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Exploring Resiliency in Parents and Families of Adult Children: Living

at Home with a Dual Diagnosis

Irene Carter, James Coyle, Beth Anne Currie, and Stephanie Cragg

Introduction

This paper explores the coping abilities of par-
ents of live-at-home adult children with both a
developmental and mental health diagnosis, often
referred to as a dual diagnosis (National Associa-
tion of the Dually Diagnosed, 2011). We explore
the literature on coping factors and social support
for adults with a dual diagnosis and the coping
abilities of parents caring for these adult children.
Caring for a child with a developmental disability,
especially in the present context of minimal public
supports, challenges families significantly.

Families having adult children with both devel-
opmental disabilities and mental illnesses often
experience poor social support (Esbensen, 2011;
Minnes & Woodford, 2004; Saldaiia et al., 2009;
Unwin & Deb, 2011). Additionally, although
some families report family cohesion similar to
typical families, families with a disabled member
may often experience more chaotic adaptability
(Altiere & von Kluge, 2009) and lower levels of
family expressive feelings (Heiman & Berger,
2008). Jones and Passey (2004) explain that “it is
not enough for current services to provide profes-
sional support and consultation for such par-
ents” (p. 43), but services must help parents “feel a
greater sense of personal control” (p. 43). This
means that service providers must understand how
families adapt and cope in addition to understand-
ing the challenges that they experience. Further
research is needed to explain how this situation
impacts families (Esbensen, 2011).

In addition to discussing historical influences
regarding people with disabilities, dual diagnosis,
and caregiving as an older adult with respect to the
impact of stress, resilience, and social support, we
also examine the effects of supports and resources

on caregiver feelings of resilience and perceived
ability to cope with raising an adult child with a
dual diagnosis.
Historical Influences

Foulks (2000) describes how mental illness
was viewed in light of European and Middle East-
ern traditions that associated mental illness with
negative, ignorant thoughts, such as the work of
the devil. As a result, communities often feared
people with disabilities and considered their con-
dition to be the work of the devil (Foulks). These
beliefs linger in some areas today, where people
perform exorcisms to attempt to relieve the symp-
toms of mental illness (Foulks). More passive
individuals with disabilities were often housed in
areas such as closets, cages and barns (Johnston,
2000). In the 1800s, asylums sprang up in Canada
and the United States to care for those with men-
tal illness and various disabilities and disorders
such as alcohol addiction and depression
(Foulks). More supportive viewpoints towards
mental illness began to surface in the early 1900s
when individuals began to advocate for the inter-
ests of persons with disabilities (Newfeldt, 2003).
For example, Dorthea Dix began campaigning in
the United States to improve living conditions for
individuals with mental illness (Greenstone,
1979). In Canada, Dr. Joseph Workman promoted
proper clothing, exercise and nutrition, as well as
medical and dental care for individuals with men-
tal illness (Johnston, 2000). By the 1950s, the de-
institutionalization movement and the normaliza-
tion principle gained ground in many Western
countries, returning the care of those with mental
illness to family members and communities
(Miettinen, 2012). Society believed that parents
should receive assistance in caring for their child
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diagnosed with a mental illness but upon adult-
hood the child should be promoted to live inde-
pendently (Miettinen).

The 1970s, saw the closing of Canadian insti-
tutions for people with developmental disabilities,
often leaving families in a position of inde-
pendently trying to access health, mental health,
support services, and create a welcoming school
and social environment (Radford & Park, 2003).

Canada has used a decentralized approach to
treating individuals with mental illness and devel-
opmental disabilities. Through the Canada Health
Act, the federal government pays for healthcare,
while each province and territory is responsible
for the provision of healthcare (Canada Health
Act, 1985; Gough & Morris, 2012). This ap-
proach has created treatment gaps due to differ-
ences in legislation; indeed the concept of dual
diagnosis is not discussed in any provincial or
territorial legislation, but it is mentioned in a writ-
ten statement by the National Mental Health
Commission in 2012 (Gough & Morris, 2012).
Ontario has also enacted a variety of initiatives to
assist individuals with disabilities by providing
direct funds to families and individuals for disa-
bility services (Lunsky, Tint, Robinson, Gor-
deyko, & Ouellette-Kuntz, 2014). These social
policies have presented challenges for parents
caring for adult children with disabilities, such as
a lack of group homes and poor access to employ-
ment training and other important resources
(Lunsky et al., 2014).

