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Rewards of Parenting a Child with a Fetal Alcohol Spectrum Disorder
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Abstract: There is a considerable amount of research on the challenges associated with parenting children who have dis-
abilities, and little that focuses on positive aspects. The purpose of the study was to describe the rewards of parents of
children with a fetal alcohol spectrum disorder (FASD). Nineteen birth, foster or adoptive parents were asked to answer
the following question: “What are the rewards of parenting a child with a FASD?” The data were analyzed using multidi-
mensional scaling and cluster analysis. Four clusters resulted. Parents indicated that they saw the children’s effort, growth,
and accomplishment in a variety of domains as encouraging. Parents also reported feeling appreciated by the children. Re-
sults suggest that rewarding parenting experiences with children who have alcohol-related disabilities are multiple, diverse
and, when compared to the literature, largely consistent. The results lend credibility to the existing literature on the re-
wards of parenting children with developmental disabilities, and FASD in particular.
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Prenatal alcohol exposure on the developing fetus can
result in multiple lifelong effects [1]. These effects vary with
amount, duration and timing of alcohol consumption, the
general health of the mother, as well as genetic factors [2-3].
Fetal alcohol syndrome (FAS) is characterized by craniofa-
cial abnormalities, prenatal and/or postnatal growth restric-
tion, and central nervous system impairment [4]. Fetal alco-
hol spectrum disorder (FASD) is an umbrella term that en-
compasses the complete spectrum of effects resulting from
alcohol use during pregnancy [2, 5, 6]. FASD includes a
range of diagnostic terms from FAS, to categories that in-
clude some of the features such as fetal alcohol effects, pre-
natal alcohol effects, partial fetal alcohol syndrome, alcohol
related birth defects (ARBD) and alcohol related neurode-
velopmental disorder [7-9].

A range of factors influences the ascertainment and diag-
nosis of FASD, and therefore its frequency has been difficult
to determine [10]. Estimated prevalence of FAS in the
United States ranges between 0.5 - 2 per 1000 live births and
the rate of FASD between 9-10 per 1000 live births [10, 11].
It has been estimated that the total of people with FASD in
the United States exceeds 2.6 million [12]. Although Cana-
dian studies have estimated the prevalence of FASD in small
populations, there are currently no national data [5].

Children with an FASD diagnosis may experience medi-
cal complications related to hearing, speech and vision [3].
In addition, neurodevelopmental delays, most commonly in
the forms of intellectual and attention-related disabilities
[13-15], are present. In addition to these primary disabilities,
children with FASD are also at high risk for the development
of secondary disabilities. Secondary disabilities are those
that a person is not born with and could potentially be ame-
liorated through intervention [16]. Streissguth and colleagues
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[16] found that across 415 individuals with FASD, 94% had

mental health problems, 45% engaged in inappropriate and
repeated sexual behaviour, 43% experienced disrupted
school experience (i.e. were suspended, expelled or dropped
out of school) and 42% engaged in illegal behaviour that put
them into contact with the justice system. It was noted that a
stable, nurturing family was the most significant factor in the
prevention of secondary disabilities [17]. The combined ef-
fect of an early diagnosis and a stable home environment
reduced the likelihood of secondary disabilities by as much
as 2 to 4 times [17].

While research has shown that family environment plays
a significant and potentially protective role in the develop-
ment of secondary disabilities, little research to date has fo-
cused on the experiences of parents. Indeed, parents of chil-
dren with disabilities report that professionals often assume
the role of ‘expert’ with respect to their children, neglecting
and even over-riding the expertise of the parents [18]. The
research that has been done has focused less attention on
positive parenting experiences, and tends to emphasize the
challenges of parenting children with alcohol-related diagno-
ses. The purpose of the study was to describe the rewards of
parenting children affected by FASD. Parents in a central-
Canadian province were asked to respond to the question
“What are the rewards of parenting a child with a FASD?”
Parents’ responses are compared to the available literature on
positive aspects of parenting children with developmental
disabilities, as well as the few references available on parent-
ing children that have a diagnosed disability in the fetal al-
cohol spectrum.

