I 

used to get defensive and try to defend myself and explain to him but you know what, it’s 

not that important.”   

Open, honest, and consistent family communication is one of the key strategies used in 

several families.  Knowing that FASD in the family is affecting everyone, and that everyone is 

validated in their feelings about that, is important.   

Marie: “I think talking about things calmly.  Always being able to be truthful and talk 

about things, just to let your emotions out and your feelings out, I think that’s important.  

We all feel differently, it’s all affecting us differently, we need to talk about it so when 

things happen, it’s not the end of the world, you know you’ll get through it and carry on.” 

 There were intimate connections between formal and informal systems of supports and 

participants coping strategies.  Respite will be discussed in the section on supports and indeed 

this is a key strategy for facilitating coping.  Parents need to get some reprieve from the constant 

bombardment of everything in order to keep parenting successfully within these high impact 

contexts.  Just getting a mental break, having time to engage in other self-care strategies, and 
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time to engage in enjoyable activities were all connected to respite.  Candace, for example, tried 

something new this year.  She just returned from a vacation she had taken by herself.  “It’s really 

nice” she stated, “I felt refreshed.” 

 Lynn shared how excited she was to, unexpectedly, get one night at the lake alone with 

her spouse, exclaiming, “No kids!!”  When one night without children is this exciting for parents, 

it means they are probably not getting enough respite.  For Lynn, this respite was important to 

have some time alone with her spouse.  

 In line with what will be discussed in supports, several participants shared how being 

able to talk with someone who understands this disability, and what families are going through, 

in a safe and nurturing environment also helps them cope.  Formal counselling services are used 

by most participants, and several parents attend FASD specific support groups.  Peers are key to 

parents coping and Michelle shared how she really appreciated being able to just vent 

occasionally with her girlfriends about the “frustrations and the joys” of “just another day in 

FASD.”    

Parents are actively seeking coping strategies and supports for themselves, but the 

important piece of this is that people around them be understanding and empathetic of the FASD 

experience.  The FASD experience is extensive and difficult to explain in short, as there are so 

many small nuances of this experience that culminate and make up the whole.  It can be 

exhausting for parents to have to explain everything before getting to the point of moving 

forward with feeling supported.  Candace has spent time writing out the history, strengths, and 

challenges for each of her children with FASD.  This was, in part, to not have to retell this story 

over and over again to each doctor they visit, but also as a strategy for her own well-being.    
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Candace: “Part of it was just for my own sanity.  Try to kind of sort things out.  I sort of 

write the things that she has difficulty with so that I would be able to understand her more 

and then I put some of the positive things that they like to do.”  

This journaling can help parents cope through organizing and strategizing. Or even just in 

helping the understanding of why things are the way they are can offer parents some peace.  

Equally, breathing exercises, picking your battles, and doing enjoyable or relaxing activities are 

all strategies that families are utilizing on an ongoing basis.   

The constant nature of FASD behaviours means that the parent just simply cannot 

respond to everything.  There is only so much they can do, and only so much the child can learn, 

so, being able to release some of those battles from the ‘playing field’ allows the parent to have a 

much more manageable profile, and potentially, a much higher rate of success.  Doing this 

successfully however, is part of psychological warfare, in that the parent actually has to be 

content with what they drop rather than experience feelings of failure or other emotional impacts.   

Participants shared how doing enjoyable activities is important for coping. Participants 

have expressed the magnitude of how much they are managing both physically and 

psychologically.  Time to rejuvenate their energy and feed positive mental well-being is critical.   

Linda: “I like driving the boat.  Like that just feels so good.  Like I don’t go in the boat to 

do that, but when I’m in the boat and it’s one of those warm days, I feel like, oh, this feels 

so good.  I feel relaxed.  I love it.  When I was swimming in the water felt so good this 

summer.  But that’s probably why I felt better this summer.”  

Participants expressed how important self-care and taking time for themselves is for their 

coping needs.  This came across as a priority for several participants.     
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Marie: “My children come first, but don’t get me wrong, I still do a lot of things I enjoy 

doing.  I realize I have to be healthy too mentally, physically, in order to deal with 

children period.  Still, a lot of things get put on the back burner because I try to make 

their life as good as possible.”  

 

Sarah: “I’ve been trying every evening to go for at least a 20-minute walk with the dogs.  

And that’s kind of my time to just slow down and relax and, you know, if I need to think 

things through.  But it’s just more of a relaxation type thing for me.  So in a lot of ways 

then, I don’t want Bradley to come, cause that’s just my time.”   

 

Candace: “A lot of time I stay up late at night just because that’s just…everything is 

quiet.  I don’t have any outside factors; I can do what I want.  I can get more 

accomplished when everybody else is asleep.”  

Michelle is very certain about her self-care regiment and what she needs to cope and 

counterbalance the impacts of FASD in her family.    

Michelle: “I do that, I need to, I need to surround myself with friends, outings, I need to 

have time with my husband, I need exercise.  I need challenges whether it be new recipes.  

Or so I think my mental health is extremely important.  And I think I take care of that as 

well.  [Husband] will say, “I can’t believe you’re not crashing because of such and such a 

situation;” and I’m actually surprised myself that I’m not falling apart.  Because I have 

other responsibilities too.  I have my father, my brother, my own family.  But I think that 

part is very important.  And I think that if I’m healthy because I’m basically the anchor in 
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the family, if I’m healthy everybody else is.”  [Q: Have you always been able to meet 

those needs?] “I make sure I do.  I have to.” 

Study participants shared some of their challenges and strategies on how they are striving 

to find balance within themselves, and for their families.  Balance is two-fold, first as previously 

discussed in the parenting section on how to balance the logistics of family life, multiple children 

and division of labour, and secondly, the balancing of mental health for the parent.  Finding, or 

making time, for self-care, engaging coping strategies, and taking time to reflect and managing 

the emotional impacts of this FASD experience, all seemed to be key factors.   

 Participants shared how important finding this balance was both logistically, and for 

maintaining their sanity. As Marie articulates, “Balance is the key, because then you’re better 

equipped to deal with his stuff and everything that encompasses day to day living with him.”  

 Maintaining balance means that parents need to be intentional and give themselves 

‘permission’ to do the self-care that is necessary to counterbalance the other experiences.   

Marie: “Balance is the key word.  I always have made time for myself whatever that 

means, whether it’s a walk, a bike ride, I’ve always been a person to work out so I make 

time for my work outs.  That’s important for my sanity.  Then we make time for our other 

son, one on ones as a family, we always make sure we do something with [sibling].  Then 

husband and wife, we don’t make as much time for ourselves unfortunately but we’re 

getting better because that’s super important.”  

It takes a conscious effort to balance the caregiver needs. 

Michelle: “Giving yourself that, I guess liberty to do your own thing.  Doesn’t always 

have to be around the child with FASD.”  



FAMILIES WITH FASD 186	

While this is true, and parents know that carving out time for self-care is important, this is easier 

said than done, and sometimes the balance can be very difficult to achieve, as Linda expresses.   

Linda: [How do you balance your needs?] “We don’t.  We don’t right now.  Like I think 

that’s why we’re just kind of…we’re burnt out…I don’t know.  There’s just really no 

relief.”    

While Linda says they do not balance their needs right now, it is important to note that  

this is not for lack of trying.  They do not have any respite options, so getting a break has proven 

to be impossible for this family.   

Candace, who likes to do crafts, go to the lake, and watch a few TV shows to balance out 

her mental well-being, shared how the added time that is necessary when caring for children with 

FASD, along with other responsibilities and working full time, factor in to just not having 

enough time to do some of the things she enjoys that would contribute to her well-being.  Time is 

a finite resource, and there is often no time left over after the children’s and family’s needs have 

been taken care of to engage in self-care practices.  

 In the section on grief, Ann articulated that there are two sides to striving for this balance.  

First, being all you can be as a parent and then managing the grief for your child for the million 

horrible things that happen to them.  

Ann: “So you have to find an equilibrium that lets you be content while at the same time 

holding the sadness for your child who’s going through detox or police moments or 

relationship frightening moments.  So I think that’s, that is, that is the main challenge, 

right, to, to somehow reach a place where you can hold all that at the same time, the 

sadness and yet still be okay.”  
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Ann has spent a lot of time reflecting on this balancing act over her many years of parenting.  

Adding to her previous discourse on the experience of the negative feedback loop and changing 

the parenting success criteria to whether or not she was content with her own parenting efforts 

rather than success being measured only be the outcomes for her child, this same philosophy of 

being content with her efforts is incorporated into her coping strategies as well.    

Ann: “So I mean it’s the typical thought.  Who can you control?  Only you.  And so then 

I knew that I had to start the day deciding how I would behave all day…And so I mean 

part of it is all those practical things.  Putting things in place so that you’re at your best.  

But mostly it’s just acknowledge of how much we all need to feel that we have done well 

by our children.”   

Parents of children with FASD are bombarded with a multitude of opportunities to not parent 

well.  They are also experiencing a plethora of times when they put structures in place and their 

children cannot, or will not, accept those structures or supports.  For Ann, part of finding this 

balance is implementing an internal positive feedback loop, with acceptance and empathy for 

herself that is grounded in the confidence that she has done all that she can as a parent.  Whether 

the child has accepted it or not, whatever is happening for the child, her well-being is rooted in 

whether she feels she has responded in a way that she can feel good about herself, as a parent, 

and a person.  Parents feeling like they are successful seems to be a key factor for well-being.   

  Humour emerged in this study as an important coping strategy for managing stress, 

managing embarrassing behaviours, and coping as a couple.  Outside sources, like TV, were used 

as a source for humour, as well, several parents shared how they also find humour in many of the 

FASD moments.   
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Ann: “His French teacher called me and said they were doing silent work and she had to 

call me to tell me that she was displeased because in the middle of a very silent French 

classroom my child yelled out “ejaculation” (laugh).  And unfortunately then, like now, I 

just laughed.”   

Being able to see the humour in the FASD behaviours is important, as it connects empathy, 

understanding and picking your battles.  The example Ann gives is indicative of a typical 

symptom of an FASD disability.  While the teacher is distraught, there is not much a parent can 

do about this.  Ann shares another story of how there are still funny and close moments, even in 

those really rough days.  Seeing the positive and the humor in these FASD moments seems to 

help the parent cope in positive ways.  

Ann: “Christopher is having rough days now, and there are still funny and close moments 

even in those rough days.  And one of those moments came when he was released from 

[youth centre].  So he was released and [husband] brought him home then went to work.  

And when he was home with me and, I wish I could remember exactly what he said, but 

he said that, something like this, “well, I said to the staff at the [youth centre], well it’s 

not that my mother doesn’t provide structure.  She really does.  I just don’t take it 

anymore.” (laughs).  And I thought, that’s so true.  It’s so true and I thought it was just so 

funny that he knew that.”   

This is also an example of the new normal in which these families are living.  The fact that he 

was just released from the youth centre is not even discussed here.  The parent just finds it 

validating and funny that although he cannot necessarily control all his behaviour, he can admit 

and recognize the work that she is doing to help him, and acknowledge that he is just not 

accepting that structure.  
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Michelle has a contrasting experience with humour.  

Michelle: “I find maybe with why I’m there [lower family well-being rating] is because 

we have great difficulty laughing and making fun.  I see other parents making fun of the 

situations that happen and we can’t here.  We’re very, we’re way too serious (chuckles).  

Wish we could laugh it off a bit easier.”  

Michelle shares how while they would like to be able to lighten situations up more by 

laughing about them, they are impeded by their daughter not being able to manage this.    

Michelle: “… let’s say a situation presents itself in our family and we would try and 

laugh about it, especially Emily would think that we were laughing at her, not the 

situation. …Because we would try and make light of a situation and we would get 

screamed at and things thrown at us, and temper tantrums.  “It’s not nice that you’re…” 

So we just don’t.”   

While they have not been able to utilize the humour strategy directly, Michelle does use humour 

in retrospect as she recounts some innocent and funny moments from her daughter’s childhood 

as a coping mechanism for getting through some of the not so funny moments. 

Within participants’ narratives emerged aspects of their attitudes, values and beliefs that 

play in to how they cope and balance their well-being.   

Ann: “It’s not your fault, it’s not my fault, it’s just a crazy world when you have a 

damaged brain.”  

 

Michelle: [when asked to rate family well-being] “Well, everybody’s got their stuff right?  

You always think, “oh look at them.  They’re so lucky they can do this and that.” 
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Lynn: “Like there’s days, if you have kids that don’t have FASD, there’s days when you 

want to just bang their heads together (laughs).  I came from a house with 6 kids.  I know 

about that.  You know and it’s the same.  Once you have them, you don’t really have a 

choice.  You have to just deal with what happens, right?  You just go day-to-day.” 

 

Linda: We’re probably an average family.  We just have different things.”   

 

Marie: “He’s such a good kid otherwise in his heart, but he’s got his struggles…we’ll get 

there…it’s a journey to get there…” 

 

Sarah: “I mean, I have my moments…where I just, whatever.  When you wake up the 

next morning, okay, let’s see what we can do today.  I try to keep a more positive 

attitude.  FASD has never bothered me.  I guess I kind of look at it as a challenge.  I want 

to see this child grow, despite the disabilities.  I want to see him do everything he can.  

You can’t, you can’t give up.  My child will graduate…He’ll always have this disability, 

but he can still be a functioning person in this world.  And that’s kind of my goal.  I 

would never give up.”  

 Parents see the potential of their children, and this is one of the driving forces behind 

their efforts.  Participants seem to have taken a positive and “one day at a time” type approach 

and seemed quite adept at picking out when their children are doing well or not, and then 

focusing on the positive.  They see the many positive attributes of their children and project how 

those attributes could be optimized in the future.  An interesting, but not overly surprising 

experience during interviews, was several participants seemed to reflect a guilt response to 
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talking about the challenges with their children with FASD.  Interview discussions would be 

about the challenges, and then the participant would shift the discussion suddenly to listing off 

all the positive attributes of their children.  Perhaps feeling like they were betraying their 

children and not wanting to present them in a negative light, or just balance that out with who 

they are as people rather than a negative focus on the disability.  In this, the dichotomy of this 

parenting experience seems to be revealed.  These parents are parenting, in one hand, their 

child’s disability and all the challenges of that disability, while in the other hand, they are 

parenting their beautiful children who possess so many positive attributes and gifts that they can 

share with the world.     

Rachel: “He’s super, super good at sports.  He’s incredibly high energy.  He’s the 

happiest person that I can think of.  Like in the world.  Um, also very frustrating to 

parent, as a parent.”  [Q. What kinds of things are frustrating?] “The list could go on, and 

on, and on…” 

It is important to point out that this statement has a nuanced duality.  On one hand, this 

parent expresses a very positive regard for who their child is as a person.  While on the other 

hand, expresses how frustrating the task of parenting him is.  The positive statements are 

connected to the child as a person, “he is super, he is high energy, he is the happiest person”, but 

the frustration piece is one step removed, it is not him that is frustrating as a person, it is the 

action of parenting him that is frustrating, for the parent, “as a parent.”  This seems to be part of 

the parents knowing and understanding that the child has a disability and these are the 

behaviours that are part of that, and it’s not their fault.  At the same time, regardless of this 

knowledge, there is a high level of frustration for the parent as a result of these behaviours.  This 

duality is relevant to many families’ stories, and comes up throughout participants’ narratives, as 
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they are able to see the positives of their children, while still living this very frustrating and 

challenging reality of daily living and parenting.   