Defining and Living with a Dual Diagnosis

For the purpose of this study, we define dual
diagnosis (DD) as the identification of co-
occurring developmental and mental health disor-
ders (National Association for the Dually Diag-
nosed, 2012). Terms such as intellectual disability
and cognitive impairment are often used inter-
changeably with the term developmental disabil-
ity (Ward, Nichols, & Freedman, 2010). Develop-
mental disabilities have been defined as occurring
before the age of 22 and affecting the individual’s
mobility, self-care, and communication abilities
(Centers for Disease Control and Prevention,
2004; Ward, Nichols, & Freedman, 2010). In
2006, 14.3 percent of Canadians were identified
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as having a disability, with 0.5 indicating they
had a developmental disability (Statistics Canada,
2006). Additional statistics indicate that approxi-
mately 40 percent of individuals diagnosed with a
developmental disability have received an addi-
tional mental health diagnosis (Cooper, Smiley,
Morrison, Williamson, & Allan, 2007).

Research also shows that people with develop-
mental disabilities are significantly more likely to
develop “mental health problems or serious chal-
lenging behaviours” as they age (Weiss, 2012,
p-67). Furthermore, numerous studies indicate
that individuals diagnosed with developmental
disabilities are at a higher risk of co-occurring
physical and mental health concerns than the gen-
eral population, leading to greater mortality rates
(Kring, Greenberg, & Seltze, 2008; National As-
sociation for the Dually Diagnosed, Ontario
Chapter, 2004). For example, Hollins, Attard, von
Fraunhofer, McGuigan, and Sedgwick (1998)
followed 2,000 individuals in the UK diagnosed
with a developmental disability for eight years
and discovered that their risk of mortality before
the age of 50 was 58 times greater than the gen-
eral population. Individuals with a DD face many
barriers when required to access healthcare, and
current services such as housing, formal and in-
formal supports, financial assistance, and employ-
ment are felt to be insufficient in meeting their
physical and mental health needs (National Asso-
ciation for the Dually Diagnosed, Ontario Chap-
ter). Individuals with DD also have an increased
risk for poverty and residing in substandard hous-
ing, and often have a lower degree of education
than the general population (National Association
for the Dually Diagnosed, Ontario Chapter). Re-
search indicates that individuals with more signif-
icant disabilities participate less in social outings
and employment instruction (Lunsky et al., 2014).
Furthermore, individuals diagnosed with a devel-
opmental disability who receive few social sup-
port resources suffer depression at higher rates
than those who get the necessary support
(Lunsky, 2003). Therefore, individuals with DD
and their families may need additional services
that support their ability to participate fully in
society and enjoy rich and rewarding lives
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(National Association for the Dually Diagnosed,
Ontario Chapter).
Older Caregivers

Given the increasing lifespans of individuals
with disabilities (Chou, Lee, Lin, Kroger, and
Chang 2009), the number of aging parents and
guardians caring for adult offspring with develop-
mental disabilities has also risen (Perkins & La-
Martin, 2012). This reality places greater burdens
on caregivers, who must plan for their child’s care
when they are no longer able to support them
(Lunsky, Tint, Robinson, Gordeyko, & Ouellette-
Kuntz, 2014). Chou et al. (2009) found that such
parents were more likely to have a lower level of
education, poorer health, and be single parents.
Parental caregivers report a lower quality of life
and fewer social supports (Chou et al., 2009).
Women are more likely to be the primary caregiv-
ers of individuals with developmental disabilities
and therefore exhibit more stressors from their role
as caregiver than males (Chou et al., 2011). The
difficulties experienced by caregivers of adults
with a dual diagnosis depend on such factors as the
degree of disability, the degree of supportive and
financial services, and the knowledge and experi-
ence of the caregiver (Esbensen, 2011; Grant &
Whittell, 2000; Lunsky et al., 2014).