LITERATURE REVIEW

While multiple studies have documented elevated stress
among parents of children with disabilities [19-24], parents
also report a high level of satisfaction with their role [25]
and when asked, focus more on the benefits of caregiving
[26].
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A range of parenting challenges have been described in
the literature. Parents of children with disabilities in general
[27] and alcohol-related disabilities in particular [28] have
described the experience as more difficult and rewarding
than anticipated. Particular concerns parents of alcohol-
affected children expressed included those for the present as
well as the future. They were reinforced by observations of
their child’s particular difficulties with memory and appre-
ciation of consequences [29]. They worried about social rela-
tionships, in particular, the potential for aggression by their
child as well as potential victimization of their child.

Studies on positive caregiver experiences of children
with developmental disabilities indicated several types of
rewards including: feelings of general positivity and happi-
ness, heightened perceptions of parenting competency, in-
creased closeness in the family, and experiences of personal
growth. In addition, research on parenting children with al-
cohol-related disabilities suggested that parents experienced
rewards in helping their children increase their strengths and
potential, and recognizing their children’s persistent efforts
to succeed. Recent literature on concept mapping, the
method employed in this study, is briefly reviewed.

General Positivity

Parents described feelings of happiness when thinking
about their children [30] and derived deal of pleasure them-
selves from seeing their children, with disabilities, be happy
[26]. Parents have also described a sense of purpose and ful-
fillment, as well as pride in their childrens’ efforts and
achievements [31]. It was especially rewarding for parents to
see their children achieve or succeed at something they were
not expected to be capable of [32].

Parents of children with disabilities rated their parenting
experience as positively as parents of children without dis-
abilities. For example, parents of children with Down Syn-
drome felt equally rewarded compared to parents of children
without Down Syndrome [33]. In addition, parents viewed
their children with Down Syndrome as happier and as a
greater source of positive reinforcement to them [34]. These
same parents reported less stress and more child-related re-
wards than parents of children with other disabilities [33].
Mothers parenting teenagers with disabilities were more
positive about their children than mothers of teenagers with-
out disabilities [35]. Parents who perceived more positive
impacts of parenting children with disabilities also reported
less stress and more gratification [36-37].

Parenting Competence

High ratings of parenting confidence among parents of
children with disabilities have been found [30]. This sense of
confidence included the ability to give good care to their
children, ensure that the children’s needs were well attended
to [26] as well as promote a sense of self-determination [38].
For example, mothers of children with Down syndrome rated
their child rearing competence in infancy higher than did
mothers of children without disabilities [25]. It should be
noted that parents who reported feeling competent also re-
ported taking pride in their abilities [39].
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Family Closeness

In some families unity has been enhanced by the experi-
ence of caring for a member with a disability. Parents have
reported that they felt more tightly knit, and closer to their
children [30-31]. Families felt that they grew stronger be-
cause of the shared experience of addressing inherent chal-
lenges, such as the pain of dealing with negative perceptions
of outsiders [32]. Caregivers have also reported gaining new
networks in their communities, improved support, and in-
creased communication and closeness within the family [31].

Personal Growth

Experiences of personal growth were among the most
commonly reported and strongly emphasized rewards re-
ported by parents of children with disabilities. Indeed, an
analysis of books written by parents of children with dis-
abilities revealed that the majority of the 60 authors felt their
lives had increased meaning and enrichment as a result of
their experiences [40]. Parents have described the experience
of caring for a child with a disability has having made them
less selfish, broadening their interests, providing a sense of
purpose, and testing their abilities [26]. In addition, many
parents report experiencing an increased sense of compas-
sion [30], increased tolerance and understanding, feelings of
personal strength, and ability to challenge people in positions
of authority on behalf of their family and children [32].

Even in the face of challenges parents have focused on
the positive outcomes and rewards of parenting a child with
a disability. Parents who experienced a particularly stressful
event reported a positive outcome or benefit including: in-
creased assertiveness and determination, a new outlook and
increased understanding, and working through feelings and
emotions [31]. In relation to ongoing demands of care giv-
ing, parents reported positive aspects including: a new out-
look, greater acceptance, increased understanding of others,
tolerance, patience, and appreciation of life, as well as de-
velopment of positive personal characteristics and changed
focus of priorities.