 Participants shared very positive aspects of their children and in Rachel’s case, also 

translate that to possible employment opportunities long term.   

Rachel: “Well, he still has lots of fun too.  I mean, he’s super happy. Like some things 

can be positive.  He’s an amazing, amazing skier.  He can be a ‘liftee’ in something like 

Banff.  He’s super good at sports.  He’s the happiest person I can think of, like in the 

world.  He’s a good kid to babysit…He’s like a really good guest [at friend’s cabin] 

because he’s the one that’s continuously on the dock playing.  Others, “put down that 

phone and go outside”, but him, he’s jumping on the kayak, on the stand up paddle board, 

jumping off the dock, doing back flips.  People love him at the cottage…And he’s just 

sort of, he’s the kid that they want to help [at school], because he’s so, like fun.  

Everybody loves him, the teachers…he’s a fun, nice kid.  But he always has a smile on 

his face.  He’s always happy.  He can be supper annoying and frustrating, but he’s never 

mean.” 

Candace too sees the positive in her girls.   

Candace: “The girls, they like to laugh a lot.  When we tell them to do something, they’re 

pretty cooperative…Might take a few minutes for them to get started, but that’s okay.  

The girls, they do well with physical labour.  So my sister, she had them over when she 

was moving and helping her with packing and moving furniture and setting up her school 

classroom.  When you ask them to do something, they do it really well.” 

Sarah finds her child’s positive attitude and determination inspiring.   
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Sarah: “He’s a child that likes to please.  He doesn’t like when you get upset with him, so 

that’s been helpful.  He has such a positive attitude.  He has done level one in swimming 

now for five years, but he doesn’t give up.”   

Linda explains how her son has really great abilities when he can be refocused onto them, 

but how that comes at a cost of energy and frustration for her.   

Linda: “And when he’s functioning well, he can be really good.  He really has some good 

things about him.  He’s really good with animals.  He’s good a drawing.  He’s good at 

chopping wood.  He’s good at building lego.  He’s good at fiddling with stuff.   

[Question: Does he do those things naturally on his own?] “When you take everything 

away from him.  You have to take all the other stuff away.  And then he has to rage for a 

while and then he finally will go on his own.  I mean there’s a lot of just lying there like 

this [sprawled position].  There’s like 50% of that and 25% of negative, maybe more than 

that, and maybe a bit of good.  But the good comes at a lot of expense of energy…of me 

going, okay Joshua, you need to get off [the screen devices].”    

Participants also are able to identify the positive protective factors about their families 

and how that enhances their well-being.   

Rachel: “One thing is that we’re a stable family.  That bodes well I think.  There’s no 

change in parenting.  The kids have solid.  We’ve lived in the same house for more than 

10 years now.  Same neighborhood.  Those things are all solid.  We have family supports.  

Like aunts.  Favorite aunts and stuff and grandma.  That all kind of helps a little bit.  My 

husband and I are both high-end professionals and we have a lot of money.  So that 

makes it a lot easier.  It sounds shallow, but we don’t have to worry about.  We need 

more studies on the economics of FASD.  It’s huge.”   
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Parents shared how they are able to see even the minute positive improvements in their 

children’s behaviour as they get older.    

Marie: “Apparently something happened at the lake last week…and he reacted to her 

swearing and yelling and this and that.  Then apparently the next day he came back to 

where they were, and he apologized to them.  He said, “I’m sorry that happened.  I 

shouldn’t have said that or done that,” which is very good for him because he never 

would’ve owned up to in the past or even acknowledged it.”  [20-year-old]  

Parents seem to be able to acknowledge those little markers of positive success, and 

recognize that learning and growth is possible for certain FASD behaviours.  In Marie’s example 

above, she doesn’t get into the negativity of the explosive reaction he had in the first place, but 

rather, she notes the positivity of how he took responsibility for his behaviour and went back to 

apologize.  This is a parent who has been working on this skill probably since the child was two 

years old, and only now, is starting to see the rewards of their efforts, 18 years later.  Michelle 

too has an example of this with her daughter.       

Michelle: [discussion of how she used to throw things in rage moments, like knives, 

damage iPods etc.] “I’m trying to think of the last time she threw anything, and it must 

have been, it was recent enough but all of us, even her, sort of went, “Oh my god.”  And 

it wasn’t anything, I think it was a hairband, anyways, “I threw something, I haven’t done 

that in such a long time.”  And we all said, “well, that’s good news!” (laughter) So, she’s 

learned that doesn’t work I guess.”  

This is a child who used to throw knives at family members when she was triggered, and now 

they celebrate with her that she does not do that anymore.  Ann too took this perspective with her 

children.   
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Ann: “And he’s 17 now and he’s having many struggles, but less than he was having at 

14, so that’s a good thing (laugh).  He doesn’t come home for lunch, he doesn’t come 

home for dinner, he doesn’t come home until 9:00 at night.  But thank the Lord he comes 

home for that 9 curfew.  Because for a while he didn’t.  …That’s a beautiful thing.” 

Participants in this study are not only celebrating these successes, but in this, they are 

also redefining what success looks like.  Just showing up every night at 9, not throwing knives at 

family members, and apologizing after and explosive rage once in a while, is a success.  While 

this falls well below what the ideal scenario would be for these parent, who strive for close 

loving relationships and family cohesion, for these parents, it is “a beautiful thing” and 

celebrated.  Sarah has also redefined what success looks like in her family.   

Sarah: “Seeing your child succeed, even if it’s not a success to everybody.  Like to their 

abilities, not to the world’s abilities.  He can still be a functioning person in this world.  I 

know that he can succeed.  He may never be able to properly read and write, but there’s 

other areas where he will excel.  So we have to draw those out and work on those then. 

But we will still work on the stuff that’s harder for him too, I don’t want to drop that.” 

Parent capacity to identify these positives seems to impact families’ well-being in 

positive ways.  These are parents that could really be validated in their right to do a lot of 

complaining about their situations and the challenges with their children, and yet, they seem to 

constantly take a balanced approach in both acknowledging the challenges, and at the same time 

being able to dissect even the smallest positive, making that their focus.      

 Parent participants also demonstrated a deep level of understanding and sincere empathy 

for their children.  This may be one leg of where their ability to see the positive is rooted.   
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Lynn: [Q: How has FASD affected you as a person?] “It made me realize how these kids 

struggle.  Like, it can be stressful for me, but these kids struggle with that every day.”  

 

Marie: [raging] “I’m sure it’s hard on him too.  That’s like a fight flight thing, so it takes 

a lot out of you.  It’s exhausting for him and especially when he was young and didn’t 

understand where it was coming from I’m sure.  Now he knows, he understands this is 

the way he is and he sort of understands but when he was young, it must have been scary 

having all these feelings in your head and not knowing why you’re like that.  Do you 

think he wants to be like this?  He sees all his friends working and having vehicles and 

moving on with their lives, and he’s not.  You think he wants to be like that?  No.  Maybe 

he doesn’t verbalize it, he just gets defensive and angry and lashes out, but I’m sure deep 

down he knows.”  

Ann, talking about the FASD sleep research, shares her understanding of what it must be like to 

be so sleep deprived.   

Ann: “Sometimes I think that’s the key to the whole thing.  Like, my kids don’t sleep 

well and sometimes I think actually they behave just how I’d like to behave if I have 

hardly slept the night before.  This could be such a big piece of the behavioural stuff.” 

Parents are really seeking understanding of what is happening for their children, and for 

themselves, in their strategizing how to, not only manage the disability in an effective way, but 

also enjoy their children and their lives.  Within this, many participants shared how they have 

come to a point of acceptance along their journey, and what that means for them.     

Acceptance does not change the challenge, but it seems to give parents a sense of peace, 

as they are no longer fighting battles that they cannot win, both in managing FASD and in their 
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psychological warfare.  This acceptance seems to be heavily connected to experiences of loss 

and it is a process that takes time.     

Michelle: “Acceptance (crying).  A bit like mourning.  Every parent pictures this perfect 

child so it’s accepting that this won’t be.  It’ll be perfect her way, but certainly not the 

way we imagined it.”   

Shifting those expectations of what parents had in mind when they had a child join their family 

through adoption, to this new reality takes some time, but is necessary to get to a place of 

acceptance.   

Marie: “I’m at that place where I accept it now.  I went through sometimes too where I 

woke up and things he did and said would just irk me and get me in a bad mood and you 

know what, I don’t want to do that anymore.  I can’t do that, and I’m not doing it.  I know 

where it’s coming from and I accept it and then I move on and, it’s weird to say it, his 

moods and his anger and his outbursts sort of don’t bother me.  It bothers me because I 

don’t like it but I don’t let it get to me anymore where it gets me in that bad mood and 

angry and feeling like I don’t like him.”   

The constant nature of the behaviours related to this disability can leave parents and other family 

members in a constant state of heightened alert with their own fight/flight responses activated 

and stress hormones coursing through their bodies.  Living at this level can be very exhausting 

and getting to a point of acceptance seems to help produce calm for the parent and perhaps ease a 

little of the stress levels for everyone living in the home.  Getting to that place of acceptance, 

however, takes time and, in Marie’s case, a combination of counselling, education, personality 

traits, coping strategies, maturity, and life values.   
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Marie: “I don’t know if it’s counseling, learning more about FASD and why they do what 

they do.  Probably a combination of everything, just the kind of person I am…it’s 

probably a combination of different things…We have to make the best of it no matter 

what, FASD or whatever it is.  I don’t want to live in the day just being angry and 

fighting.”   

The value of not wanting to live every day being angry seemed to be a strong motivator 

for multiple participants.  Marie also shared how important it was to get to a point of accepting 

the limitations she has as a parent.  Her son getting a late diagnosis (age 17) really affected her 

guilt response to parenting strategies used over the years, so acceptance for her, also means 

coming to a place of forgiveness for herself, and acceptance of parenting limitations.   

Acceptance also means being able to translate those frustrating and challenging chronic 

behaviours into something positive.     

Michelle: “So if every time she opens her mouth it has to be (a specific topic related to 

her work)  …and everybody’s tired of hearing it.  She can’t even now as an adult, she 

can’t have a normal discussion.  She’ll, we’ll be having a discussion around the table and 

she’ll bring something that’s completely left field.  Very often centered on herself, her 

job, how tired she is because she worked 4 hours. (laughter).  Her truck, her, but uh very 

proud of those things and that’s what she’s trying to communicate to us is that” hey I’ve 

got a job. I’ve got a truck.  It belongs to me.”  

Acceptance means parents are able to support positive belonging in the family for every member.  

Michelle: “Not always socially acceptable, but once people get to know her and 

understand a bit better, it’s very innocent [her self-centered talk or inability to have a 

discussion].  She doesn’t tell me, but it’ll come out once in a while.  She thinks she’s not 
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as good as [sibling] because she didn’t study.  “You’re both good.  You’re both good in 

your own ways.”   

In addition to creating that positive family belonging for every member, acceptance also means 

sincerely being proud of the child’s unique accomplishments.   

Michelle: “I… told Emily, “I think I’m more proud telling everybody that you work at 

[location] than saying you work at the local A&W.  Where you work, it’s different, it’s 

up there, it’s your passion.  I think it’s great!”  And you know, she walked away saying, 

cool, my mom thinks it’s great.  So you feel good cause it feels good for everybody.”  

As Marie mentioned earlier, she is not okay with the behaviours, but accepts the way it is and has 

found a way to feel okay about it and not have it affect her as much.  Getting to a point of 

acceptance does not take away the challenges or frustration of the behaviour, and parents still 

feel any range of emotions, but this acceptance is connected to coping and like Ann said, being 

able to hold that grief and frustration in one hand and still be okay.   

Having both parents in the same place of acceptance is really important for each one’s 

mental health.  This offers each parent someone to debrief with, who can be understanding and 

supportive through the many moments of challenge.  This can help purge the challenges as they 

come, rather than holding them all to debrief with a counsellor later, for example.    

Michelle: “Well, I still get moments when I say, “shit, why can’t we have a normal 

child?”  or after having visitors like we did at the cottage, or saying, “Oh she was so 

embarrassing when she did or said such a thing.”  But it’s not going to change anything 

anyway so.  Verbalizing it with my partner is very important, so that we’re both able to 

talk about it and say, “Yep, I didn’t dream that.  That was really embarrassing.”  “Yep, I 

agree.”  And then life goes on.”   



FAMILIES WITH FASD 200	

Within parents’ acceptance, the language parents use to describe how their families and 

children are doing indicates that there seems to be a “new normal” in which they function.  The 

language used indicates a gross underestimation of the parenting efforts that are put in, and very 

different expectations of the family.  The “we’re okay” sort of sentiment from parents is on a 

completely different scale than parents of neuro-typically developing children.  Parents of 

children with FASD seem to have built a lot of endurance, stamina, and resiliency.  

Marie: “I guess I’m kind of used to it now after 20 years, so I don’t even think of it 

anymore, but sometimes when he’s not around, say he doesn’t come out to the lake and 

it’s just us three, it is different.  It is a lot less stress.  It is like a little burden, or a light 

weight, so in that way it’s nice.  When he is around, like I say, he’s my kid and I love 

him.  I’m not begrudging him or resentful, I don’t feel like that.”   

Again, not wanting to talk negatively about her child, which is understandable, but that 

endurance and stamina may also mask that level of chronic stress that parents are experiencing, a 

bit like the frog in boiling water analogy.     

Sarah: “For the most part we’ve been okay.  Bradley is not a lot of work.  You know, if 

you just play with him or watch movies with him, or just let him play on his computer 

stuff.  He has an incredible imagination.  He’ll go in the yard and he’ll play by himself.  

He can entertain himself at this point in time.”  

Bradley is a 10-year-old who melts down and hides regularly, has lots of accommodations in 

place at home and school, and needs one to one support with all tasks of daily living.   

Lynn: “Kids are basically okay.”  
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Lynn has one child who has been raped twice and is struggling with substance misuse, another 

child in an abusive relationship who is currently placing a child for adoption, and another child 

has just finished a 2-year bout of putting holes in the walls.   

Ann: “He’s having some rough days.”  

Rough days in FASD mean some pretty serious things: involvement in criminal justice, 

incarceration, going missing for weeks at a time, sleeping rough in a park, promiscuity, school 

challenges, and high levels of vulnerability.   

Ann shares that things have “worked out fine” with another of her children.  After being 

so violent in the home that he was parented with round the clock staff in a home to his own, 

“working out fine” to Ann means that at the age of 22 he is now being more reciprocal in family 

relationships.  It seems that expectations have shifted as this new normal is where families in the 

present study live.  Sincere empathy, understanding of FASD, knowing what the possibilities are, 

being able to see and celebrate the positives through a haze of challenge, and accepting the 

limitations they have as parents, is what acceptance is all about.  Parents celebrate success when 

their child comes home at night, or when they come back around to family orientation in their 

early 20’s, or that they are doing fewer drugs.  This is a readjustment of priorities, accepting that 

it is the way it is, and then being psychologically calm about that new reality.  Taking acceptance 

to a place of calm is done through coping strategies.   