Research suggests that when these caretaker
parents obtain more knowledge and skills through
experience and the passage of time, their positive
coping skills and overall results improve (Grant &

Whittell, 2000; Heiman, 2002). Older caregivers of

individuals with intellectual disabilities do not re-
port any greater levels of stress than younger care-
givers of these individuals (Grant & Whittell), as
older caregivers often undertake their roles in a
more positive fashion than their younger equiva-
lents (Chou et al., 2011).
Stress, Resilience and Social Support
Caregivers’ ability to cope with their child’s
disability appears closely tied to interactions be-
tween risk factors, such as the impact of disability
and protective factors which help families adapt
(Olsson & Hwang, 2008). Family resilience sug-
gests three critical protective factors: discussing
their thoughts and concerns with others, positive
interactions between caregivers, and obtaining
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supports for all members of the household
(Heiman, 2002). Family members of adults with
DD report family unity similar to families without
a member with a DD, but they often experience
more difficulties with adaptation, fewer social
supports, and fewer instances of family members
expressing their emotions (Altiere & von Kluge,
2009; Heiman & Berger, 2008). Heiman (2002)
believes that seeking support from psychologists,
psychiatrists, social workers, support groups, and
teachers can contribute to a family’s resilience
because actions to change their situation makes
them feel better.

Studies of caregivers of children with intellec-
tual disabilities have revealed that lower levels of
hope in the caregiver and increased instances of
behaviour problems in the child can be a predictor
of maternal depression (Lloyd & Hastings, 2009).
Studies have shown a strong correlation between
a child’s behavioral problems and maternal well-
being; a greater level of reported behavioral prob-
lems in a child has been linked to lower levels of
well-being in the mother (Kring, Greenberg, &
Seltze, 2008). Kring, Greenberg, and Seltze found
that mothers of individuals with ASD and psychi-
atric disorders reported greater amounts of stress
and diminished parent-child relationships than
mothers of children diagnosed solely with ASD.
Additionally, poorer reported health and more
frequent instances of asocial and unstable behav-
ior in individuals diagnosed with ASD correlated
to higher levels of distress in the mother (Kring,
Greenberg, & Seltze).

Economic difficulties and caregiver health are
strong forecasters of reduced well-being among
caregivers of those with intellectual disabilities
(Olsson & Hwang, 2008). And one can also as-
sume that caregivers of individuals with health
issues face additional responsibilities, such as
attending frequent doctor visits and managing
their child’s medications. Families of children
with ASD report being exposed to stressors, and
the caregivers frequently describe increased levels
of depression and anxiety, inability to engage in
various activities, a strain in spousal relationships,
and weakened physical health (Cappe, Wolff,
Bobet, & Adrien, 2011; Kring, Greenberg, &



Exploring Resiliency in Parents and Families of Adult Children

Seltze, 2008; Shu, 2009).

Caregivers frequently mention social supports
as effective coping devices for managing stress and
improving their quality of life (Chou, Pu, Lee, Lin,
& Kroger, 2009; King et al., 2003; Perkins & La-
Martin, 2012). Stress has been described as a
prominent feature of a caregiver’s experience
(Grant & Whittell, 2000; Heiman, 2002). Being a
caregiver for an extensive period of time can be
extremely stressful and “can lead to considerable
psychological, social, economic, and health costs
to the family caregivers” (Haley & Perkins, 2004,
p- 24). As a result of their frequent role as the pri-
mary caregiver, mothers of children with intellec-
tual disabilities report higher levels of stressors
related to parenting than fathers (Gerstein, Crnic,
Blacher, & Bak, 2009). The caregiver’s perceived
lack of supports and resources has also been found
to be correlated with parenting stress (Spratt, Say-
lor, & Macias , 2007). Further research is needed
to explore how families with a member with a DD
differentially cope with care giving challenges
(Esbensen, 2011; Jones & Passey, 2004; Unwin &
Deb, 2011). The authors explore how social sup-
port affects parents’ coping abilities and quality of
life while caring for adult children with a dual di-
agnosis (DD).

Methodology

A practical qualitative research design provided
a useful way to examine how family members
cope when they live with and assist persons with a
dual diagnosis. A qualitative method focuses on
“understanding the meaning of human experience,
from the subject’s own frame of refer-
ence” (Holosko, 2006, p. 13). The qualitative ap-
proach shares the perspective that social meaning
relates to social context and depends on how peo-
ple in specific social settings subjectively interpret
their experiences (Engel & Schutt, 2013). A quali-
tative approach employs practices such as: devel-
oping general research questions, selecting rele-
vant site(s) and subjects, collecting relevant data,
interpreting data, conceptualizing work, and writ-
ing up the findings (Creswell, 2014). A qualitative
approach provides for the greatest learning possi-
bilities to discover, understand, and gain insight in
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the phenomenon being studied. This study uses
qualitative face-to-face semi-structured family
interviews and considers the following research
questions:

1.  What factors promote positive coping abili-
ties in parents who care for live-at-home
adult children with dual diagnosis?