Parenting Children with an FASD

Studies describing caregiver experiences with children
who have an alcohol-related disability focused on evaluating
methods for fostering children’s’ growth and development
and increasing caregiver efficacy. However, these studies
suggested that through efforts to support and advocate on
behalf of their children, caregivers experienced rewards in
helping their children recognize their own efforts to succeed,
enhance their strengths, and realize their potential.

The theory of the zone of proximal development indicates
the difference between what a child can do when acting
alone and what he or she can do when acting with the guid-
ance of a caregiver [41]. By providing structure, consistency,
and support, caregivers effectively maximize their children’s
strengths and potential [29, 42-44]. These findings suggest
that when caregivers successfully meet their children’s par-
ticular needs, they may experience the rewards of facilitating
their children’s development.
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Caregiver support additionally impacts children’s persis-
tent efforts to experience academic growth and success. In a
study of adolescents diagnosed with FASD it was revealed
that all the participants acknowledged their parents’ support
as an important factor in persistence at school [42]. Caregiv-
ers also recognized how their supportive efforts influenced
their children’s persistence. By advocating on their chil-
dren’s behalf within school systems, and having expectations
that their children complete their education, caregivers have
had a positive impact on their children’s school achieve-
ments [42]. Through these advocacy efforts and realistic
expectations caregivers experience the rewards of recogniz-
ing and appreciating their children’s strengths and potential.

Concept Mapping

Concept mapping is a quantitative approach to the analy-
sis of qualitative data. Multiple participants generate of re-
sponses to a question as well as organize all responses into
concepts. Only unique responses are used in the analysis.
Participants are provided with a full set of all responses
made to the question and asked to group them together.
These independent groupings are analyzed statistically, to
identify common themes. What distinguishes concept map-
ping from other qualitative methods is the involvement of
multiple participants in the interpretation of all responses.
For example, the Delphi method is a commonly utilized
qualitative approach to represent the views of experts. In
contrast to concept mapping, Delphi is future-oriented, “rea-
sons” are given for responses, and there are several rounds
used to refine responses. Concept mapping is not limited to
future orientation, no “reasons” for responding in a particular
way are required of participants, and there is only one round
of responding. Both are qualitative methods and utilize struc-
tured interviews, but the analysis and interpretation are quite
different.

The concept mapping approach has been used in program
development, implementation and evaluation studies appear-
ing in the health, social welfare and psychology literatures.
Development of nutrition programs for college students [45],
implementation of a novel mental health care case manage-
ment model [46], as well as the evaluation of a drop-in cen-
tre for youth [47] and addiction treatment programs [48]
have been described using this approach. Intervention strat-
egy development targeting medication and health treatment
adherence [49-50] as well as program participation among
at-risk youth and adults with health conditions have also
been studied [51-53]. Theory development [54-56] and op-
erationalization of constructs for research purposes such as
motives among youth for school leaving [57], stress and cop-
ing activities among homeless individuals [58] individuals
with diabetes [59] and characteristics of an effective coun-
selor [60] are also examples of applications of this method.

Like any method, concept mapping is subject to re-
searcher bias and ideological preoccupation [61]. The value
of knowledge co-construction between participant and re-
searcher is fundamental to the authors of the study, and led
to the selection of concept mapping as an appropriate
method. A main advantage of the method is that participants
are directly involved in the analysis of qualitative data. The
researchers’ contributions are in the selection of the question
and decision about final number of concepts. Our previous
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work in the area of disabilities led us to the decision that a
focus on positive aspects of parenting was important to
study, as the vast majority of family research on this topic is
deficit-oriented. Our interpretation of the concepts that re-
sulted from the study was guided by the belief that families
are the experts on their experiences, and that they do what is
most adaptive for them under their particular circumstances.
We chose therefore, to interpret the results as adaptive re-
sponses to situations.