Hope emerged as an important factor in counterbalancing the psychological aspects of the 

FASD experience.  Several participants shared that they still have hope that their children will 

come through okay on the other side of adolescence and young adulthood.  While Ann expressed 

earlier that one of her big concerns was that her children will not be able to parent, she balances 
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that with her experience that other FASD behaviours have shown improvement over the years so 

there could be potential for parenting as well.  

Ann: “And some of that may change with age.  I’ve been so delighted with huge growth 

for some of my children.  So in their 20’s right, that huge growth time in their 20’s.  So 

who’s to say that by 35 they wouldn’t be able to parent.  I don’t know.”   

For Ann, her first-hand experience, of children getting through their rough years and reorienting 

to family, helps to maintain this hope.  For some parents, who have not been through this before, 

experiences with speaking organizations like Visions and Voices, where adults with FASD 

present their stories, offers a glimpse into this possibility.  

Marie: “Maybe he’s going to get there, maybe not, I don’t know.  I can’t say for him, but 

he’s still so young and he’s in that party zone right now.  …I’ve been to some meetings 

where there’s been some speakers of those young adults that come back and speak about 

their life and it’s very interesting and a lot of the success stories are yep, I’m doing this 

now instead of this and it’s like, that’s so nice to see them get to that point where they 

want to make a difference or want to and can in whatever way it looks for them.  I’m 

hoping that will happen for him one day.”   

Hope seems to play an important role in parents’ coping capacity.  This hope, however, is very 

much rooted in experience of positive outcomes and a whole lot of patience.  

Ann: “But I’ve been so relieved to find that they kind of come back to a place of 

equilibrium and to a place of closeness again that is a lot easier this time with the younger 

ones coming out of adolescence now.  It’s been much easier this time around because of 

my experience.  Seeing that that isn’t the end of the story.  That’s just chapter 1 (laugh).  
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And then luckily there’s more to write.  So my experience that they won’t reject me 

forever is, is very helpful.  Just seeing that bigger picture.”  

This not only reflects the primary goal of family cohesion, “he won’t reject me forever”, but also 

being able to step outside of what is happening in the moment, and seeing the big picture of life, 

is really important, reflecting that this is just “chapter 1”.   

For Ann, the experience of knowing that children do have the potential to make it through 

those rough times and come back to the family, also energizes her to keep implementing those 

strategies and trying to maintain those relationships.  “Every time he came home, we were still 

there.”  Being there and waiting patiently, holding up the parent side of the attachment circle of 

security, being available to their children is the positive outcome from hope.  She keeps telling 

herself that things will work out because they have before, she has seen it, and has faith in the 

potential, and has reaped the rewards of her efforts with other children who have come full 

circle.  This positive first-hand experience, however, is key to having this confidence.  As 

indicated earlier, most parents feel a lot of fear and worry about the uncertain future of their 

children.  They are anticipating the challenges ahead and how FASD might interfere with their 

children’s success in school, in community, and in life long term.  The unknown is very difficult, 

and the prognosis for this disability can feel overwhelming without a sense of hope.  Linda, for 

example, has not had this previous experience with successful outcomes, as her child with FASD 

is the oldest of the family (14 years old).  She has expressed how worried she is and how little 

hope she has for him even “making it” in life.  In retrospection, Ann’s experience demonstrates 

how hope has helped her with her positive perspective.   

Ann: “But if I had known that at 22 he would still be, we would still be so close, I think, I 

wouldn’t have worried so much as we went through the hard days.”  
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Hindsight is always 20/20, and Ann has the benefit of this vision with subsequent children 

passing through some similar experiences.   

Hope can have a snowball effect.  In talking about communities, children’s employment, 

and return to reciprocity in the family relationships, Ann concludes:   

Ann: “I see that we could get to a place where, where every child is set that way.  Where 

every child has what they need, and then the give and the take is so, like with Kevin, 

where he’s such a help and he needs help.  Just like all of us.”  

Hope is connected to family cohesion.  That dream model and ultimate goal these families are 

striving for.  Of healthy, happy families, with reciprocal relationships and everyone getting what 

they need and being successful in their own right.  Ann continues to share how community can 

help support and build hope. 

Ann: “And I think we will get there.  I feel sure we will because when Christopher 

doesn’t come home he’s out in the community and people keep tabs on him, for him and 

for me.  Right, because they love him.  They see him around and they call and let me 

know he’s safe.  And then there’s that whole community that he knows where I don’t 

even know them.  They’re probably at the more struggling edge of the community.  But 

he always, if he doesn’t want to come home, he finds a couch for the night.  Right, like 

people take him in.  …they, in a sense look after him.”   

Parents are not sure where this FASD journey is taking them as they move through these 

challenging adolescent and early adult times with their children.  Having community champions 

provide some support to both their child and themselves, allows them to maintain some hope that 

their child will be able to be successful.  Having some previous experience with other children is 

helpful in maintaining hope and in energizing and inspiring the parent to keep working hard at 
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maintaining those relationships with children, knowing that the child does have the potential to 

return to the family, and that goal of family cohesion has the potential to be realized, albeit 

perhaps in a different sort of way.    

There seems to be a contrasting duality in this experience of psychological warfare for 

participants.  While participants seem to strive for positives and even acknowledge that this 

experience has made them a closer family, and perhaps more resilient people, it has been through 

what one participant terms “the path through hell.”   

Ann: "but at this point, I think that we've had to do so much real relating to stay healthy 

that we're probably you know, healthier than many families, most families.  So that's a 

nice place to come to.  But through the hell road…the low road.  But when you realize 

that you have to choose for the family, then where you come to after all that is probably a 

closer place than where you would have come to without it.  Because you know as a 

couple how much you rely on each other, and you know as a family all the children and 

all the parents, how much you rely on each and every one of us, and so then I think that at 

this point, with the exception of Christopher who might not answer that way, I think that 

we are closer than most families ever could be.” 

It’s important to recognize that even with all the positive attitudes, no one wants to be 

doing this.  Ann articulates how she would not wish the pain of raising a child with FASD on 

anyone. 

Ann: “I have wondered, I thought, I realized recently that I hope that my neuro-typical 

children, I hope they don’t have the kind of family that I have because the pain.  Right?  

And in the same way that the pain of watching your child thrown against a police car is a 

visceral, literal pain, right, and you can’t, imagine wanting for your child who has the 
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ability to have something else, you can’t imagine choosing that pain for them or you can 

only imagine hoping they don’t, choose that pain.  So I mean, where all that comes into 

equilibrium, I don’t know.  I hope they don’t do this.  It’s been so hard.  And yet, I see 

the people they are because we did this.  It’s better, although not always easy for them.  

And I see the people that [husband] and I have become that we wouldn’t have become 

and it’s better, but the path through hell.  I just wouldn’t wish on them so I hope they 

don’t.  Even if they end up with that very, say one generation down their family becomes 

a family with a very privileged and narrow and snobbish world view, right.  That’s fine 

(laugh).  It’s not good or right, but you know, just let them.  I know families, so many 

families like the family we would have been if we didn’t adopt.  Where you have a 

handful of very successful and very capable and very white children and I’ve seen that I 

wouldn’t have realized how limited my world view was.  But it would’ve been.  Because 

that’s not the family we have.  And I mean, in that I’m so much enriched.  But the root to 

that enrichment is not an easy…is not one that I would hand to anyone.”  

 Psychological warfare adds a new layer to the experience of FASD in the family and is 

specifically related to the parents’ experiences with the negative feedback loop, the emotional 

impacts of the FASD experience, and the counterbalance response in trying to balance well-

being for both themselves, and the family.  Our society does not have a story for when ‘good’ 

parents produce ‘vulnerable’ children.  When feedback from children and society is 

predominantly negative, or inconsistent, parents are faced with trying to manage their own self-

doubt, judgement, and the cumulative effects of their experiences.  Participants experiences 

included feelings of guilt, feeling helplessness as their children experienced unpreventable 

consequences to their disability.  Grief from every direction is part of this experience and many 
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participants worry about their children’s ongoing vulnerability.  High levels of chronic stress 

seem to be a common experience for all study participants.     

To offset these experiences, participants’ personal characteristics, coping strategies, and 

attitudes, values and beliefs all seemed to contribute to participants’ counterbalance response 

within these FASD context.  Being able to see the positive, having sincere empathy and 

understanding for their children, setting self-care and coping strategies as a priority, and getting 

to a point in the journey of being able to accept their situation, were identified as elements that 

improved families’ well-being.  There are many nuances to the challenging task of striving for 

balance, but having hope emerged as a critical factor in maintaining the parents’ endurance and 

motivation to continue on in their journey.  Resiliency is being built in every family, and some 

participants have recognized how these experiences, although characterized as walking the path 

through hell, have very much contributed to enriching them as people.  There is a duality of this 

experience as parents manage the grief for their child’s disability in one hand, while 

simultaneously trying to enjoy a ‘normal’ life.   

Superordinate Theme Four: Experiences of Supports 

 “Experiences of Supports” is the fourth and final superordinate theme.  Within this, 

experiences were separated into two sub-ordinate themes, “Experiences of Formal Supports” and 

“Experiences of Informal Supports.”  Participants narratives included what types of supports 

they use, and how they have been needed and useful, as well as some of the barriers or 

challenges they have experienced in the area of supports.   

Subordinate Theme: Experiences of Formal Supports 

“Experiences of Formal Supports” is the first of two sub-ordinate themes.  Participants 

were asked about their experiences with formalized supports for both children and families. 



FAMILIES WITH FASD 208	

Narratives included experiences with supports in education, counselling, daily living, respite, 

residential treatment, and challenges with navigating the system.    

 As previously discussed in the parenting section, accessing FASD education supports for 

parents is one of the first formal supports sought after diagnosis.  Michelle had stated that every 

bit of information has been helpful to her for both immediate needs and anticipatory planning, 

especially through adolescence and moving into early adulthood.  All participants engaged in 

ongoing FASD education, but there was a sentiment that emerged that may indicate that there is 

a point in time when parents feel they have a solid amount of information, and this support is no 

longer as relevant as it was at the beginning of their journey.    

An extension of FASD education is specialized counselling services.  This seemed to be  

supportive for parents when it matched their needs.  For some participants, the counselling is 

very specific to the “practical things” of managing FASD and for other participants, the 

counselling is for the grief that comes along with these family experiences.  In both of these 

cases, having someone who is very aware, understanding and knowledgeable about FASD was 

the most critically factor for this to be a successful support.  

In relation to practical supports, Sarah discussed how the Rehabilitation Centre for 

Children (now SSCY, Specialty Services of Children and Youth) supported them with some 

logistics of daily living (e.g. helping with seatbelts for his chair and training wheels for his bike).    

Other practical supports of daily living included having professionals talk with children about 

hygiene and sexuality.   

Transitioning to adulthood is a time where more formal supports are necessary for 

children’s independence and managing the tasks of daily living.    
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Marie: We got the diagnosis and we got support for him and he’s hooked up with Life’s 

Journey’s.  We’re still supportive of him of course but they actually can help him with 

work, with schooling, counseling, anything that he needs so that’s a real blessing.  It’s 

awesome to have them on board with us.”   

“They actually can help him” is also indicative of that pushing away of the parent 

support, despite the parent being willing and able to support their child.  Having these types of 

supports for their child give parents some hope and peace of mind, and promote positive 

outcomes for everyone.   

Childcare or respite was something that all participants spoke about as being a priority 

need and critical to their well-being.  Respite is a time for relationships with other children and 

spouses, to engage in FASD education and to plan ahead, to practice self-care and coping 

strategies, and sometimes just to clean the house without interruption.   

Michelle: “I already mentioned I think the respite is very important.  That’s when you get 

to recharge your battery.  Respite is probably I would think, just for your sanity and your 

well-being, it is a big, big piece of it.  For sure. We did get some respite from CFS for 

about a year, where somebody would pick her up every other Saturday morning for four 

hours…That’s when you get to spend that special time with the other siblings.  Where 

they lack that because most of the energy and tension is given to the FASD 

child…Sometimes it was just cleaning the house.  But at least I knew I had those four 

hours to myself, nobody disturbing me, being able to do my stuff in that time, rather than 

it taking all day.”   

There are some characteristics of FASD that make respite particularly necessary yet 

especially difficult to come by.  In most cases, children with FASD do not become independent 
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at the same rate as neuro-typical children and yet require childcare or respite into their adolescent 

years.  However, complicating this are behaviours that are difficult to manage that make 

engaging someone for child care difficult.  

Linda: [Q. Can you go out together as a couple?] “Not really.  Like we can’t because the 

family…the kids are too nutso to leave with anybody.  Like I can’t leave Joshua with 

anybody.” [14-year-old] 

Michelle too experienced this with her daughter.   

Michelle: “I had my parents supporting me all the way through Emily’s younger years.  

And they were younger then, but they were getting physically abused by the child, so 

can’t count on them anymore, so where do I get my respite?” 

Ann also experienced this when her children got a little bit older. 

Ann: “But once your kids get to be teenagers, no one in their right mind wants to do their 

childcare, right.”  

Formal services did not seem readily available nor did they seem to fit family’s needs.  

None of the participants were currently receiving formal respite services.  Only one participant 

had received short term formal respite services specific to their child with FASD in the past.  

Two participants receive respite for other children in their home, either who had an additional 

Autism diagnoses or for children in foster placements.  Ann had respite services for one of their 

other children for their autism diagnosis, however, she was required to stay in the home during 

this time. 

Ann: “And then you can get respite care if you’re…we get respite three hours a week for 

[another child] because of the ASD diagnosis, not the FASD diagnosis.  And I realize 

how not entirely helpful respite is because we have this time, we have a lovely young 
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woman, but for her safety there has to be a parent in the house.  So it’s not like you can 

leave them.”    

 Michelle shared how she had to end respite services for her daughter because each time, 

the respite worker would take her out for fast food, an activity she felt was not suitable.   

Participants shared other strategies for respite they use.  Lynn hires her older children or 

friends, Sarah hires adult babysitters, Marie’s son is 20 and no longer needs respite, Rachel hires 

neighbourhood babysitters, and Linda and Candace shared how they do not have any respite 

options.  Michelle also spoke of how they used a summer camp once for some respite.  

Michelle: “I remember putting her in a camp.  And it was just me and my husband.  It 

was like Wow!!  Coming to pick her up and her saying, “that was the best camp ever.”  

And thinking, “okay, you needed the respite from us, we needed the respite from you.”  

And [the sibling] during that time had gone to Europe for 2 weeks with a friend.  She 

needed respite even from her everyday being at home, job, whatever.  So that’s important 

trying to find those moments, those times.”  

Despite the participants understanding of the critical importance of respite, the challenges of 

finding someone that can provide those services at a level necessary is challenging.  

Ann: “And it’s very hard to bring caregivers into the house who are not family.  And 

once extended family are just open that they cannot handle the situation with adolescence 

and FASD coming into the house, then pretty much you have nobody who can except the 

other children, right, the grown children who know how things work and know what 

usually happens and are familiar with what you should do when someone’s spiraling 

down and what you should not do.” 
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In most neuro-typical families, they get a babysitter and take the breaks they need.  Or 

children have active social lives giving parents natural breaks when they are with their friends.  