2. How do parents with a live-at-home adult
child with a dual diagnosis think they are
coping?

3. How do parents with a live-at-home adult
child with a dual diagnosis think they have
coped?

4. What social support resources outside the
family household are perceived to help fami-
lies cope?

a. What formal supports help?
b. What informal supports help?

5. How does family coping influence families’
quality of life for a member with a dual diag-
nosis?

The criteria for inclusion as study participants
included parents of adults, 18 years of age and
older (the age one is legally considered an adult
in Ontario, Canada). For the study participants,
we chose parents who assumed obligations essen-
tial to family life and who shared a common resi-
dence. Participants were recruited through post-
ers/flyers at local community agencies and we
relied on the snowball recruiting technique. Our
goal of interviewing 15 families was based on
qualitative research texts that generally recom-
mend information collection via long interviews
until the point of saturation with those who have
experienced the target phenomenon (Creswell,
2014). Greater depth within interviews is stressed
over breadth in a research approach that aims to
interpret and understand the experience of study
participants. Based on these suggestions, we con-
cluded that 15 in-depth parent/guardian family
interviews ensured the collection of sufficient
data beyond the point of theoretical saturation,
where no new insights are derived.

The research ethics boards of the University of
Windsor and Southern Network of Specialized
Care (a community agency) approved our re-
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search. The interviews, which took place in family

homes, gathered demographic information on the

parents and the person with a dual diagnosis, such
as age, role, education, socioeconomic status, diag-
nosis details, and severity of the disability. The
semi-structured qualitative interview included the
following questions as a guide:

e  What has been your experience of your son or
daughter’s dual diagnosis?

e  What positive experiences have you had with
your adult child who has been diagnosed as
having a dual diagnosis?

e  What challenges have you experienced living
with a person with a dual diagnosis?

e  What formal supports (professional) have you
experienced as helpful?

e  What informal supports (family, friends,
groups) have you experienced as helpful?

e  What factors do you think contribute to posi-
tive experiences in your family?

e  What factors do you think contribute to nega-
tive experiences in your family?

Analysis of the data involved reading all the
transcribed descriptions and using Atlas.ti software
(ATLAS.ti Scientific Software Development, 2002
-2014) to code transcribed interviews and develop
code categories. Extracting significant statements
in a line-by-line process, the primary researcher
assigned descriptive names or codes to identified
units of words, sentences, and paragraphs, and
sorted the codes into categories. The ease of creat-
ing, changing, and merging codes in the software
program allowed us to find quotations, codes and
categories quickly, and to make any changes effi-
ciently. Next, the primary researcher compared
category similarities and and differences, and not-
ed any connections (Creswell, 2014). Clustering
statements into codes and categories of codes en-
couraged the process of making inferences and
suggested themes that related to the research ques-
tions. The main themes do not simply reflect fre-
quency codes or categories. Instead, the research-
ers sought to identify deeper underlying concepts.
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Findings

Sixteen participants completed the demo-
graphic questionnaire (see Table 1). Eleven par-
ticipants were female and four were male (one
participant declined to answer the question). Most
participants (10 of 16) were between ages 60 and
74. Six participants’ incomes ranged between
$20,000 and $80,000, while the other five had
incomes beyond $80,000. Six participants had
high school degrees and an additional eight had
university degrees or had taken graduate courses.
Nine participants stated that their child resided in
their home, and four participants said their child
resided in their own separate dwelling. One adult
child was living in a care facility. Nine partici-
pants reported that their child’s disability was
severe, and five reported a moderate disability.
Ten participants reported that their child was
male. Seven reported their child’s age as 18 to 30
while another seven said their child’s age was 31
to 45. Half of the participants had assistance with
the care of their adult child.

The data from the audiotaped, transcribed in-
terviews (see Table 2) was analyzed. Similar con-
tent was identified and organized into categories,
and then developed into four themes. Table 2
shows the study categories and themes.