METHOD

There were five steps to the concept mapping method
employed in the study [62]. First, participants were recruited
and asked to respond to a question. Second, redundant re-
sponses were removed and those remaining were edited for
clarity. In the third step, a complete set of responses to the
question by all participants was provided to each who was
asked to group them into concepts. Fourth, statistical analy-
sis was employed on the groupings provided by participants,
which included multidimensional scaling and cluster analy-
sis. A decision was made by researchers about the optimal
number of concepts based on the analysis. Finally, the con-
cepts were given descriptive labels by researchers, based on
the responses contained within each.

Participants

The study was advertised in a province-wide family as-
sociation newsletter for parents of children with disabilities.
Posters were also placed within an urban hospital clinic spe-
cializing in alcohol-related diagnosis. Interested parents were
instructed to contact the researchers directly by telephone.
Each caller was informed about the purpose of the study as
well as what participation would include, right to withdraw
at any time as well as confidentiality and anonymity. Partici-
pants who provided verbal consent to participate were asked
the question: “what are the rewards of parenting a child with
a FASD?”. Interviews were conducted over the telephone,
and the interviewer took notes. Data were collected over a
period of 3 months.

Data collection continued until saturation was reached. In
this study, it was predetermined that saturation would occur
after three consecutive interviews during which no unique
responses were obtained. Saturation was reached after inter-
viewing 19 participants. Each of the 19 parents from 14
families who contacted the researchers to find out more
about the study, agreed to participate. The majority (12 out
of 19) were female. Most (16 out of 19) had fostered a child
with a medical diagnosis in the fetal alcohol spectrum, and
less than half were adoptive (8 out of 19) or birth (2 out of
19) parents. It should be noted that the same participant
could be a birth, adoptive and adoptive foster parent to dif-
ferent children in her or his home at the same time and there-
fore, the total parenting category frequency total was greater
than the number of participants. Participants who had expe-
rience in different parenting roles were asked to respond to
the question from each of those roles.

All participants resided in a central Canadian province.
Most (14 out of the 19) resided within the largest urban cen-
tre of the province with a population of approximately
600,000, while the other 5 were located in nearby rural
communities. At the time they were parenting a total of 25
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children aged 2-12 years who had a FASD. The average age
of the children with FASD was 8.4 years. The diagnoses,
according to parental report, included Fetal Alcohol Syn-
drome (14 children), Fetal Alcohol Effect (6 children), par-
tial Fetal Alcohol Syndrome (3 children), and Alcohol re-
lated Neurodevelopmental Disorder (2 children).

Responses

A total of 53 responses were made to the question. A
psychologist, family life specialist and elementary school
teacher independently reviewed all responses to identify any
that were redundant or unclear. The psychologist and ele-
mentary school teacher had professional experience with
families affected by FASD. When two reviewers identified a
response in need of editing or that could be removed, the
reviewers decided together how to make the change. Editing
for clarity and essential meaning was followed by the re-
moval of any remaining responses that were redundant. In
this study, redundancy occurred when two reviewers inde-
pendently identified a particular response as meaning essen-
tially the same as another response. When this occurred, one
of the redundant responses was removed from the analysis.
Following this procedure, 36 responses remained in the
analysis.

Grouping

All participants were asked during the initial interview if
they were interested in participating in the grouping task at a
later time, and all consented. Each was again contacted by
telephone, provided with a brief description of the grouping
task, and mailed out a package of information and materials.
Each was instructed to read the 36 responses and group them
together in a way that made sense to her or him. Ten partici-
pants returned their grouping data.

Analysis

The Concept System [63] was used to perform the multi-
dimensional scaling and cluster analyses that organized the
grouping data in order to identify underlying concepts and
presented these results visually on a concept map.

Multidimensional scaling [64] placed the responses on a
2-dimensional space called a point map where distances be-
tween responses indicated the frequency with which they
were grouped together by participants. Responses closer to-
gether on the map were grouped together more often than
responses far apart. A bridging index was calculated for each
response. It was a value between 0 and 1 that indicated the
extent to which a response was grouped together with others
in other areas of the map. A low bridging index value (less
than 0.25) indicated that the response was not often grouped
together with responses in areas further from it on the map,
while a high bridging index value (greater than 0.75) indi-
cated that the response was often grouped together with re-
sponses in areas further from it on the map.