For parents of children with FASD, neither of these things happen.  Regular childcare is not an 

option and children cannot stay home alone until they are much older.  Respite could support 

some reprieve from the “constant” nature of the challenges of this disability and provide parents 

opportunities to do the things they need to do to support their well-being.  The consequences to 

lack of respite services is profound for families well-being, as stress levels remain high, and 

caregivers experience burn out.  Equally, all participants reported negative impacts to family 

relationships as a result of lack of respite resources.     

 Two study participants also accessed short term residential substance misuse treatment 

programs.  

Marie: “It was useful while he was getting some counseling, he was off the drugs and 

alcohol, mostly drugs at that point, useful for that. …He probably gained some benefits 

but in the long run it didn’t make a big difference.  He came out and he was the same way 

and he needed way more supports to carry on...”   

Lynn shared her experience with the program Compass, a live-in, short term support for 

substance misuse for teens.   

Lynn: “She did get into drugs and she went to that Compass.  They have 

counselors…they do activities, they take them places and they do schoolwork, all that, to 

get them clean.  It’s an 8-week program.  You just live right there.”  

Again, this short-term approach is beneficial while the individual is in the supportive 

environment, but the effects are not long lasting once faced with the reality of living in the 

community.     
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Parents are using mainstream community organizations for their children’s recreation and 

leisure needs, however, parents are the ones advocating for, and teaching the necessary 

accommodations, in order for that to be successful for the child.    

Rachel: “Right now he goes to the, he’s too old but they still let him go to the community 

club…the local summer camp…he’s the oldest kid there by far, because they stop 

basically at grade five, but because they know us as a family because we’re there for all 

these different sports and stuff, okay, we’ll let you go there.  Even camp Stephens, the 

YMCA camp, I’ve phoned, and I’ve done this every year…look at his diagnosis, please 

put him in the cabin not for his age but for his grade.”   

 

Rachel: “We are so lucky because he’s so athletic.  You could send him to tennis camp 

and he will just sit there and he will serve and do it for 8 hours solid.  And he’s just so 

good at the sport that will compensate for a lot of other things.  But if we didn’t have 

sports, I don’t know what we’d do with him.  Like I really don’t know.”   

Parents recognize that the supports that they do receive have an element of ‘luck’ to 

them.  They have just happened upon something, or their child has a certain characteristic that 

has made a connection to some sort of support working out for them for the time being.  This 

luck however, is fleeting, as Rachel says…if not for sports, what would they do.    

 In addition to luck, participants spoke of the advocacy that they had to do in order to 

access some formal supports.  For Michelle, writing to her MLA has opened some doors for her, 

giving CFS an ultimatum was also a strategy that worked for her, and constant participation in 

the FASD community has kept her informed and connected to any possible services.  Marie 

shared how she believes it was only because of her advocacy that her son received services.   
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Participants shared their frustration with navigating the system of formal supports. Not 

meeting the eligibility criteria of being “disabled enough”, not knowing what supports might be 

available, time and locations of services not fitting with work schedules or having to take time 

off work to access supports, being bounced around the system, having to pay for supports like 

psychological services, and no response during times of crisis were experiences participants 

shared.    

Candace: “We went to the doctor, she sent us to MATC.  You just felt like you got 

bounced around MATC.  Then one of those psychologists says, “well, Sharon is going to 

need long term care” so, you know, find a psychologist, and you’re going to have to pay 

for it.  So we did, and after about 10 sessions she said, “there’s nothing more I can do, so 

we’re done.”  I was like, “okay,” but this other psychologist at MATC said that she 

would need long term care, but that just didn’t happen.” 

Michelle recounted a time when she was in crisis and desperately trying to access 

supports, with none being available to her.   

Michelle: “…I went to work and I said, “I can’t be here, I have…and I spent all afternoon 

maybe…I had left 7 phone messages, on 7 different associations groups that were 

supposed to help out FASD families.  Never got an answer from anybody.  Then felt very 

alone.  That time people did call back the next day and did offer.  And it filled a place, 

but still that time where you’re really reaching out for help (crying) and nobody was 

there.  Yeah.  Very hard.”  

The sentiment of feeling alone was shared by many participants.  Equally, the cost benefit 

analysis of supports versus the tradeoff of time is a consideration families make. Candace shares 

that she would go for counselling, but then that also takes up her valued time.  Attending all the 
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education and information sessions has been shared as highly beneficial, however, doing this 

while raising young children, or without child care services leaves families in a catch-22 

situation.    

Families experiences of formal supports seem to be both a source of help and a source of 

stress for families.  Helpful in instrumental and psychological ways, but stressful in navigating 

the system, not meeting eligibility criteria for supports, or supports that do not fit the needs of the 

family or child.  Parents seem to be doing a great deal of trying to access supports and are 

advocating and following up to ensure supports are received.  There does not seem to be enough 

supports, and existing supports do not seem to be adequately meeting all the needs.    

Subordinate Theme: Experiences of Informal Supports 

The second and final subordinate theme in participants’ “Experiences of Supports” 

explores “informal supports.”  When asked about who is supportive in their lives, Marie 

responded, “Just the family mostly, close friends and school teachers in the past have been good.  

That’s about it.”  Indeed, the informal supports of family, friends, teachers, neighbours, and 

peers emerged as a prominent theme.  Supports were both psychological and instrumental.      

Many participants spoke of their supportive extended families and reflected how “lucky” 

they were to have this support.  Parents expressed how having an outlet to just talk about their 

experiences and feelings was important to them.  Having someone listen, accept and empathize 

with them was important.  Beyond being able to talk to someone, also having extended family 

accept their child as a person, proved important for this relationship to be supportive.   

Marie: “Just so we can talk to them [extended family] and they’ve always accepted 

Michael even though he’s done some not so nice things to the people in our family like 

stealing and lying and verbally abusive when he can’t control himself.  They’ve still 
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accepted him and we’ve still been able to visit with them.  Everybody loves Michael, 

they do, they love him but they don’t like him sometimes, but they do always love him.”   

Ann also speaks to how acceptance and understanding of the struggles is important in 

order to be supportive.    

Ann: “I’m very lucky to be in a family where we have several generations of family 

adoptions.  And so even though until my generation it didn’t mean FASD, actually 

sometimes it did, we just didn’t know it.  So, my extended family…they all know exactly 

some of the struggles that I’ve been through.  Similar struggles of their own, different, 

but similar struggles.  So that’s huge.”   

Besides psychological supports, extended families can provide some instrumental 

supports like respite.  Although, as noted previously, these have not always been consistent and 

decrease as children aged.    

Rachel: “They’ve got an aunt that just moved next door.  And her kids are, sort of, grown 

up and have launched and moved away.  And she was a kindergarten teacher, and she’s 

just like an amazing person.  And she takes them, both boys, for one evening every week.  

She picks them up at school and takes them, and just does stuff with them, and she’s like 

their favorite aunt.  Like, she’s just one of these people, like she’s just amazing with 

small kinds, that you just dream that kind of person.”   

 

Michelle: “They have grandparents; my parents are great parents that are so helpful.  She 

loves, she loves to be like around her grandpa.  Her grandpa makes her laugh.  He has a 

way of doing things with her, that we can’t do.  They would drive her to lessons.  They 

would, even when she was smaller, they would take her with them to the cottage on 
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Friday nights.  Then we would meet up with them either Saturday or Sunday.  That was 

such needed respite, it was God-given.  It was incredible.” 

 

Ann: “When the kids were little we had a lot of extended family support, in terms of 

childcare, because my sister would say, “hey send the kids for a weekend. I’m going to 

take them to the cottage and my husband’s able to be home and we’re…”  Those kinds of 

things happened a lot.” 

In Lynn’s case, her adult children help her with respite for younger children with FASD. 

And Marie’s sister also provided some short-term primary care for her son when things were 

really difficult in the adolescent years.  Again, the element of “luck” emerged in relation to all 

these supports.   

Participants shared how having close relationships with friends was important for their 

mental well-being. 

Ann: “I’m always very glad that when the children were very young I decided to be very 

open with some friends about everything.  Everything that was involved in our family 

and so that’s, I’m always glad of that because they’ve known all the way along, each 

struggle and then, then that’s a good support too.”   

 

Michelle: “Not many, but a handful of friends that really understood that were available 

to us as well.  Not for respite as much but just including us in their activities, knowing 

that things might not go great, but at least including us, which was really appreciated.”   

Having friends that understand the realities, and unpredictability of FASD, is really 

important for the social inclusion of the family, and for supporting mental well-being of the 



FAMILIES WITH FASD 218	

parents.  Linda shared how having understanding and supportive close friends benefited their 

family as a whole.    

Linda: “We have a couple in their 60’s that have been very close to us and the kids really 

like them a lot.  They’re a really neat couple.  So we include them and they include us.  

And so the kids probably feel like they’re a part of our family, and they would always 

watch our kids if we needed to.  They’ve had, they’ve come over a couple of years ago 

and let [husband] and I go out of town.”    

Lynn also expressed how important it has been that these close friends have been 

supportive during those times of crisis as well.   

Lynn: [went to the hospital with a child] “So I went to the hospital and 15 minutes later 

[my friend] walked in and I said, “what are you doing here?” and she said, “I need to be 

here for my friend.”  And she stayed half the night with me.  Yeah, and that’s the kind of 

support you really need.”  

Participants spoke of their neighbourhoods and how good neighbours can be good  

models and teachers for the child.  

Sarah: “We have a neighbour and her girls have walked to and from [school].  They have 

helped us to make sure Bradley doesn’t get distracted and wander off.”   

 

Lynn: “Well, our neighbour has, is raising her 2 grandchildren.  They’re the same ages as my 

kids, so they go back and forth, but you know, and then if he’s having a problem, she’ll call 

and say “what do I do about this?”  And so they’re a support, like if I need something then, 

they’re very supportive.  And friends down the road are too.”   
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Rachel lives in an affluent neighbourhood with access to informal supports from neighbours who 

have beneficial professions.    

Rachel: “…and one of the women is a child psychiatrist, so I could ask her anything.  

That was a really good support.  Like an unofficial support that way.”    

Participants also expressed how connection with peers, people who were experiencing  

similar types of challenges in their families, was important for their well-being.   

Marie: “I have a really close girlfriend; she has a son.  He doesn’t have FASD, but he’s 

got ADHD and anxiety, big time, so he’s sort of got some similar traits to Michael, so we 

talk a lot.  And it just helps, just talking.  She tells me her story, I tell her mine and we 

laugh and we cry and we…yeah, that, that in itself helps.”    

 

Michelle: “I think the little support group that we have is even through we don’t see each 

other very often, it’s very helpful because for many reasons.  It permits you to share your 

experiences and if you can help another person, even better.  I think it also, sometimes it 

makes you come home and feel good.  Cause you go, “oh my god, my child is not half as 

bad as that one!  So yeah!” (laughter) It can be that, I think it develops friendships again 

cause we mentioned it many times, it’s probably the only place where you can sit and 

laugh at all the silly things our children do.  I’ve always enjoyed those times…I go home 

and go “whoo, I feel so good tonight!”  Any little bit helps really.”   

This reiterates the importance of having an outlet to talk with people who “get it”, who 

understand the challenges and the impact to families, where parents can feel comfortable to 

express their feelings in a supportive environment, and walk away feeling a bit rejuvenated.  As 
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Michelle put it, “Any little bit helps.” On the flip side, Rachel expressed the exact opposite 

opinion on need for peer supports.   

Rachel: “I don’t go to an FASD support group or anything like that.  I don’t think I need 

to.  Or maybe I don’t have time.  I don’t know.”   

It is possible that the uncertainty of this, or the reference of it being referred to as a 

formal “support group” could be connected to Rachel not having any experiences with peer 

supports, or perhaps in receiving enough other informal supports that her needs are met.   

Michelle also made note of how being supportive to other peers helps her well-being and 

Lynn agrees that this advocacy work is helpful for her as well.  In fact, talking with peers, having 

an outlet to share their stories in an understanding a safe environment, and advocacy, are all 

reasons why participants chose to participate in the present study.  

While economics was not a focus of this study, participants made clear its intrinsic 

connection to supports and accommodation capacity.  Not surprisingly, as family income is a 

social determinant of health, income played into these participants lives in various ways.  Family 

income impacts the accommodations that families can make in relation to their home 

environment, and paying for things like babysitters, recreation activities, and psychological 

supports.  Homes get damaged by children’s lack of impulse control, and extended development 

means extra cost for things like five years of level one swimming, or 10 weeks of specialized 

summer programming.  Ann expressed very bluntly “It’s outrageous what this can cost.”  Other 

than one participant, no one received any economic support in any capacity.   

Sarah expressed her frustration with not having access to any funding and how that 

impacts her child’s access to the most basic accommodations.  



FAMILIES WITH FASD 221	

Sarah: “I can get no funding for him anywhere, for nothing. He can’t sit still at the dining 

room table.  You know I would love to, but I can’t afford a $200 or $300 chair for him to 

sit at the table.  We’re supposed to just do it on our own.”  

There are economic impacts from children’s impulse control issues.  Ann shared how she 

ended up needing to pay one of her children’s rent one month and both Lynn and Ann experience 

damage to their homes from children punching walls.   

Ann: “Honestly our house looks like a bit of a war zone.  There are holes everywhere.  So 

the house looks like a war zone and yet it’s expensive.” 

Participants shared how infrastructure and resources help foster their families well-being.  

Linda: “We live in a big enough house.  We moved Joshua into his own room a few years 

ago.  Joshua could not live with someone else in his room.  We realized that…a 

disability, he could not share his room with somebody, his brain couldn’t manage it.”  

Financial resources and neighbourhood infrastructure also help stream children’s 

behaviours in positive ways.  Several participants expressed how lucky they are both 

economically and socially to be able to provide for the infrastructure, recreation, and extra-

curricular needs of their children.   

Employment and economics intersect, and while this was not a focus of this study, 

participants gave some context of how this intersects with FASD in the family.  Both Linda and 

Ann shared how having one parent staying home is a key strategy to help balance family needs. 

Time requirements to work a job that has a high enough salary level to support a family on one 

income, while still being flexible enough to respond to family’s dynamic needs, were all caveats 

to this strategy being possible.  Despite one parent at home full time, Ann shares how there are 

often times of crisis when her spouse has needed to leave work to come and support the family.  



FAMILIES WITH FASD 222	

She worries a lot about the pressure and sheer exhaustion of being the single earner in such a 

challenging context.   

There are also long-term economic implications of supporting children with FASD.  

While one participant does receive some stipends from their unique adoption agreement, those 

will run out when children reach 18 years old, leaving them paying $300 - $400 a month for 

medications on a limited budget.  Rachel is anticipating their son will have long-term needs.  As 

such, part of their long-term financial planning also includes contributions to a disability fund.  

But there again, she states, “you have to have the discipline and money to do that in the first 

place.”  She is also currently exploring private school options, despite the high tuition costs, and 

anticipates that they will need to buy him a condo when he is older to ensure adequate housing.    

Participants shared their experiences with their perceptions of FASD awareness still 

being relatively low in the general population, as well as how their community have served as a 

support.  Participants’ experiences represented a wide range of responses from community; from 

Lynn’s very supportive response, to Ann’s example of the worst thing a person can say to a 

parent.  