Theme A: Resilient Coping

Participants described positive experiences as
outweighing the challenges they faced. As one
participant stated, “I think he’s slowly getting
better.” Coping methods included strategies that
assisted participants in the raising of their chil-
dren. The most frequently mentioned coping
mechanism was using respite services. As one
caregiver stated, “They’ve [respite services] been
fantastic with helping me financially to get that
little time to myself.” Participants mentioned op-
portunities to take weekends alone and family
vacations as ways to rejuvenate. As one caregiver
remarked, “We would go to Florida every year
and we would go to Disney World, and we spend
a lot of time doing things like that...so for us that
is our happy place.” Another important coping
method mentioned by caregivers was the oppor-
tunity to share their concerns and experiences.

Coping depended on participants’ successful
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Table 1

Participants ' Demographic Information (N=16)

Categorv Options # of Participants
Sex Female i1*
Age 45-59 4
60-74 10
75 or over e
Income Less than $20_000 1
£20,000 to $40,000 3
$60,000 to $80,000 3
Over $80,000 s
Education Nohigh school degree 1
High school degree ]
University degree 5
Graduate courses/degree R
Residence of Child with Reside in home 9
B Beside in own dwelling 4
In care facility i
Child Level of Disability = Moderate 5
Severe S B
Sex of Child with DD Female il
Age of Child with DD 18to 30 7
31to 45 7
Over 45 L*
Has assistance for caring  Yes g

for child with DD

* one participant declined to answer question
** two participants declined to answer question
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efforts to acquire resources to help them support
their children. They spoke positively about formal
supports, services provided by agencies or organi-
zations, such as respite services, day programs, and
medical agencies. As one participant emphasized,
“Her life has been enhanced by the experienced
caregivers.” Four caregivers mentioned that work-
ers from their child’s school or day program
worked collaboratively with them by keeping them
informed of their child’s progress and any new
developments. Many caregivers also used multiple
forms of medical support. Two caregivers said
they were required to hospitalize their child to re-
ceive treatment. One caregiver stated that they “...

Table 2

took him to a hospital two or three times.” And
one participant stated, “Our pediatrician was so
good to [our daughter]” while another revealed,
“He goes to a psychologist. He takes medica-
tion...without it he is just so out of control.”
Informal supports, provided by family and
friends, were a significant factor in resilient cop-
ing. Four participants found their child’s siblings
supportive. As one participant elaborated, “...he
looks after a lot of the paper work that needs to be
filled out or his taxes...we talk to him about our
problems, and it’s very helpful that way as far as
moral support.” However, three caregivers men-
tioned that their children frequently experienced

Codes, Categories, and Themes Found From Interviews

Themes

Categories

Codes

A Resilient Coping

2. Accessing Social Support

1. Rewarding Experiences

Positive Experiences
Coping Methods

Formal Supports
Informal Supports

B. Noting the Adult
Child’s Interests and

3. Child’s Interests and
Interactions with the Parent

Child’s Interests
Interaction with Child

nkeachony Child’s Personal Relationships
4. Education and Work School
Experiences Weorlk
C. Struggling to Stay 5. Difficult Experiences Challenging Experiences
Hopeful Finances
6. Looking to the Future Caregiver Fears
Future Goals
D. Coping with Stgma 7. Diagnoses Testing

8. Educating Society

Disability Perceptions

Disabilitv Education
Thoughts on Research
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conflict with each other. One caregiver revealed,
“My other son calls him a retard...He never comes
here, he never takes [my son] any place or any-
thing like that.” Finally, two caregivers stated that
the father of their child does not provide any assis-
tance, with one caregiver disclosing, “His father
was no help to me whatsoever; because when [our
son] was four years old we divorced. He had noth-
ing to do with him: birthdays, nothing...” Caregiv-
ers also described challenges in obtaining support
from extended family members, with geographical
location noted as an obstacle. However, partici-
pants often received much needed support from
other parents of children with disabilities. One
caregiver stated, “We got to know the families that
had children with disabilities...It was just [that] we
were thrown together because of a common
cause.” Another caregiver suggested...“I would
not have been so happy if I hadn’t met them. [I]
am still in touch with these people...I feel very
fortunate to know these people.”
Theme B: Noting the Adult Child’s Interests
and Interactions

Participants frequently discussed their child’s
interests and interactions; for example, their child’s
knowledge of technology. Reflectively, one care-
giver stated, “She has a wonderful attribute, she is
very good with computers and she is really good
with iPads and all of those wonderful things and I
am not.” Other participants mentioned their child’s
interest in singing and participating in a band.
Dancing was another popular hobby, mentioned by
two caregivers. When discussing their interaction
with their child, two caregivers mentioned the im-
portance of persistence and patience with their
children’s outbursts. In discussing personal rela-
tionships their child developed with others, one
caregiver spoke about their child’s close relation-
ship with their respite workers, stating, “She loves
going out with them and doing things with them,
and I think you have to understand for some of the
children these workers are friends. She doesn’t
have...friends to go out with to the movies, to the
mall, chat on the phone with. She doesn’t have
that. Her friendships are the [respite] workers...”