Cluster analysis [65-67] placed the responses into clus-
ters representing higher-level aggregates. In this analysis,
each response starts out as its own cluster. In each step of the
analysis, two clusters were combined. The analysis contin-
ued until all responses were in one cluster. An average bridg-
ing index was calculated for each cluster. Lower cluster av-
erages (below 0.25) indicate greater within-cluster consis-
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tency, and higher averages (above 0.75) indicate greater be-
tween cluster-consistency. Researchers examined the default
cluster solution (4 clusters), as well as solutions with more
(5, 6, and 7 clusters) and less (3, and 2 clusters) before de-
termining that the four-cluster solution represented the data
best. The decision was based on conceptual and statistical fit.
Both conceptual similarity between responses in the cluster
and average bridging index were used to determine the most
appropriate number of concepts. Conceptual overlap of indi-
vidual statements between clusters was considered as well,
but secondary to within-cluster similarities.

Labels

At the time participants were asked to group responses
together, they were also asked to provide a label for each of
their groupings. When assigning labels to the clusters in the
four-cluster solution, the researchers used these suggestions.
When the labels from participants corresponded to the re-
sponses within the clusters, they were used.

RESULTS

The resulting concept map appears in Fig. (1). Each
number, identified by point on the map, corresponds to a
numbered response in Table 1. Parents grouped the 36 re-
sponses into four concepts. The first concept focused on be-
ing aware of the children’s efforts to succeed, and the second
on the appreciation they received from the children. The
third concept described the changes in self-confidence
among the children, and the fourth emphasized the children’s
accomplishments.

Concept One: Child’s Positive Effort

In this concept, responses focused on the strengths their
children had that through effort and patience led them to
success with difficult tasks. Parents talked about their child’s
“persistence”, and that it earned their child “recognition for
an accomplishment”. The strengths that the children brought
to their activities, such as “her sense of humor” and being
“able to forget bad things”, that “help us out” at home, made
it possible for more “one-on-one time” with the children.
Parents also noted that these efforts by their children with
alcohol-related disabilities were no different than the efforts
they saw from their children who did not have such a diag-
nosis: “rewards no different than with other kids”.

Concept Two: Being Appreciated

Statements in this cluster focused on being appreciated as
a parent. Participants indicated that they felt valued when a
child “let me care” enough to form an “attachment to me”.
They observed their children being “comfortable living
here”. Parents found it rewarding when a child said “thanks”
as well as when “he says that he loves me”. It was also noted
that parenting a child with an alcohol-related disability was
“as rewarding as parenting any child”.

Concept Three: Gain in Self-Confidence

In this cluster, statements concerned increasing confi-
dence in abilities they saw among their children. Parents
described seeing the children “enjoy something that used to
be difficult”, such as to “achieve in school”. They noted that
it was rewarding to see a child “finding something he excels
at”, feeling “proud of herself” and hearing that he “tells oth-
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ers about his accomplishments”. Just “hearing him laugh”,
knowing that a child is “happy” and “feels safe” were re-
warding experiences. Observing their children “gaining in-
dependence” was also important.

Table1l. Concept Items and Bridging Values for Concept
Map
Cluster and Statement Bridging Index

Child’s Positive Effort 0.61
31. recognition for an accomplishment 0.13
12. persistence 0.36
9.  her sense of humor 0.42

able to forget bad things 0.72
24. one-on-one time 0.75
17. rewards no different than with other kids 0.90
26. help us out 1.00
Being Appreciated 0.30
2.  asrewarding as parenting any child 0.21
10. attachment to me 0.22
13. comfortable living here 0.31
25. let me care 0.34
6.  he says that he loves me 0.34
23. thanks 0.37
Gain in Self-Confidence 0.21
20. happy 0.11
30. proud of herself 0.11
7.  hearing him laugh 0.17
33. tells others about his accomplishments 0.19
14. feels safe 0.20
21. gaining independence 0.23
19. enjoy something that used to be difficult 0.24
3. finding something he excels at 0.34
18. achieve in school 0.35
Child’s Accomplishments 0.25
22. creativity 0.00
32. organizes himself 0.00
16. reaching milestones 0.07

he remembers something he worked on 0.07
4. he articulates what he is thinking 0.09
35. exceeds expectations 0.12
29. goes all out on something constructive 0.13
36. something gets through 0.14
8. her eagerness to learn 0.24
15. has made a change 0.30
28. follows through 0.36
34. does her homework 0.43
27. grow up 0.64
11. attention to detail 0.84