Lynn: [incident of child telling neighbours to “f@$! off” during meltdown at lake] 

“Three of those women came after and said, “okay, next time this happens, what can we 

do to make it better?”  You know, nobody’s saying like get this kid out of here.  Like 

what can we do to help you next time…But nobody took offence.”  

 

Ann: “The worst thing, the person, the unthinking person who, who on hearing some of 

the rough stuff, encourages you, “oh my goodness, give her back.” (laugh)…”   
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Several participants spoke of how they feel that, although there is still a long way to go in 

FASD awareness, the general population understanding of FASD is much better than it was 20 

years ago.  Candace made a generalized comment about how she feels no one really knows what 

it is like to parent a child with FASD.  Participants shared many feelings of being judged and or 

not feeling validated for the challenge and efforts being put in to parenting a child with FASD.  

These are important sentiments for several reasons. Participants shared how they feel it is this 

community understanding and acceptance that “opens doors for them” and has the potential to 

lead to supports for both their children and their families.  

All participants agree that a supportive and understanding community has many benefits 

for the whole family and is a critical element for overall well-being.  The old adage “It takes a 

community to raise a child” is very applicable to all children, but even more so to children with 

FASD.  Parents are often limited in their reach within the oppositional contexts that FASD 

sometimes presents, especially during the adolescent and early adulthood stages of life when 

children are naturally pushing parents away.  External supports are still necessary, even when 

people do not meet the formal support criteria.  While parents can advocate for supports, several 

participants feel that it is the community champions that can make it work. 

Ann: “When people don’t qualify for assistance then you depend on these community 

champions who probably wouldn’t even name themselves that.  But, they’re good people 

who love that person.”   

Many participants feel that good community champions are able to think differently and 

be accepting of difference.  They are also able to see the positive contribution an individual can 

make.  Ann speaks of how it was relationships her children had with people in the community, 
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that were developed when they were young, that helped the family through the tough adolescent 

years and even translated later on into employment opportunities for several of her children.   

Ann: “Well, community is a huge part.  I’ve been so glad for that, even though I’m often 

kind of vocal about the lack of services in rural communities.  They would be so much 

more vulnerable without community…So community to my kids and extended family is 

everything because they’ve been in [town] since they were tiny.  We made a very firm 

choice when they were little already to try and stay put because people fell in love with 

them as young children.  And as teenagers they’re still willing to love them even though 

they’re not always very lovable.  And then as adults.  I mean people will hire David to 

come do their yard work, knowing he’s not maybe as reliable as the average 12-year-old, 

because you know they’ve known him since he was 2 and they like him.”    

Several participants live in rural communities and shared how they feel there is more 

understanding or at least less vulnerability in a smaller community.  In Sarah’s experience, 

people in smaller communities are willing to help out and be supportive even if they do not 

totally understand what FASD is.  Additionally, she feels that there is less for her child to get 

into trouble with than in the city, making it a much safer environment for him to grow up in.     

An accepting and understanding community is key to parent inclusion and support.  This 

was a characteristic that parents highlighted, as a necessity for both extended family, and support 

from friends, but this need extends into the community context as well.  Michelle, through tears, 

reminisces about some challenging and silly moments in church with her daughter, and 

expressed how grateful she has been that people in her church have always been accepting of her 

daughter.  While Michelle still experiences the difficulty of going out in public with her 

daughter, as she is often unable to comply with the social norms of, for example attending 
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church, the buffer to the parent’s well-being here is that the community is understanding and 

accepting of her child in a non-judgmental way, which in turn fosters social inclusion for the 

family.  

Kind gestures and help from community members, either towards the children or parents, 

are welcome and supportive. Ann shares a story of her daughter running into some difficulty 

while mowing lawns in the community and a neighbour, who they did not even know personally, 

going to help her.  Ann connects these experiences to both her family’s survival and her coping 

capacity, and shares another example of how community members help her.    

Ann: “Like, that’s…how would we ever survive without that?  I don’t think we would.  

So, people phone and tell me, you know, “hey I saw Christopher at the beach.  I was 

camping out there and yeah he was sleeping rough for the night but he looked okay and 

he came over and had some supper with us and was really nice to my kids.  So just 

thought you’d want to know.”  How would I cope without that?  How would you?  So 

community.”  

Linda has had similar experiences in her small town.   

Linda: “It’s a small town.  Like there’s good people.  Let me put it that way.  That they 

want what’s best for the kids.  Like there’s some good teachers and coaches and leaders 

and scout leaders and people like that, so…  I have people coming up to me saying, “Hey, 

I saw Joshua at school yesterday.  He was in the cafeteria with a whole group of friends.  

He looked like he was having a great time.”  Or “Hey, I saw Joshua walking.  He looked 

like he wasn’t getting into any trouble.”  So it’s a small town.  People, kids can’t, you 

know, people will see your kids out there doing stuff, so.”    
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Finding spaces where children with FASD can be happy, and parents are feeling secure in 

their well-being is important, but often difficult to find.  Linda is fortunate to have a Community 

Recreation Center close by that the children can attend independently.  Finding these social 

spaces, even into adulthood, is important for both the child and the parents.  

Michelle: “So even though Emily is an adult and does her own thing, her week at Circle 

Square, I’m enjoying this week cause I know she’s happy to be there.  I know she’s not 

spending money on gas cause she’s stuck there.  Happy because I’m hoping she can 

maybe make some friendships.”    

 “Community Champions” are found in schools, recreation services, at churches, in the 

employment sector, and participants even cited the police as one of their major resources.    

Michelle: “I say that Emily has been very lucky to be surrounded by many good people.  

All those things around her made it that she’s a very lucky girl to be who she is right 

now.  And those influences are still around now, she’s a young adult.”  

Many participants feel that their school personnel are community champions.  In Linda’s 

case, local teachers have become a critical resource in helping parent their son.  

Linda: “So with him we use our teachers and I tell the teachers, you have more power.  

You know, those special teachers, you have more power over him than we do. He’ll listen 

to you, but he won’t to us.  So if you can get him to do A, B, C then that’s awesome.”   

While Linda recognizes these supports are necessary, not being allowed to be his support 

seems to leave her with feelings of both, rejection from her son, and inadequacy as a parent 

despite being fully willing and capable.  Having others play this guidance role in the child’s life 

may sometimes feel like a loss for parents who want this role for themselves.      
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Individuals with FASD have a lot to contribute to their communities. Ann shares how 

community champions can be the conduit for social inclusion.   

Ann: “For most of my kids it’s just like people fall in love with them, and those 

relationships hold them up.  And let them be strong enough to give to the community 

what they have as those huge strengths.”   

Parents see the many possibilities that their children have to offer and have been 

strategizing creative ways to integrate their children into schools and communities for many 

years.  When a community embraces their children and can see those positives as well, when the 

community can accommodate in ways to help the child feel and become successful so they can 

contribute their gifts and skills, this contributes to everybody’s well-being in very positive ways.   

Experiences of both formal and informal supports were reported by all participants.  

Navigating the system of formal supports proved somewhat challenging, as participants were not 

always sure what and where to access services and eligibility criteria served as barriers.  

Counselling services as well as instrumental support for daily living were appreciated.  Respite 

services, while desperately required, proved difficult to formally access, but some options were 

utilized short-term from informal supports like extended family, friends, and older siblings.  

Several families did not have any options for respite services.  Having someone to talk to who 

understood FASD and the families’ experiences was one of the most important informal supports 

reported.  Economics are important, not only for access to accommodations, but also relative to 

supports. Several participants spoke of the importance of community understanding of FASD, 

acceptance and appreciation of their child within the community, and how community 

champions can make a huge difference in enhancing overall family well-being.   
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Chapter 4 – Discussion  

While much of the literature suggests that the most critical protective factor in promoting 

optimal outcomes for children with FASD is high-quality caregiving and home environment 

(Caley, Winkelman, & Mariano, 2009; Sanders & Buck, 2010), there is limited research 

exploring this experience within the family context.  Increased knowledge about caregivers’ 

experiences and factors that impact these home environments is key for supporting families.  The 

present study explored adoptive parents’ experiences of having a child with FASD in the family 

and how those experiences impact overall family well-being.  Using an IPA approach, a nuanced 

account of participants’ experiences emerged through in-depth, semi-structured interviews.  Four 

super-ordinate themes provided an outline describing caregivers’ experiences of “Managing 

Individuals with FASD”, “Navigating Family Cohesion”, “Psychological Warfare”, and 

“Experiences of Supports.”  In the next sections, the Family Adjustment and Adaptation 

Response (FAAR) Model is used to interpret the meanings of these experiences as they relate to 

family well-being.  Findings suggested that maintaining family well-being within the context of 

FASD in the family is quite challenging and study participants indicated their well-being as less 

than optimal.  The constant and cumulative nature of the effects of this disability challenges even 

the most resourceful and capable families, resulting in high levels of chronic stress.  FASD 

disability creates a complex duality within participants’ experiences that complicates decision-

making.  As families make adaptations and accommodations over the years, a new normal begins 

to emerge.  Participant experiences seem to indicate that demands outweigh even high levels of 

capabilities, making external supports necessary to help stabilize family well-being.  Feeling 

successful, community-level engagement and understanding of FASD interventions, and hope all 

have potential to enhance well-being.  It is clear that FASD affects the whole family.  As such, a 
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family-centered approach to care would be ideally suited.  Each of the foregoing themes is 

discussed in turn below.  Recommendations for service providers and policy makers will be 

presented under four main themes; supports that fit the family, societal understanding of FASD, 

inclusive education strategies, and social inclusion.  Recommendations for future research are 

also presented.   

Family Adjustment and Adaptation Response (FAAR) Model  

 The FAAR model intersects family stress theory with resiliency theory postulating that 

“families engage in active processes to balance family demands with family capabilities as these 

interact with family meaning to arrive at a level of family adjustment or adaptation” (Patterson, 

2002, p. 350).  Study findings indicated many demands, capabilities, attributions, and revealed 

that participants made many adaptations and accommodations in their attempts to maintain 

family equilibrium. 

Participants were asked to rate their families’ subjective well-being overall.  Subjective 

well-being is defined as a person believing their life is “desirable, pleasant, and good” (Diener, 

2009, p.1).  In the present study, this was a measure of whether participants believed their family 

was doing well and having a good life.  There were three elements that emerged in study 

participants’ subjective well-being ratings.  First, all participants indicated low levels of 

subjective well-being for their families, suggesting that within the current context, family 

balance/well-being remains a challenge.  Second, these ratings were on an adjusted scale, the 

“new normal” in which participants live.  The types of accommodations and adjustments that 

families made in the study seem to indicate that families have readjusted their expectations 

significantly.  However, these shifts still are not achieving a desired level of well-being or 

balance.  Finally, study participants’ believed they should be doing better, given the resources 



FAMILIES WITH FASD 230	

and capacity they identified as protective factors in their family.  This third element is important 

as it is relevant to the meanings families attribute to these ratings.  All their efforts are not 

reaping the desired and expected results.  This is part of a negative feedback loop discourse and 

society’s narrative of how good parents produce good children, feeding the belief that if a parent 

does all the “right” things, then there should be predictable positive results.  While participants’ 

positive efforts are tipping the balance in the desired direction, the results still fall below their 

desired level of balance and well-being.    

The FAAR model proposes that families regain their equilibrium by either enhancing 

their capacity, decreasing their challenges, and/or by shifting values and beliefs (Patterson, 

2002).  Within the current state of the FASD context, equilibrium, at a level that would be 

defined as high-quality family well-being, may not be possible.  The study participants 

demonstrated a high level of capabilities and seemed to be operating at full capacity, but there 

seems to be limited opportunities to decrease the challenges.  Equally, there are times over the 

lifespan, and many times of crisis, where the demands far exceed family capabilities.  While 

values and beliefs have been shifted, the status still shows low levels of overall family well-

being.   

There is limited research on family well-being within the FASD context.  One study that 

explored caregiver needs and stress, surveyed parents about their well-being and found that 

participants have “many well-being concerns” (Bobbitt, Baugh, Andrew, Cook, Green, Pei, & 

Rasumussen, 2016, p. 110).  In a study on hope and well-being among parents of children with 

special needs, the authors also found their participants to have lower than average subjective 

well-being scores (Shenaar-Golan, 2017).  An interesting finding in Bobbitt and colleagues’ 

(2016) study was that more significant overall well-being concerns were also reported for 
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adoptive and biological families than for foster families.  With FASD being such a complex 

disability, more seems to be needed in order to achieve the desired family well-being results.     

Constant and Cumulative  

There are several factors that seem to hold particular weight relative to balancing well-

being within the FASD context.  The constant and cumulative nature of FASD seems to have an 

impact on the well-being of the family.  This was prevalent in participants’ narratives, as FASD 

seemed to impact every aspect of participants’ families’ lives.  The exhaustive parenting tasks of 

FASD education and advocacy, hyper-vigilance and logistics of co-regulation, the dynamics of 

trial and error, adapting the family over the life-course, school experiences, serious times of 

crisis, striving for family cohesion within oppositional context, managing impacts to siblings, 

living in volatile environments, and engaging in psychological warfare were all relevant and 

prevalent themes. 

The exhaustive challenging nature of family life with FASD is reported in the literature 

(Green et al., 2014; Sanders & Buck, 2010; Michaud & Temple, 2013). The literature also 

suggests that families indicate higher level challenges with certain FASD characteristics, namely 

externalizing/disruptive behaviours, cognitive, and social/maladjustment issues (Green et al., 

2014) as well as challenges with adaptive and executive functioning (Rasmussen et al., 2008).   

The present study participants’ experiences align with these findings.  Equally Rasmussen et al., 

(2008) note that socialization seems to decrease as individuals with FASD get older, and suggest 

that perhaps these adaptive functioning deficits “become more pronounced with age” 

(Rasmussen et al., 2008, p. 187).  Navigating peer relationships and age related complexities 

were part of the study findings.  Bobbit et al.’s (2016) findings also indicate less caregiver 

satisfaction with supports for adolescents and suggest that heightened challenges most likely 
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arise during this time given the typical developmental predispositions of this age mixed with 

disability related complications.    

Living in oppositional, volatile, and even violent environments was both common and 

exceedingly difficult for current study participants.  Living with children with aggressive and 

violent behaviours has a huge impact on the whole family.  Alternative living arrangements were 

necessary to help manage FASD behaviours during the adolescent years for three of the eight 

participants.  These volatile environments are articulated in the literature as participants in 

Sanders and Buck (2010) identified affect regulation issues as a major theme, titling it “living in 

a war zone” and describe the “severe behavioural challenges, including tantrums, aggression, and 

destructiveness” (p. e313).  Present study participants indicated the multifaceted impact of 

violence and aggression in their homes: First, the management of the individual with FASD, 

second, the impacts on the siblings who are also experiencing violence, and third, their 

experience of daily living in almost constant tension.  One study participant made the 

comparison between living with a violent spouse and living with a violent child, suggesting that 

at least with a spouse, you have more of an option to leave, but with a violent child options are 

much more limited. This comparison seems to indicate the serious level of trauma and long-

lasting effect this experience has on families.  Sibling experiences and specifically violence or 

aggression against siblings emerged as an important factor in family well-being.  However, 

surprisingly, published research could not be found that explores this sibling perspective within 

the FASD context.   