When discussing their child’s experiences in the
education system, five caregivers stated that their
child attended an integrated school with the sup-

36

port of a worker. One caregiver revealed, “When
he was four, he was one of the first to go to [a]
regular school system...with a worker in class...
They had a buddy system where kids in different
grades would look after him during recess. They
loved him at the school.” Three caregivers re-
vealed that their child was bullied in school. One
caregiver discussed her child’s experiences, re-
vealing, “Other kids in the class would bother
him.” Another caregiver said, “The school system
failed him...He was continually harassed and hurt
at school.” In some instances, participants’ chil-
dren enrolled in a university, as mentioned by two
caregivers. When discussing her child’s universi-
ty course load one caregiver stated, “...He does
the normal amount of courses that he can, maybe
two a term...... he has failed a few courses and
had to do a couple of courses [over].”

Four caregivers discussed their child’s experi-
ences in the workplace. One caregiver revealed
that her child works at a funeral home, stating,
““...he washes the cars and general things around
the office and yard work...They have tried to
accommodate him, they know his limitations...
they understand...They specifically looked for
somebody with autism who is functional.” Anoth-
er caregiver discussed her child’s former employ-
ment at a coffee shop, ...[she would] clean win-
dows, tables... she lasted a long time there.”
Theme C: Struggling to Stay Hopeful

Participants considered their present challeng-
es and their concerns about the future. They re-
ported coping with their children’s anger and
emotional outbursts as the most challenging expe-
rience. One participant said, “He has had a lot of
outbursts, a lot of problems controlling his an-
ger...When he does have a sudden outburst, he
has physically attacked both myself and our
roommate...[He] screams at us, mostly me.” An-
other caregiver revealed that her child’s “behavior
got worse and got more aggressive, and at one
point he got in a big fight...with the cook and he
hit the cook in the back with a 2 by 4. Again he
was put in the hospital, but [was] let go in 72
hours.” Participants described how they had to
constantly monitor their children. Additionally,
parents had to cope with public reaction. As one
participant expressed, “...you are looked at
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strangely if your child is ‘misbehaving’ or acting
not normal...my family and my friends [were]
thinking that it was just me, I was being a bad
parent...instead of offering assistance and help to
him, just threw me in parenting courses...” As
another participant explained, “...we couldn’t do
a lot of things...”

Other difficult experiences centred on finan-
cial strains, especially when the funding many
participants received was never enough to be able
to support all of their child’s needs. One partici-
pant stated that it was “pretty frustrating” when
the government funding they received was not
enough for their child to be able to live on their
own. Another caregiver reported that they did not
have the funds for transportation, saying, “I can’t
afford to take a taxi. [ can’t afford to take a bus.”
Due to lack of funds, three caregivers reported
having to pay out of pocket for services that their
child needed.

When considering their children’s futures, one
overwhelming fear took precedence in the minds
of caregivers: what would happen to their child
when they were no longer able to care for them.
This fear was expressed by eight caregivers. One
caregiver stated, “I am not going to be there for-
ever. This hangs over me every day... For sure,
you can’t imagine one day you are not going to be
there to do things and take care of her. You can-
not imagine that.” Another caregiver revealed the
many questions that were arising in her mind:
“What is going to happen? Where is she going to
be? What if something happens to me?” For the
most part, parents hoped that their children would
be in a supportive group home. As one parent
stated, “It would be nice to know exactly in four
to five years where they are going to be...” Par-
ents hoped that their children would be well cared
for once they were unable to do so. As one care-
giver expressed, “I want to make sure there is
something there for my son if I’'m not around here
anymore. [ want to make sure my son is cared for
in the best way that he is entitled to.”

Theme D: Coping with Stigma.