Concept Four: Child’s Accomplishments

In this concept, the statements focused on the changes
that their children made which led to more opportunities in
their lives. With “creativity” and “attention to detail”, a child
who “organizes himself”, “follows through”, for example
“does her homework”, and “goes all out on something con-
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structive”, was “reaching milestones” and “exceeds expecta-
tions”. Parents talked about noticing when a child “has made
a change” as s/he “grow(s) up”, and demonstrated it when
“he articulates what he is thinking” or “he remembers some-
thing he worked on”. It was rewarding for parents to observe
“her eagerness to learn” and noticed when “something gets
through”.

DISCUSSION

The purpose of the study was to describe the rewards of
parents with children who have a diagnosis in the FASD
spectrum, from their perspective. A comparison of the needs
of parents identified in the current developmental disabilities
literature in general, as well as the FASD literature in par-
ticular, and those identified by parents themselves may lend
credibility to the existing literature and assist in the identifi-
cation of gaps in the literature on factors that help parents to
provide stable and nurturing environments for children with
FASD. Results of the concept mapping process are described
and compared to the available literature. Similarities and
differences are noted.

Concept One: Child’s Positive Effort

While there is a great deal of support in the literature for
enhanced sense of confidence among parents of children
with disabilities who see their role in the child’s success [25,
29-31, 39, 43, 44] there is much less attention given in the
literature to the privilege of being part of the effort that chil-
dren put into doing something difficult for which parents
may not be able to take credit. Children benefit from stable
and nurturing family experiences, but these benefits may be
qualitatively different than the kind of support they receive.
Using the support they receive from their families as a
springboard, parents report that the children develop quali-
ties that move their participation in the enhancement of fam-
ily life from that of being a recipient of support to being an
active contributor. Examples of these qualities in a child that
are well in excess of what they get from their parents and
families for support include a sense of humour and a positive
outlook.

Concept Two: Being Appreciated

There are several references in the literature related to the
sense of personal fulfillment experienced by parents of chil-
dren with disabilities [30, 34, 39, 42]. The data from this
study imply that the children, not parents, determined the
extent to which caregivers were responded to positively, and
in doing so lead the efforts by parents to respond effectively
to them. It is suggested that much of the research on parent-
ing appreciation and fulfillment is based on realizing the
outcomes of parent-to-child transmission of values and prac-
tices, while the participants in this study suggest that the
child-to-parent transmission of values and practices is fun-
damental.

Concept Three: Gain in Self-Confidence

The literature on overcoming barriers, both internal to the
child [31] and family [16], as well as external within the
school and other community settings has been well described
[e.g. 32]. Within the literature, parents describe how these
experiences change them and their confidence [31], for ex-
ample, when dealing with individuals in positions of author-
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Fig. (1). Concept map of 36 statements.

ity [32], while participants in the study emphasized the bene-
fits to the children. Hastings and Taunt [25], in their review
of the positive impacts of parenting children with disabili-
ties, note that parents report increases in confidence, ability
as advocates and positive self-views.

Concept Four: Child’s Accomplishments

There were references in the literature about positive
aspects of parenting children with disabilities that focused on
the child’s abilities to succeed. Parents of children with dis-
abilities have described a great sense of personal pride in
their children’s efforts and achievements [31], and happiness
for the children, when they accomplished something new or
challenging [33].

CONCLUSION

There were many similarities between the experiences of
participants in this study and the available literature. Parents
in the study and those surveyed in previous studies indicated
that it was as rewarding to care for a child with a disability
as it was to care for a child without a disability [25]. Parent-
ing competence, and feeling more confident in their abilities
when it came to caring for children with disabilities, as well
as those with alcohol-related disabilities in particular [29, 43,
44] was noted by participants and consistent with the litera-
ture. Participants in the study also reported a great sense of
personal fulfillment from appreciated by the children, and
this reward was also noted in the literature [34, 39, 42]. An-
other consistency between the literature and the experiences
of participants in this study concerned the reward of over-
coming barriers that children with disabilities face in their
schools and communities [3, 16, 32]. Finally, both partici-
pants in the study and the literature described the positive
experience of seeing their children succeed at something that
may have been difficult or challenging [31, 33].