Unlike a more static disability in which specific accommodations can be made in order to 

achieve success, accommodations for FASD seem to exist in a constantly evolving, inconsistent, 

and somewhat unpredictable realm.  Most often the accommodation is the family shifting 
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themselves or the way they do things rather than an accommodation being more directly linked 

to the individual with the disability.  These accommodations are often more taxing on the 

caregiver, for example, co-regulation within oppositional contexts, or being calm in the face of 

raging.  Equally, accommodations are often the parents adapting by learning to coping with the 

behaviour rather than being able to eliminate the behaviour. The constant nature of the FASD 

disability requires caregivers and families to be constantly adjusting and accommodating, trying 

to keep all the balls in the air, so to speak.  However, participants reported how their hands were 

often tied as their children interacted in public environments in which they had little control to 

enact the appropriate accommodations.  Participants also reported the most challenging times 

were often when their child with FASD would not accept their supports or accommodations.  

The FAAR model suggests that decreasing challenges is one way to adjust family equilibrium.  

However, some behaviours or realities just cannot be changed.  FASD is a lifelong disability 

with complex behavioural implications for individuals, families, and society.     

The long-term nature of these experiences seems to have a cumulative effect on overall 

well-being.  In addition to low levels of well-being, present study participants also report 

burnout, feelings of defeat, helplessness, periods of barely surviving, and high levels of chronic 

stress.  Bobbitt and colleagues’ (2016) study suggest a significant effect on caregiver’s well-

being concerns relevant to longer periods of caregiving.  These authors also report high levels of 

caregiver stress and note that their questionnaire did not include experiences of school, 

suggesting that this high level could potentially be even higher (Bobbitt et al., 2016).  Indeed, 

school did emerge in the present study as a very stressful challenge for all families.  Olson et al., 

(2009), agree that “there are lifespan issues for individuals with this disability…that can have 

debilitating effects and lifelong repercussions for individuals, families, and society” (p. 235).  
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Complex Duality 

FASD seems to be a very complex and dynamic disability.  It is multifaceted, with many 

contextual complications and direct conflicts with society.  The shifting around of brain-based 

behaviour mixed with chronological developmental drives complicates this further.  

Interestingly, the present study themes mirror an ecological perspective with aspects of the lived 

experience being highlighted at the individual caregiver’s psychological level, in managing the 

individual with FASD, in navigating the family dynamics, and support systems within the 

community.  The FAAR model also takes an ecological perspective as individual family 

members, the family as a whole, and community contexts are all considered as sources for both 

demands and capabilities (Pattterson, 2002).  Study participants’ experiences seemed to suggest 

challenges at all levels, with heightened demands especially at the community level with many 

participants experiencing the consequences of conflicts between the disability and namely 

criminal justice and education systems.  Resources for well-being were also reported at all levels, 

however, with a heavier reliance on personal and familial levels.       

A stark duality within participants’ narratives seemed to be present and adds to the 

dynamic of this disability.  On the one hand, participants are parenting their child, while 

simultaneously on the other managing a complex disability.  There were many other aspects of 

their experiences that fit this duality: Dissecting the minute positive gains while experiencing the 

frustration of parenting; belief of the experience being enriching, but through the path through 

hell; being okay as a person while holding sadness for the child; experiencing joy of life and 

grief for all the loss; determining won’t versus can’t behaviour; staying calm during volatile 

emotional dysregulation; pushing developmental trajectories while managing developmental 

challenges; making accommodations and being the accommodation; trusting the child and 
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childproofing the house; striving to decrease stress while coping with stressors that cannot be 

eliminated; the family is “not bad” according to the new normal scale, but “it could be better” 

based on the equation for well-being that society promotes;  we’re a stable family but at the same 

time living this reality is extremely stressful.  

This duality adds dynamics not only to the complexity of the experiences themselves 

having very mixed emotions, but impacts of the dichotomy of any parenting decision.  Knowing 

what behaviours are connected to typical development at any given age and which are connected 

to the disability is very complex, and yet critically necessary for parents to choose an appropriate 

parenting or accommodating response.  Like parenting blind on a moving train, participants 

shared how the feedback loop is not always clear and knowing what the “right” response is was 

often quite challenging.  Research touts that high-quality home and caregiver environments are 

important protective factors.  However, within these complex and dualistic realms, this does not 

always seem straightforward.   

The meanings families attribute to demands and capabilities is an important construct of 

the FAAR model and “shape the nature and extent of risk, as well as the protective capacity of a 

family” (Patterson, 2002, p. 351).  In a recent study, Petrenko, Pandolfino, and Roddenbery 

(2016) looked at how attributions parents ascribed for misbehaviour of children with FASD 

impacted both parenting strategies and outcomes in parents’ levels of confidence or frustration.  

These authors suggested a correlation between participants’ FASD knowledge and 

neurodevelopmental attributions that resulted in more antecedent parenting strategies being used 

as well as higher levels of parent confidence and greater success in managing behaviours 

(Petrenko et al., 2016).  All participants in the present study were well-educated on FASD 

parenting strategies and coping tactics and made many references in that regard.  Even in times 
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of crisis and when children are in conflict with society, participants made reference to the 

characteristics of FASD as the causal factor for their child’s behaviour.  Participants repeatedly 

made strong connections to the challenges being connected to the disability or the symptomatic 

behaviour rather than the child.  This neurodevelopmental attribution, while still living the 

reality, is what this duality is rooted in.  Knowing that the behaviour is attributed to a FASD 

diagnosis, while important in many ways, does not seem to be enough to alleviate the logistics of 

the labour-intensive requirements nor the psychological aspects of having a child with FASD in 

the family.  The behaviours remain intense, frustrating and often scary, even when parents know 

they are attributed to a disability and are well-educated on best practice for their management.      

While the FAAR model is relevant to the current study in many ways, the complexity and 

duality of the FASD experience demands a more complex model for illustrating families’ 

experiences of how they adjust to maintain their well-being.  It seems that demands can keep 

increasing, but family level inputs are operating at full capacity.  The demands side of the 

balance includes, but is not limited to, the constant and cumulative effects that impact all aspects 

of life, the exhaustive parenting tasks, impacts to whole family especially siblings, and the 

negative feedback loop.  FASD education, family resources, self-efficacy, effective co-regulation 

strategies, caregiver capacity for self-regulation, and capacity to be the accommodation, help 

buffer the capabilities side.  The adjusted FAAR model has re-aligned coping behaviours from 

the capabilities box to one of the underlying weights on the scale, suggesting an interactive 

association between both effective and non-effective coping capacities affecting the balance of 

the family at the fundamental level (Adapted model found in Miedeme et al., 2010).  This 

interactive association of balance variables seems quite relevant to present study participants’ 

experiences. While the adjusted model has indicated the interactive association with coping, 
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there are multiple factors within the FASD experience that also have this interactive association 

relative to maintaining family balance.  In addition to coping, economics, FASD characteristics, 

level and type of supports, the resource of time, age of the child, co-parenting capacity, and 

elements of the community all seem to have this interactive association in families maintaining 

homeostasis within this FASD context.  All of these components are shifting regularly and 

parents are left to manage a much more dynamic stability than the FAAR model would indicate.   

New Normal  

Study findings seemed to suggest that participants are living a “new normal.”  

Participants referred to there always being something happening and living in environments of 

constant tension.  Challenges are a typical part of every day and range from small, but constant, 

to big life traumas for individuals, parents, and families.  Participants seem to take a lot of it in 

stride.  Perhaps this is a result of having acquired a level of endurance and skill to be able to 

manage these complex experiences, as well as from developing acceptance of what the 

possibilities and realities are for their children, family, and themselves.  This “new normal” 

seemed evident from the language used to describe their experiences often seemingly 

underestimating the level of challenge, or not even acknowledging elements of challenge in their 

discourse.  For example, Marie pointing out how positive it is that her 20-year-old is now starting 

to apologize after volatile explosions or Ann speaking as if it is typical that her son has just come 

home from being incarcerated.  This new level of acceptance of this reality does not diminish the 

magnitude of this experience in any way, but speaks to how what the families are used to does 

not seem to be in the same realm of what typical families experience.  This is a different kind of 

accommodation.  
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The FAAR model postulates that adjustments are ongoing as families attempt to balance 

their daily demands against their existing capabilities (Patterson, 2002).  When those demands 

significantly exceed capabilities, periods of crisis can result, leaving families in disequilibrium 

(Patterson, 2002).  The process of adjustment and adaptation can often lead to changes in family 

structure and patterns of interaction as well as shifts in beliefs and values that result in two types 

of outcomes, either reestablishing balance or not (Patterson, 2002). Present study participants 

have been adapting and accommodating for extended periods of time. Accommodations are 

extensive, but one of the significant differences in the FASD experience seems to be that, in 

addition to implementing accommodations and making adjustments, the family is the primary 

accommodation.  A lot of efforts are put in to shifting the parenting paradigm to one that is 

aligned with what works for children with FASD.  As participants in Michaud and Temple 

(2013) echo, “Everything we have learned as parents does not apply when caring for a child with 

FASD” (p. 96).  Best practices in FASD accommodations promote that environments be changed 

rather than expecting an individual with FASD to change, this concept is frequently promoted in 

the literature (Michaud & Temple, 2013; Millar et al., 2017).  Participants in Sanders and Buck 

(2010) stated that they do not feel that accommodations have helped improve their child’s 

behaviour, rather believed that the change had been in their abilities to not trigger challenging 

behaviours.  The current study participants share this same experience.      

In parenting children with FASD, families find themselves quickly needing to reset their 

expectations (Sanders & Buck, 2010).  Shifts in values and expectations were apparent in current 

study participants’ narratives as each time they confronted disequilibrium, adjustments were 

made.  It seems that so many adjustments have already been made in these families over the 

years of trial and error that they have perhaps reached a maximum level of capabilities for certain 
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things, for example, FASD education.  The adjustment for the caregiver at this point, seems to 

move into psychological shifts, for example, redefining success as a marker of parents’ feelings 

of whether they did everything they could for their child in a certain situation rather than success 

being attached to positive outcomes for the child, or whether they were able to stay calm in a 

tumultuous situation. While many shifts in expectations are positive, current study participants 

also seem to have reached the point where some of these expectations include lower expectations 

of family cohesion, as no other accommodations have been successful (e.g. accommodations of 

segregated family activities due to siblings not getting along).  While this may be a realistic and 

necessary accommodation, it runs contrary to the primary value of family cohesion for this 

particular group of families, and seems to have negative impacts on well-being.       

The family FASD experience seems analogous to living/working in a hospital emergency 

room, with parents as the professionals and children as the patient.  There is predictable 

unpredictability in this experience: it can be high-paced, intense, demanding, and constant.  

There is always something happening, but unpredictable in what types of issues will be faced on 

any given day.  Within this analogy, emergency room workers/parents of children with FASD 

have to be prepared and trained to handle anything with high level of competency.  Parents, 

however, are often working on their own to respond to patient/children’s needs and are often 

working with conflicting information as the feedback loop cannot be relied upon, just as 

emergency room staff do not always have all the information when they are treating patients.  

Like intoxicated or delusional patients in emergency rooms, often children with FASD are 

oppositional to being helped.  While high-quality emergency responses might save a patient’s 

life, patch their wounds, or respond to their traumas, they are still experiencing the consequences 

of their injuries.  Success is measured in survival or reduction of harm, and highs are not what 
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other families might consider high.  Lows within this emergency room context can be traumatic 

like death or in the context of families with FASD, like the loss of a grandchild or child to CFS 

care, continued substance misuse, or going missing for extended periods of time.  Recovery is 

required and can take extended periods of time.  Parents of children with FASD are constantly on 

call and are gifted first responders, but they are on shift 24/7 and do not benefit from breaks or 

holiday time.  Colleagues in the emergency room are part of the family’s support network, 

offering moral support, working as a team, providing the right tools to respond to the needs at 

any given moment with specific patients.  This is critical to many elements of practical success 

for the outcomes of the patients/children with FASD as well as for the physical and 

psychological well-being of the caregivers.  The hospital, in this analogy, is the community.  The 

policies, training, support, and the infrastructure needs all play in to how well the emergency 

room staff responds to and copes with the experience.  This emergency room scenario seems to 

be where families with FASD live.  Just as it would not be surprising for someone to walk into 

an emergency room with a stab wound, parents of children with FASD are not necessarily 

surprised when their children run into conflict with criminal justice, have difficulty in school, or 

misuse substances.  Response is calculated and determined, but the experience still results in 

impacts to the caregiver.  Acknowledging that this may be the new normal in which families 

with FASD live is important in supporting them in this high stress demanding role.     

External Supports Are Necessary   

The exhaustive and exhausting nature of parenting children with disabilities is well-

known.  Green et al., (2014) suggest that this level of caregiving “is an extremely exhausting 

experience…and may adversely affect not only [parents’] physical and emotional well-being, but 

also their ability to parent” (p. e418).  Participants in this study feel that there is a 
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disproportionate burden placed on them to do and be everything for their child.  The low levels 

of well-being ratings seem to reflect this reality.  Positive outcomes for children seem to be 

highly dependent on parents’ problem solving and networking abilities, their capacity to use co-

regulation strategies, and their ability to advocate for supports and accommodations.  Self-

efficacy is critical in this regard, however, there are other dynamics of this disability that 

complicate implementation of accommodations for this vulnerable population.  The need for 

external supports is not necessarily correlated to parent capacity.  Present study participants 

expressed how limited they felt in their reach of supporting their children, despite their capacity 

and deep desire to do so.  The oppositional context of children not accepting supports from their 

parents, and the limited reach that parents have into making accommodations in external 

environments were major factors of this limitation.  The opposition to accepting accommodation 

is supported in the literature (Michaud & Temple, 2013) as natural developmental drives of 

adolescence along with behaviours related to brain domains, namely adaptive and executive 

functioning, infiltrate the arena.  As well, supports seem to decline in adolescence and adulthood, 

posing some challenges for parents. Bobbitt et al. (2016) report that participants had the most 

concerns for children in the adolescent stage, however they also reported “less satisfaction with 

the supports they were receiving” (p. 110).   Petrenko et al., (2014a) state “few services exist for 

adults with developmental disabilities in general, and many that do exist have long waiting lists 

or are a poor fit for a higher functioning young adults with FASD” (P. 1501).  Walls and Pei 

(2013) reiterate how services decline in availability as children age, and highlight one mother’s 

poignant response, “the only services available for my son (age 17) are the police, jail, and the 

emergency room” (p. 89-90).   
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More external supports are needed.  FASD is a lifelong disability with needs for external 

supports in multiple areas of life to achieve optimal outcomes (Rowbottom, Merali, & Pei, 2010; 

Rasmussen et al., 2008).  The FAAR model suggests enhancing capabilities to help re-establish 

family equilibrium.  While many family-level capabilities seem to be exhausted, enhancing 

external support systems could potentially help tip the scales for parents.  As mentioned earlier, 

supports seem to have an interactive association with family well-being, causing more stress for 

families when they are below expected levels or inaccessible, and enhancing well-being when 

responsive and at sufficient levels.  

Beginning with getting a diagnosis, parents’ experiences of supports in the present study 

were both positive and negative.  Informal supports were most prominent, as having someone to 

talk to who understands the struggles and can listen was identified as being critically important 

for parents’ well-being.  Formal supports were more difficult for parents to navigate and while 

there were some supports for children’s independence, supports did not quite seem to fit 

families’ needs.   