The participants’ discussions about their
thoughts and feelings surrounding their children’s
diagnosis and how others reacted to their children
highlighted the impact of social stigma. Partici-
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pants said that the most frequent test administered
to their children during the diagnosis process was
a psychological evaluation. When discussing her
frustrations with the testing her son received, one
caregiver stated, “It took three psychological as-
sessments to get him diagnosed with autism.”

Participants discussed their perceptions of rais-
ing a child with a dual diagnosis and how it influ-
enced their perception of individuals with disabil-
ities. Three caregivers revealed that caring for
their child became easier as their child became
older. As one participant stated, “He has come a
long way...He’s learning to handle things a little
better and I’m proud.” Participants viewed caring
for their child as a long-term commitment. One
caregiver revealed, “We started out when he was
really young. You say, ‘Okay, this will pass, and
things will become normal.” Well, they never do;
then you think, ‘Are we going to do this our en-
tire lives?’”” The experience of caring for a child
with a dual diagnosis also revealed the im-
portance of self-advocacy to ensure their child
would receive the necessary supports. As one
participant stated, “My strength has been that I
have pretty much helped myself, and any help
that I have gotten is because I have pushed for it
or fought for it.” Another caregiver said, “I have
to step up to the plate, and I have to fight not only
for my son who has autism; I’m fighting for every
other child that’s been diagnosed...”

Participants also discussed the need for edu-
cating the public regarding disabilities, specifical-
ly mentioning the need for further education for
teachers and caregivers. One caregiver discussed
how parents of children with disabilities are in an
excellent position to teach others. “I always say
the best person to teach a child is the parent,” said
the survey participant. “...we’re the ones that
spend hours on end teaching our children ABA
[Applied Behaviour Analysis] once we’re taught.
Who else could do that better than us, the par-
ents?”

Participants also discussed their hopes that the
research they were participating in would educate
others and assist in improving experiences for
caregivers. As one caregiver said, “I really hope
the results of this will bring a positive result for
people like us.”
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Limitations

The limitations include relying on respondent
pool of southwestern Ontario residents. Also, using
an interview guide placed the research at risk for
being limited by defined questions prepared in
advance of the research. Moreover, this study did
not address the health of aging female caregivers
although research indicates it is strongly correlated
with quality of life, suggesting caregiver personal
health affects their perceptions of their ability to
care for their child and others (Chou et al., 2011).
Finally, in the analysis, the themes identified in
this study do not represent all of the categories of
coded data created; choices had to be made about
what would be reported.

Discussion

Caregivers of adult children with a DD face a
variety of challenges that affect their abilities to
cope while raising their children. Primary concerns
include obtaining services and resources, lack of
funding for programs and services, and planning
for their child’s future care. Caregivers also men-
tioned the stigma that their children have faced
within educational institutions and when interact-
ing with the general public. Alternately, caregivers
mentioned positive factors that they experienced
while raising a child with a DD. These included
experiences in which teachers and support workers
went above and beyond to assist their children, and
relationships that they formed with other parents of
children with disabilities. The various organiza-
tions and medical personnel who provided support
and advice over the years were also mentioned
positively by caregivers. In addition, caregivers
appreciated the fact that the general public has
become more knowledgeable and accepting of
individuals with disabilities in recent years, alt-
hough they also acknowledged that there is still
much work to be done.

The caregiver interviews support many of the
findings observed in recent literature. As previous-
ly mentioned by Saldafia et al. (2009), many of the
caregivers experienced a lack of social and com-
munity supports while caring for their children.
Caregivers also noted a lack of peer relationships
for the children and that their closest friendship
was often with their support workers, a finding
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also documented by Lunsky et al. (2014). Another
challenge mentioned by caregivers and supported
in the literature by Haley & Perkins (2004) was
financial stress. Many caregivers expressed frustra-
tion at the lack of funds they received for programs
and services to assist their children. Additionally,
caregivers mentioned the stress of planning for
their child’s future care and the wait lists associat-
ed with group homes.

Caregivers also discussed the many coping
methods they used, which were supported by find-
ings in the literature. One method of coping uti-
lized by caregivers and mentioned by Ha, Green-
berg, and Seltzer (2011) was support and positive
interactions among household members. The care-
givers interviewed reported less stress when their
family members supported each other and worked
as a team. Research has also demonstrated that
caregivers’ coping skills can increase and improve
through the time and experiences gained caring for
their children (Grant & Whittell, 2000; Heiman,
2002). Many caregivers said that caregiving be-
came easier as their child grew and they became
more knowledgeable of supports and resources.
This matched Heiman’s (2002) assertion that sup-
port from medical professionals, social workers,
support groups and others can increase caregiver
resilience. Our study also found this, as many care-
givers praised the support that they received from
medical professionals, support workers, and sup-
port groups.