There were also some differences between the experi-
ences of participants in the study and what had been reported
in the literature. There were several references in the litera-
ture to the positive family effects of parenting children with
disabilities, in terms of bringing families closer together and
feeling closer as a unit [30, 31]. One possible reason for this
difference is the nature and duration of family relationships
between the studies. In the present study, most participants
were foster and adoptive parents, and so may not have been
parenting the child (ren) in the same way, or for as long as
birth parents who are highly represented in previous studies.

The other differences between the experiences of partici-
pants in this study and the results of previous research were
subtle, but we believe, important to highlight because of the
implications for future research in this area. Parents in our
study described the child as the focus of the family, in terms
of leadership and location of rewards to them as caregivers.
It was suggested by parents in the study that they received
rewards from the children in excess of what they gave, and
that caring for them was a privilege. Parents also reported
that the children led the family and their care giving in way
that was responsive and helpful. It was suggested that the
real “experts” in these homes, according to the parents we
spoke with, were the kids, and not themselves.

IMPLICATIONS

The orientation to parenting described by participants in
this study is child-oriented to an extent not captured in exist-
ing research in this area. The emphasis on the child as expert
on her or his needs, and the implied care-giving role of meet-
ing those needs implies a hierarchy that is different than how
parenting is often described in Western culture. The children,
according to caregivers, were placed at the centre of the fam-
ily, and to a large extent influenced what and how care giv-
ing happened. It is difficult to determine if this result is a
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function of the: 1) types of families who participated in this
study, who self-selected, were foster or adoptive parents, had
experience caring for children with disabilities and felt suc-
cessful in those endeavors, 2) type of study that was qualita-
tive, held over the telephone at a convenient time for parents,
included no follow up or observational data, or 3) the chil-
dren they parented who were younger, well-adjusted, suc-
cessful, and supported. However, future research employing
different methods, with different families, and different chil-
dren may be helpful to increase understanding of this ap-
proach to parenting and its relationship to a range of child,
parent, and family outcomes.

The absence of family-wide benefits noted in the litera-
ture but not reported in the experiences of participants in this
study suggests that the level of “family” reward was not as
salient as other rewards, if it existed at all, among these par-
ents. Parents in this study focused on the child and her or his
impact on their parenting, but not on the family as a whole. It
may be useful for future research to explore the place of
“family” in the lives of the children with disabilities, in
terms of the roles, functions, and impact of a range of family
compositions and relationships.

Participants appreciated the opportunity to participate,
and identified their children as the experts on what they
needed to be healthy and happy. It would follow that an ap-
propriate clinical orientation for working with families
would strengths-based, emphasize capacities and gifts, and
focus on enhancing well being. Because participants situated
the expertise on their needs and resources within their fami-
lies, it would be appropriate to follow the direction of the
family, and children in particular, as opposed to focusing
solely on the professional’s perception of the family’s expe-
riences.

Limitations

There are several limitations inherent in the methods em-
ployed for this study. Participants selected themselves for
involvement by responding to advertisements, and therefore
may be different than those who did not participate. As well,
there was no sampling frame from which participants were
selected, so the generalizability of these results is limited.
The degree of parenting satisfaction detected by the study
cannot be considered specific to parents of children with a
FASD. Due to small sample size, comparisons between dif-
ferent participants (e.g. those from lower versus higher in-
come categories, those with more or fewer children) would
yield numbers too small to make meaningful comparisons.
The concept mapping method employed did not take into
account frequencies of responses. The results do not indicate
relative importance of responses of concepts. Finally, the
consistency of the concept analysis was not supported
through the use of a second grouping task among other par-
ticipants, perhaps the 9 interview participants who did not
participate in the grouping task, who may have organized the
responses differently than the 10 who did group responses.
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