Economics emerged as an issue for current study participants that deserves more 

exploration, as this seemed to be a key factor in responding to infrastructure needs for 

accommodations, in social inclusion for the family, long-term supports for children, and parents’ 

employment considerations.  While there are limited studies on the economics of FASD, some 

results are suggesting that there are profound, life-long economic impacts of FASD for 

individuals, families, and society (Popova, et al., 2012; Thang et al., 2013).  Petrenko et al., 

(2016) found that family income was also correlated to parenting efficacy, as this allowed 

families to bypass some system barriers and pay for services like respite and recreational 

programs as well as buffer other family stressors.   
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Respite seemed to be a common need for families experiencing FASD especially through 

the adolescent years, since challenges are heightened, there are compromised peer relations, 

independence has not been comfortably established and there remains a need for child care 

services during this time.  Participants shared how respite especially was necessary for coping, 

engaging in self-care, keeping up with other responsibilities of life, and for maintaining healthy 

relationships with other children and spouses.  All activities connected to enhancing well-being.  

In Bobbitt et al. (2016) “89% of caregivers responded that they would like more supports 

to help them in their role as a caregiver…reporting wanting these organizations to represent their 

family members at the policy level; raise public awareness on the impact of mental illness; 

provide individual emotional and financial support; provide individual information and practical 

support; offer respite care; provide the opportunity to meet and share knowledge and experiences 

with other family members and informal caregivers and professional caregivers (p. 107).”  Pei 

and Walls (2013), in their study exploring caregiver’s perspectives of systems of care, cite a 

plethora of recommendations for support needs at different ‘states’ of caregiving.  This 

heightened need for external supports over the lifespan aligns with current study participants’ 

needs and recommendations.    

Adverse outcomes are well-documented in the literature: trouble with the law, substance 

misuse, school failure, inappropriate sexuality, trouble with employment and trouble parenting 

(Michaud & Temple, 2013; Rasmussen et al., 2008; Bobbit et al., 2016).  Petrenko et al. (2014a) 

remind us that managing these can be emotionally exhausting, time consuming, and have 

economic impacts for both individuals and families.  These experiences were evident in the 

findings of the current study.  However, rather than being connected to lack of appropriate 

accommodations, participants felt that when impulse control and lack of executive function are 
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part of the disability profile, these adverse outcomes were almost an inevitable outcome no 

matter what they did to accommodate.  Executive function intersects with adaptive functioning in 

a variety of ways and “combined with the lack of sufficient inhibitory control and difficulty 

understanding the consequences of behaviour (cause and effect reasoning), could lead to life-

long difficulties adapting to and functioning in society” (Rasmussen et al., 2008, p. 188). 

Participants shared how this disability runs into direct conflict with society.  While participants 

are very knowledgeable about FASD and shared many ways they are creatively implementing 

strategies for their children, only so much is within their reach and control.  External supports of 

appropriate accommodations, understanding and interventions at the society level could help 

buffer these adverse outcomes for families.  

Family balance is frail within this FASD context.  It involves a much more complicated 

balancing act that is more vulnerable to being tipped in any direction, and requires more effort 

and more capacity on the part of the caregivers.  Current study participants have reported low 

levels of well-being and family balance.  It does not seem that enough supports are available to 

help steady the balance.  More supports at all levels, caregivers, individual with FASD, families, 

and society are needed.  This dynamic disability requires supports that are just as dynamic.  The 

complexity of this disability demands a system of integrated multi-sectoral care (Masotti et al., 

2015).  Petrenko et al.’s (2014a) study recommended systemic interventions and identifying that 

more general public awareness, comprehensive training on FASD for service providers, and 

public health policies to address system-level barriers as well as broad systems changes are 

needed at the public health level in order to support the prevention of adverse outcomes.      

 “The increased rate of cognitive disability along with academic disruption, as well as 

neurobehavioral and mental health disability, and often layered social complexity results in a 
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significant need for health, social and community services” (Masotti et al., 2015, p. 9).   Just as 

accessibility for individuals with physical disabilities is a consideration in our society, so too 

must accommodations be integrated for this neurobehavioral disability.  Masotti et al. (2015) 

suggest that better integrated services and systems level collaboration could potentially improve 

outcomes for individuals, families, and society.   

Feeling Successful 

The negative feedback loop emerged as an interesting component of the present study.  

Society has high expectations of parents and makes strong accusations when things go off track.  

Attributions society ascribes, that parents are not implementing adequate or appropriate 

strategies, especially when children experience adverse outcomes, proved detrimental to 

participants’ well-being.  The negative feedback loop feeds self-doubt and challenges parents’ 

competency as there is no narrative in our society for when good families produce vulnerable 

children.  The invisible nature of this disability compounds this experience.  The disability itself 

is enough to produce adverse outcomes, no matter how loved the child is, or how capable parents 

are in implementing accommodations. While parents’ best efforts do serve as a protective factor 

and contribute to the well-being of the family and child, families remain vulnerable.   

Participants feeling successful as a parent emerged as an important factor both as a 

connection with feelings of enhanced well-being, and as a driving force to maintain the efforts 

needed for optimal parenting, despite the lack of reciprocity from their child and negative 

feedback from the community.  If participants felt they were being successful, or that their 

efforts would promote success long-term, they seemed more motivated to keep trying. As the 

FAAR model suggests, several participants shifted their views and beliefs as they readjusted 

their family structures.  This drive for success was evident in how participants shifted their 
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definitions of success.  They redefined what it meant to be successful as a parent; being able to 

stay calm, acting in love when they did not feel love, doing what they felt was right even when 

they were not sure what the right thing was to do.  As well, they redefined success for their 

children; seeing the positives of incremental improvements and being proud of their education 

and employment accomplishments.  

Currently, it seems that participants are only feeling successful if they have made these 

shifts to an internal feedback loop of self-defined success.  Given this correlation of feelings of 

success with well-being and motivation for continued efforts, it seems relevant to strategize some 

community level systems in which to help these parents feel successful.  What participants 

shared they often heard was this comment from well-intentioned people: “Well can you imagine 

where she would be if she did not have you as her family?”  While this is well-meaning, 

participants shared that it does not feel supportive or help them feel successful.     

While this might seem counterintuitive, given these children’s heightened levels of 

vulnerability and propensity of running into conflict with society, promotion of a harm reduction 

approach to parenting might prove to be valuable both in promoting feelings of success for 

families, and in validating the type of parenting that can be done in these complex contexts. A 

harm reduction approach, generally used in substance misuse intervention, serves to decrease 

harm, or adverse outcomes, as well as raise the quality of life for individuals, families, and 

community (Marlatt, Larimer, & Witkiewitz, 2012).  This could be particularly relevant for 

children with FASD, as Stade et al. (2006) found that children with FASD have significantly 

lower levels of health related quality of life compared to children living with other significant 

disabilities.   
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There is an incompatibility between child capacity and markers of success in our society, 

a harm reduction approach could help promote new, more realistic definitions of success.  

Shifting supports, accommodations and interventions to a harm reduction approach within 

criminal justice, substance misuse, and sexuality could be a more suited approach, with multiple 

supports for caregivers in navigating these experiences with their children.  Present study 

findings suggested that the equation was not quite adding up for parents who believe that these 

adverse outcomes should not be happening for their families given their high level of capabilities 

and resources.  A harm reduction approach could support them in an adjustment that would 

benefit overall well-being. A harm reduction approach to parenting children with FASD warrants 

further exploration.    

Community 

Lack of knowledge at the community level, challenging and stressful school situations, 

and the power of community to make a difference all emerged as having potential to impact 

family well-being.  Lack of knowledge at the community level was expressed as a concern and a 

challenge for study participants.  Participants found that there were high levels of advocacy work 

required to access supports.  Finding supports with working knowledge of FASD was also 

something that participants felt was very important.  The challenge of finding service providers 

with working knowledge of FASD is echoed in literature (Petrenko et al., 2014; Rowbottom, 

Merali, & Pei, 2010).  Multiple participants also felt like they had to educate the general public 

about their child’s disability in order to stave off judgements.  The invisible nature of FASD is 

problematic for everyone involved and has a direct correlation to adverse impacts for both 

individuals and families due to unrealistic societal expectations of “social, learning, and 

behavioural functioning” (Stade et al., 2006; Sanders & Buck, 2010, p. e315).   
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Not surprisingly, school emerged as a priority marker not only of individual, but also of 

family success.  However, schools also emerged as a primary source of high levels of chronic 

stress for families.  Lack of funding for supports, unknowledgeable personnel, lack of 

appropriate accommodations, children’s challenges with academics, challenges with navigating 

peer relations, negative impacts to children’s self-esteem, the work of advocacy and staying on 

top of things, and generally just not fitting in to the school model, were all reported.  Participants 

felt very helpless and did not seem to have any viable solutions to ameliorate their experiences 

with schools. The long-term nature of the school experience also compounds this stressor.  These 

experiences are commonly found in the FASD literature.  Parents in Caley, Winkelman, and 

Mariano (2009) indicated their challenge with the “lack of knowledgeable school personnel” (p. 

185).  Parents in Petrenko et al., (2014a) expressed their frustration with having to constantly be 

educating school personnel and other service providers. 

While it is apparent that families experience multiple challenges and frustrations with 

school experiences, there is almost non-existent published research on FASD from the school 

perspective.  A recent publication highlights the lessons learned from the specialized FASD 

classrooms developed in collaboration by the Winnipeg School Division (Millar, Thompson, 

Schwab, Hanlon-Dearman, Goodman, Koren, & Masotti, 2017).  While authors acknowledge 

that “FASD is a complex disability, combining neurodevelopmental impairment with severe 

adaptive disability and complex socioeconomic factors,” they also state that because of the range 

of cognitive disability, many children do not even qualify for supports despite perhaps needing 

supports in other domains (Millar et al., 2017, p. 5).  The authors suggest that a paradigm shift is 

necessary for schools to better understand how children with FASD process information, and 

flexible accommodations are required in order to respond to children’s complex learning and 
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behavioural needs (Millar et al., 2017).  Because children with FASD have multiple learning 

requirements and challenges beyond the cognitive domain, Millar et al. (2017) suggest “the best 

approach to addressing FASD in schools requires a community-wide system level response that 

includes education, healthcare professionals, social services, youth justice, family and 

community organization” (Millar, 2017, p. 12).  Millar et al. (2017) posit that in addition to 

education needs, “schools are also well-positioned to ameliorate secondary disabilities 

commonly associated with FASD by helping affected children understand their different learning 

profiles and utilizing their strengths and interest to support both education and future endeavors 

such as employment and relationships” (p. 13).   

Community emerged as an important figure in both enhancing and challenging families 

well-being, suggesting an interactive association on the FAAR model.  Lack of a knowledgeable 

community is problematic for participants, and this is consistent with the literature.  Lack of 

awareness, understanding, and knowledge in all systems of care, broader society and even among 

FASD specific service providers, has been identified as a priority issue (Olson et al., 2009; Green 

et al., 2014).  On the flip side, study participants’ experiences included some positives related to 

social inclusion, acceptance and understanding, and experiences with community people, police, 

and school personnel serving as community champions in making success happen for them and 

their children.  Social inclusion for both child, parent, and family seemed important for well-

being of all family members.   

Promotion of an integrated approach to FASD in the community is emerging in the 

literature.  “This is related to the complex nature of FASD and the interdependency of the broad 

array and number of medical and non-medical providers who work with FASD across the 

lifespan” (Masotti, Longstaffe, Gammon, Isbister, Maxwell, & Hanlon-Dearman., 2015, p. 10).   
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Hope 

Worry for the future is a prominent theme amongst families experiencing FASD and 

present study participants were no different.  The counterbalance to this seems to be hope.  

Several elements of study findings seemed to reveal hope.  Accessing necessary supports, a 

supportive and accepting community, witnessing examples of positive outcomes, exposure to 

peers with positive experiences, and projecting positive futures were experiences participants 

shared enhanced their hope for their child’s long term well-being.  One study participant in 

particular shared her hope and optimism for the future of her children returning to family 

orientation or potentially being able to parent one day, despite the multiple challenges she 

currently faces.  This hope however, came with a great deal of first-hand experience of ‘positive’ 

(new normal) outcomes with other children.  Contrasting that, another participant felt that her 14-

year-old son was not going to make it in life and could potentially be living on the streets or be 

incarcerated in the future depending on what happens.  The experience of parenting children with 

disabilities is profound and multifaceted.  Shenaar-Golan (2017) in her recent study of hope and 

subjective well-being among parents of children with special needs, reports that “hope positively 

correlates and is a predictive factor of subject well-being” (p. 312).  This seems to be relevant to 

current study participants’ subjective well-being ratings, as one participant feels her family is 

doing well, despite having walked the path through hell, while another feels her family could be 

doing a lot better.       

Hope and well-being seem elusive for families with FASD.  Even with hope, Shenaar-

Golan (2017) reports that parents’ subjective well-being is below the population average.  

Equally Watson et al. (2013), in their study comparing levels of hope between parents of 

children with FASD versus Autism Spectrum Disorder, found that parents of children with 



FAMILIES WITH FASD 251	

FASD have extremely low levels of hope.  Authors suggest that this may in part be due to the 

poor outcomes reported, leaving parents expecting lifelong consequences for their children as a 

result of their disability.  Shenaar-Golan (2017) reported attributions of severity of disability, 

viewing the disability as negatively affecting family functioning, and the disability consistently 

impacting their personal life negatively affected both hope and subjective well-being in 

significantly negative ways.  These findings are relevant to the current study.  Participants report 

the constant nature of their experiences with significant negative impacts to both daily life and 

long-term family cohesion.  Most participants are already experiencing adverse outcomes and 

conflicts with society as well as the resulting consequences with their children.  The severity of 

these participants’ experiences is evident in the present study findings.    

Shenaar-Golan (2017) also report that there are protective factors that enhance subjective 

family well-being, specifically in positive parent relationships as a result of enhanced needs for 

teamwork, co-operation and commitment to the family.  Higher rates of well-being were reported 

for married couples versus single or divorced parents suggesting that sharing the parental 

responsibilities and having a partner to rely on for supports can buffer impacts to subjective well-

being (Shenaar-Golan, 2017).  This was experienced by current study participants.  Multiple 

participants shared how co-parenting was a key to their success in managing the individual with 

FASD, as well as for managing their own mental well-being.  Not surprisingly, well-being 

seemed negatively affected for those who were experiencing some conflicts in their marriages.  

Sarah’s rating, for example, was very low when factoring in her marital difficulties. This 

supports the positioning of co-parenting on the FAAR model as having an interactive association 

with well-being and balancing families.  Furthermore, hope seems to have this interactive 

association as well and should be added to the FAAR model.  
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Family-Centered Approach to Care 

The impact of the FASD experience on the whole family was evident in study findings.  

Vulnerable children translate to vulnerable parents and families.  Research on the family 

experience of FASD is limited, and participants are feeling like it is all on them to support their 

child and their family.  There is a demand for more knowledge about the family experience and 

desire to better understand how to implement best practices for supports (Masotti et al., 2015).  