Our study results suggest a number of recom-
mendations for assisting aging caregivers of chil-
dren with a DD. We strongly suggested that care-
givers research group homes in their area while
their child is young, and place their child on a wait
list as soon as possible. As mentioned during the
interviews, the primary fear for caregivers is what
will happen to their child when they are no longer
able to care for them. Many caregivers also voiced
the hope that their children will eventually go into
in a group home environment where they will re-
ceive the support they need but are still able to
maintain some independence.

The long process of getting a child placed on a
wait list for a group home and waiting for a room
to become available was a concern for many par-
ents. One caregiver said, “I’m trying to get him
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into a group home... last time I talked to [the] lady
in charge of that she said they are trying to find
some place that could accommodate...but right
now everything’s full...He is on the waiting list.”

Caregivers also mentioned the challenges of
supervising the workers who assist their children,
and some discussed various unethical behaviours
of previous workers. One caregiver expressed her
disappointment by stating, “The worker had been
telling him that he was going to quit and take an-
other job if I didn’t pay him more. So [my son]
would come back and demand that I pay the work-
er more, which is really unethical for the worker to
do ... At that point I knew I had to fire him...” It is
assumed that the difficulty in obtaining funding for
their children and the length of wait-lists for pro-
grams and services may result in caregivers hiring
less-than-reputable agencies or individuals to work
with their children. The authors recommend that
caregivers be made aware of reputable support
work agencies as well as techniques to supervise
their child’s workers. These workshops should
include information sharing by caregivers who
have had extensive experience hiring and collabo-
rating with support workers for their adult chil-
dren. The caregivers who help to facilitate the
workshops may also be able to offer advice on
obtaining additional government funding for sup-
port workers and other programs and resources.
For example, many caregivers expressed interest
during the interviews in assisting other caregivers
in similar situations, with one caregiver stating,
“Whenever I’m here, I go to speak to families and
groups.”

In conclusion, the interviews with caregivers
demonstrated that various supports were essential
while raising their children. Having the support of
others--whether immediate family members, other
parents, support workers, teachers, or medical per-
sonnel--has a positive impact on caregivers’ ability
to cope while raising their children. This support
also had a positive influence on their children and
assisted them in developing and increasing their
abilities. As a result, some children have been able
to participate in such activities as attending univer-
sity and seeking employment. Many of the mo-
ments when caregivers experienced challenges or
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difficulty coping were directly related to a lack of

support and funding.

As aresult, it is encouraged that caregivers of
adult children with a DD become guides for the
next generation of caregivers, sharing advice and
resources that they found to be helpful. This would
increase the coping abilities of caregivers and im-
prove the lives of the next generation of children
who receive a DD. However, it must be noted that
the ability of caregivers to assist each other does
not negate the need for professional supports to
augment such informal networks. Professionals
and caregivers must work together in order to re-
duce stigma and enhance supports. In this vein, our
study underscores the following recommendations
from the literature:

e Longitudinal research should be conducted
regarding the relationships between caregiv-
ers, siblings, and the individuals with a disa-
bility diagnosis to examine their perceptions
and coping skills (Heiman, 2002).

e Service providers should increase their
knowledge of the various challenges caregiv-
ers face as well as their coping techniques
(Jones & Passey, 2004).

e Additional research should examine the corre-
lation between stressors and crisis severity,
and if certain coping techniques can moderate
the effects of the stress (Weiss & Lunsky,
2011).

e The medical community should increase its
focus on the health of aging caregivers and
view them as additional patients (Cjpi. Fu,
Lin, & Lee, 2011).

e  When providing interventions to individuals
with a DD, it is important to separate the ef-
fects and impact of behavior issues from men-
tal health issues in order to determine the most
effective interventions (Esbensen, 2011).

e The internet can be increasingly useful as a
support method for aging caregivers and
should be highlighted and further developed.
Caregivers can increase their knowledge as
well as participate in supportive online con-
versations with other caregivers (Perkins &
LaMartin, 2012).
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