An integrated family centered approach to both formal and informal, instrumental and 

psychological supports seems optimal.  Parents are the calm in the storm and the anchor of the 

family.  Rowbottom, Merali, and Pei (2010) strongly urge that supports be directed at parents in 

order for them to “maintain their critical roles in the lives of children with FASD” (Rowbottom, 

Merali, & Pei, 2010, p. 45).  The internal journey of parents seemed to be profound and is at the 

root of family well-being.  If parents are doing well, there can be a direct impact to the well-

being of all family members.  

Recommendations for Practice 

Participants in this study were asked what they or their families need for optimal success.  

Many recommendations were directly put forth; some have been extrapolated from participants’ 

narratives.  There were four main themes related to recommendations; supports that fit the 

family, societal understanding of FASD, inclusive education strategies, and social inclusion all 

emerged as important areas where improvements could be made.   

Supports that Fit the Family.  All participants shared how both increased supports and 

supports that were better suited to their particular family’s needs, at different points over the life 

span, are critical to enhancing their families well-being.   
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 Adoption policies and practices that ensure full and accurate disclosure of prenatal 

histories, as well as substantial FASD education prior to adoption, could potentially save parents 

a lot of grief from the years of trial and error before beginning the long journey in accessing an 

official diagnosis.  Further to that, the assessment and diagnosing process could be streamlined 

and supportive of families going through this experience.  Whenever FASD is suspected as a 

possible diagnosis, and families are experiencing challenges, putting immediate interventions in 

place for the individual and FASD education for the family could optimize well-being.  

A professional counselling model that offers FASD education, assistance with navigating 

the systems of supports over the life span, practical strategies for managing an individual with 

FASD as well as psychological support for all family members was highly recommended.  

Ideally, there is continuity of care between service providers and families to eliminate the burden 

of parents constantly having to repeat information.  This multifaceted, integrated approach is 

necessary to respond to the diverse and dynamic needs of education, practical support, as well as 

addressing the psychological needs of caregivers.    

Pushing children’s developmental trajectory can be exhaustive.  For many children, 

teaching skills takes time and needs repetition and multiple contexts for the learning to be 

embedded.  More external supports are needed for individuals with FASD that incorporate 

targeting some developmental goals and life skills training.  This could both support parents’ 

work, as well as perhaps relieve some of the burden.    

Access to regular, high quality respite services across the life span is critical to family 

well-being.  Currently the majority of families do not have access to this resource.  This is a time 

when families can recharge their batteries, respond to other family responsibilities and 
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relationships, and destress.  Reasonable quantities of time, with qualified staff, at a location that 

frees parents up from responsibility would be the ideal.   

Child care issues and social inclusion, especially for adolescents with FASD, are top 

challenges for families.  Parents need appropriate summer programming and community based 

social inclusion strategies for their children that take FASD and dysmaturity into consideration. 

This requires knowledgeable personnel within a community context.  These types of support 

services could also serve as respite opportunities for families.    

Access to supportive short-term and long-term residential care for adolescents and young 

adults would help families maintain safe homes for other siblings, as well as help parents support 

and respond to the needs of their child with FASD who may be experiencing episodes of 

extremely challenging behaviours.  Supports and education for the child need to be integrated.    

Supports should be ongoing, consider the whole family as a unit, and provide as wide a 

spectrum of services as this disability requires.  More external supports are needed for 

individuals, parents, and siblings who are experiencing FASD.  It is critical that service providers 

have a working knowledge of FASD and deep understanding of how FASD impacts all aspects 

of a family’s life.  The parent is often the anchor for the entire family, supports that enhance 

parent well-being will have a compounding effect on the whole family.  

Societal Understanding of FASD.  FASD is a disability that intersects with society on a 

regular and ongoing basis.  Most participants shared how they feel societal understanding of 

FASD is quite low.  An uneducated society means exponentially more advocacy work for 

parents. Participants shared how a deeper societal understanding of FASD could benefit them in 

several ways.   
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 Parents are feeling judged.  There is no story in our society for when good parents 

produce vulnerable children.  Development and promotion of a harm reduction approach to 

parenting could enhance families’ well-being.  This is what parents seem to be doing already. A 

knowledgeable society would translate FASD behaviours through a disability lens, understand 

that families are very vulnerable, validate family’s positive efforts within their complex context, 

and serve to counteract the constant negative feedback loop.   

All sectors of society, namely, criminal justice, social services, health, and education 

need a deep working knowledge of the complexity of FASD and impacts and vulnerabilities at 

the individual, family, and community levels.  This is a shared challenge and the onus needs to 

be on the government sectors and agencies to develop this working knowledge.  Pre-service 

training on FASD in all sectors is needed.    

Inclusive Education Strategies.  Uneducated school personnel, unmet infrastructure 

needs, and support funding that does not work for many families are some of the main issues 

brought forward by study participants.  Schools have the potential to make a major difference in 

the lives of families, however, in its current state, the school experience in general seems to be 

predominantly a source of major stress for many families with FASD.  As school is such an 

integral and long-term part of families’ lives, improving this area could potentially increase 

families’ well-being substantially.  An extensive provincial evaluation of inclusion policies and 

practices from the child, family and school perspective is warranted.  Programming at the middle 

and high school levels needs to consider the social vulnerabilities of children with FASD, find 

creative ways to balance academic requirements with life skills training, and promote a 

strengths-based approach with integration of extra-curricular activities.  Schools serve as a main 
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community pillar and families want their children to be educated in their communities.  As such, 

services need to be equitable and accessible in all communities.   

Social Inclusion.  Healthy relationships are key to fostering well-being.  In times of 

challenge, these supports can become even more critical to well-being.  Participants shared how 

having both peers and professionals who understand and can talk with them about their FASD 

related experiences served as an important support.  Networking with other parents of children 

with FASD, having other close friendships, and community people who look out for their 

children with FASD, supports and improves both psychological coping capacity as well as access 

to practical strategies and resources.  More access to these types of supports would benefit 

families. 

Family cohesion is a fundamental goal of healthy families. Access to family activities, 

where their child with FASD can be successful, is critical in supporting families in this quest.  A 

socially inclusive community needs to incorporate accessibility options that considers neuro-

behavioural disabilities.  As we consider ramps and accessible washroom facilities for 

individuals with wheelchairs, neuro-behavioural disability needs can also be implemented in 

creative ways.      

FASD characteristics can compromise social interactions resulting in very negative or 

non-existent social networks for individuals with this diagnosis.  Developing strategies or 

programs that could foster positive peer relationship opportunities for individuals with FASD 

would have substantial benefits for both individual and whole family well-being.   

Strengths and Limitations 

 Participants in this study were very interested in the topic of family well-being within the 

context of FASD in the family.  Recruitment was easy and many expressed how important they 
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believed this study to be because of its family perspective.  Participants donated hours of their 

time and several drove hundreds of kilometers in order to share their stories.  Participants 

appeared comfortable and honest and spoke articulately about their experiences.  Interviews were 

extensive and data was incredibly rich and in-depth.  However, the results of the current study 

should be interpreted within the context of the following limitations. 

FASD is a spectrum disability with a variety of different profiles of diagnosed 

individuals.  Most of the families in this study have children with externalizing behaviours and 

several are experiencing adverse outcomes as their children come into conflict with society, 

namely with criminal justice and substance misuse.  Additionally, all but one child in this study 

were in the very turbulent stage of adolescence or early adulthood.  These FASD profile 

characteristics, externalizing behaviours, adverse outcomes, and adolescence may all have 

amplified the impact on family well-being.  Perhaps these participants are parenting children 

with more complex profiles and thus experiencing more of a challenge with overall family well-

being than other parents.  This sample is limited in its representation. 

All participants in this study identified as women and all were married.  As such, the 

findings are limited to one perspective within the family.  

The researcher is also an adoptive parent of a child with FASD.  This could be considered 

a strength and a limitation.  The research topic was selected because of personal interest and 

experience with how family well-being is impacted by FASD.  Interestingly, many of the profile 

characteristics are similar between researcher and participants.  Some of the participants were 

known by the researcher prior to interviews, and all participants were aware that the researcher 

was also a parent of a child with FASD.  Strong rapport was immediate, allowing participants to 

share deeply.  Analysis and interpretation of data, while systematic, also benefited from the 
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researcher’s depth of knowledge and first-hand experience, allowing for deep understanding and 

identification of themes.  Equally, in an attempt to distinguish personal experiences, reflective 

practice was utilized throughout this process as a conscious effort was made to maintain the 

integrity of the analysis process staying true to the data.  Being a novice researcher and having an 

insider standpoint may impact the integrity of the analysis, and findings should be interpreted 

with caution.    

Recommendations for Future Research 

There is a disproportionately limited amount of FASD research.  Since FASD affects the 

whole family unit in substantial and complex ways, more research on all aspects of family life 

with FASD is needed.  Further exploration of family experiences from multiple vantage points, 

both parents and siblings, would add substantial knowledge.  Equally, comparative 

understanding of adoptive, foster, and birth families’ experiences are needed.   

It might be assumed that the present study sample may be faring better than other 

families experiencing FASD, as they benefit from many protective social determinants of health: 

e.g. education, employment, high income, married status, quality housing and neighbourhoods, 

social networks, and good health.  Still, well-being ratings remained low and economics emerged 

as an important factor related to family well-being.  Better understanding of how social 

determinants of health intersect within this FASD context seems pertinent.     

 The spectrum of FASD characteristics is vast.  More understanding of how different 

characteristics or profiles impact individuals, families, and society could help guide support 

policy development.     

More understanding is needed on FASD support services across all sectors.  Specifically, 

how FASD intersects with schools is a top priority.   
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 An exploration of how systemic stigma, prevention discourse, and approach to how 

adverse outcomes impacts family well-being, specifically in perpetuating the negative feedback 

loop and impacting parents’ feelings of success, is warranted.  Studying the potential merits of a 

harm reduction approach would be valuable.    

Better understanding of how communities can make a difference in the lives of 

individuals and families with FASD could potentially shed some light on policy development 

and support strategies.     

The nuances of these experiences is broad.  IPA is a methodology which allows for a 

deep understanding of these experiences in meaningful ways.  Continued use of this approach in 

FASD research is recommended.  Equally, findings in the present study suggested that families 

are constantly adjusting and adapting within this FASD context.  Continued exploration of this 

adaptation is warranted.    

Conclusion 

High quality home and caregiving environments are reported as being a critical protective 

factor in the lives of individuals with FASD.  The study shed some light on families’ first hand 

experiences of managing individuals with FASD, navigating family cohesion, experiences of 

supports, and the impacts and counterbalance of the accompanying psychological warfare.  

FASD is a dynamic and complex disability that impacts everyone.  When an individual has an 

FASD diagnosis, this means their family, their school, and their communities also have FASD.  

There are many demands on families and despite high levels of capabilities, families are 

generally reporting low levels of subjective well-being and hope.  Balancing family stability 

requires an integrated, multi-sectoral approach and more external supports for individuals, 

families, and communities are needed.  Parents feeling successful and hopeful are key to 
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perpetuating well-being for families as they attempt to maintain stability within this dynamic 

experience.  Supporting a family-centered approach to care is necessary for promoting optimal 

long-term outcomes for everyone.   
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Appendix B: Research Access Letter  
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Appendix C: Interview Guide #1 

(IPA Focus: Participants lived experience and the meaning they make of it) 

 

Part I:  Introduction 

 

1. Tell me a little about yourself and your family (use demographics 

survey as overview) 

a. Names of family members 

b. Family structure 

c. Extended family 

d. Education, employment 

e. Community in which they live…how long have they lived there? 

 

2. Tell me a little about who your child/ren is/are who is/are diagnosed 

with FASD. 
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Part II:  What are the challenges?  

(Exploration of 3 types of demands at 3 levels) (30 min.) 

Ask for examples/stories 

 

“Let’s talk a little about the challenges that may arise from having a child 

with FASD as part of your family.”   

 

Ask about the 3 layers for all 3 levels 

 

1. Tell me about the day-to-day 

challenges. 

 

Tell me about some of the challenges 

you face personally as a parent. 

(explore complicating factors specific 

to FASD) 

2. Tell me about the ongoing 

challenges 

 

Tell me about some of the challenges 

face as a family. 

(explore complicating factors specific 

to FASD) 

3. Tell me about the big life 

changing challenges you have 

experienced 

 

Tell me about the challenges you face in 

relation to your community 

(explore complicating factors specific 

to FASD) 

 

What are your top 3 challenges?  Why?  What makes these particularly 

challenging? 
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Part III:  What are families doing to manage/maintain their well-being? 

(Exploration of Capabilities and Coping) (60 min.) 

What are caregivers’ experiences of managing family well-being within the 

context of FASD in the family (ask for examples/stories) (don’t be shy in this 

section to explore meaning/impact to caregivers/families 

 

“Let’s spend some time talking about all the things you, your family, and your 

community does to support your child with FASD and your families success” 

4. What are some of the things you 

do or things about yourself that 

help you manage/maintain family 

well-being? 

• How do you cope? (take care of 

yourself?) 

 

• Why do you think you respond to the 

challenges of parenting a child with 

FASD the way that you do? 

5. What are some of the things 

about your family or things that 

your family does that help you 

manage/maintain family well-

being? 

• How do you balance the needs of 

the family with the needs of the 

child with FASD? 

 

• Why do you think your family 

responds to challenges the way that 

you do? 

6. What are some of the things 

about your community or 

things your community does 

that helps you manage/maintain 

family well-being? 

• What are some of your formal and 

informal supports? 

• What do you think it is about your 

community that influences how you 

manage the challenges? 
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Part IV:  What does this mean for your family? How does FASD impact you 

and your family? (30 min.) 
(meanings shape the nature and extent of risk and protective capability of a family) 

(ask for examples/stories) 

7. Overall, where is your family on 

the survive to thrive scale?   

Survive                                         Thrive 

1     2     3     4    5      6     7     8    9    10  

8. How do you feel about having a 

child with FASD in your family? 

• How does having a member of the 

family with FASD affect your life? 

• What would things be like if your 

child did not have FASD?  

o For you (caregiver) & family 

9. How do you feel about all the 

things you have to do to manage 

FASD successfully? 

How is your family doing in comparison 

to other families? 

 

Part V:  World Views (15 min.) 

10.   What would you consider optimal family success? 

11.   What do you think it would take to achieve this optimal family success for 

you and your family? 

12.   Is there anything else you feel is important to talk about today? 

	
Thank	the	participant.	
	
Does	the	participant	have	any	questions?	
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Appendix D: Revised Interview Guide 

1. How is your family doing?  On a scale of 1-10 (survive to thrive)  

a. What makes it a _____? 

 

2. What would you consider doing well in your family? 

 

3. How does FASD affect your family?  Challenges?  Accommodations? 

 

4. How do you balance the needs of the individual with FASD with those of 

the rest of the family? 

 

5. Are some people in the family doing better than others?  Why? How? 

 

6. How do you manage FASD in your family?  Coping? Support? 

 

7. How do you feel about having FASD in your family? 

 

8. What are some of the factors that contribute to you and your family’s well-

being? 

 

9. What would you and your family need to achieve optimal success? 

 

10. Is there anything else you feel is important to talk about today? 
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Appendix F: Ethics Certificate Renewal 

 


