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Abstract

Introduction: To examine the effects of ‘choice’ on the mental health outcomes of
informal intellectual developmental disability (IDD) caregivers, which has been
examined in previous literature in alternate caregiving contexts. Background: Stressors of
the caregiving role have been shown to negatively affect the mental health of informal
caregivers in multiple contexts, where stressors can include a specific task or number of
tasks, time spent caregiving or perceived stress levels. However, research has also shown
that whether the caregiver identifies as having a choice in taking on their role may also
have an affect on their mental health status, where lack of choice may cause
psychological impairments, and decreased life satisfaction. Methodology: Using the
General Social Survey — Cycle 26 — Caregiving and Care Receiving, linear regression and
multinomial logistic regression analyses were analyzed to determine how choice in the
caregiving role affects the caregivers mental health in relation to numerous caregiving
stressors. Results: The results show that those who have higher levels of stress experience
worse mental health outcomes, alongside those who have more tasks, and more time
allotted to their duties. Choice approaches significance in relation to mental health,
however, does not have a significant relationship with the development of mental health
outcomes in these caregivers when the burdens of the caregiving role are considered.
Conclusion: Overall, this research shows the complexities in which the informal
caregiving role has on the development of mental health concerns within this population,
where the burdens of the role play a more significant role on their mental health than their

perception of choice.

Key words: Intellectual Developmental Disability (IDD), Informal, Caregiver, Mental
Health, Choice
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Chapter One: Introduction
Rationale and Implications

The purpose of this thesis is to examine the effects of ‘Choice’ and ‘Lack of
Choice’ on the development of mental health concerns within Intellectual Developmental
Disability (IDD) caregivers. Lack of choice has been examined within other caregivers
such as old age, dementia and cancer, in which it is common for the children of the care
receivers to feel as though they lacked a choice in the decision to care for their parents,
while those who are not immediate family members often described having a choice in
their caregiving duties (Bouldin et al., 2010). However, this caregiving aspect has not
been extensively researched in the population of IDD. In the context of informal IDD
caregivers, parents are often unaware of their child possessing an IDD until after birth, or
until they begin to show signs of developmental delays. Therefore, it is important to
examine whether this ‘lack of choice’ in being an informal IDD caregiver effects the

mental health of the care providers.

This research could have implications within clinical, research, and political
realms. Clinically, this research may aid clinicians in becoming more aware of reasons
why families may be experiencing mental health concerns. They may be able to assist
families in becoming more cohesive in solving their problems surrounding where they
may be lacking choice in their role(s) and help them cope with the challenges faced by
caring for an individual with an IDD by providing them with multiple care options to

choose from.

With respect to the political realm, policy makers across numerous organizations

and health systems could use the results of this research to develop policies to increase



the availability of having multiple choices surrounding financial supports and program
assistance, alongside support groups to aid with the additional stressors that are faced
within the informal caregiving community. Giving parents or guardians choice regarding
the supports they need and the needs for their care recipient may reduce the likelihood of

developing mental health concerns within their role.

Finally, in terms of research, my thesis has implications towards a new body of
knowledge in the population of IDD caregivers, allowing for further examination and
replications on the idea of choice in this population. With further examinations, we may
be able to help determine what aspects of the role IDD caregivers feel they lack choice in,

alongside determining which ones have the greatest impact on their mental health.

To my knowledge, this is the first study to examine choice in the IDD caregiver
population specifically, and how it affects their mental health. Although this concept has
been examined in other caregiver types, this population is unique due to the obligations
that parents may feel regarding having to informally care for their child with an IDD. In
this population, the concept of choice may present itself differently compared to other

caregivers.



Chapter Two: Review of the Literature

As reported by Statistics Canada, nearly 46% of Canadians will care for someone
without pay at some point in their lifetime, leading to around 13 million people who are
15 years of age and older who will informally care for someone with a chronic or life-
long condition (Sinha et al., 2014). This includes but is not limited to caring for an

individual who has been diagnosed with an IDD.

IDD is a condition that is present at birth or develops before the age of 18 where
the individual experiences difficulties in social, conceptual, and practical realms
(American Psychiatric Association, 2013), alongside facing deficits in their behaviour,
language, and learning development (CDC, 2018). Occurring on a spectrum, those
diagnosed with an IDD can have difficulties that range from mild to severe in any one or
more of these domains. Those with mild or moderate forms of IDD often experience
challenges in their instrumental activities of daily living (IADL), negatively affecting
their capability to shop independently, manage their finances and/or medications, meal
preparation, etcetera (American Psychiatric Association, 2013; Kernisan, n.d.; Kernisan
& Scott, n.d.). However, those with more profound levels of disability may also face
challenges in their activities of daily living (ADL), having an impact on self-grooming,
toileting, feeding and even mobility (Kernisan, n.d.; Kernisan & Scott, n.d.). These
deficiencies in IADLs and ADLs often require support from others — usually family
members — to facilitate independence (What Is A Developmental Disability? -

Developmental Services Ontario, n.d.), resulting in a lifetime of required support.

To give some perspective on the scope of this issue, 160,500 individuals in

Canada over the age of fifteen were diagnosed with an IDD in 2012 and were still living



within their family household (Government of Canada, 2015). Yet, in 2015 there were
12,900 adults with IDD that were waitlisted for supports through community residential
services for permanent living placements (Canadian Union of Public Employees, 2015).
Unfortunately, these individuals often do not make it off of the waitlist (Canadian Union
of Public Employees, 2015), resulting in their family members having to provide care for
their child with IDD, even after they mature into adulthood (Ben-Zur et al., 2005). These
family members then become the informal caregivers, as they are unpaid for their

caregiving duties (Gressmann, 2014).

Snapshot of IDD Care Providers

The literature has portrayed IDD caregivers as primarily the parents of the
individual (Turcotte, 2013), with studies reporting between 68% to 93% (Burton-Smith et
al., 2009a, 2009b; Caldwell, 2008; Dawson et al., 2016; Grey et al., 2017; Chou, Fu, et
al., 2011; Chou, Chiao, et al., 2011) being the mother of the individual, and 4% (Dawson
etal., 2016), 7% (Burton-Smith et al., 2009a, 2009b), and 14% (Grey et al., 2017),
reporting the father being the primary caregiver. However, some research found that
1.1% (Burton-Smith et al., 2009a, 2009b), 3.1% (Caldwell, 2008), 4.5% (Grey et al.,
2017), and 8% (Dawson et al., 2016) had siblings, and 1.3% (Burton-Smith et al., 2009a,

2009b) had a grandparent, as their primary caregiver.

These caregivers are faced with varying caring hours, depending on their
relationship to the individual and the severity of the care receivers’ disability. Moreover,
one study found that that weekly caregiving hours are higher when the care provider is
the parent or the spouse of the care receiver, with those caring for someone with an IDD

experiencing the greatest number of hours (Sinha et al., 2014). It has been reported that



51% of IDD caregivers care for at least 10 hours a week, with most cases being their
children (Sinha et al., 2014), and 13% care for 100 hours or more (The Change

Foundation, 2016).

Caregiving Stress

Having to care for an individual who may require support within multiple aspects
of their daily lives can create burden and stress in the lives of the informal caregivers.
Research has found that informally caring for someone includes all aspects of “a chronic
stress experience including: physical and psychological strain experienced over extended
periods of time, high levels of unpredictability, alongside the potential of stress
development in other life domains...” (Schulz & Sherwood, 2008, pg.23). In general, this
apparent increase in stress has been shown to jeopardize the mental health of informal
caregivers compared to non-carers, as research has shown that about 17.5% of informal
caregivers are above clinical cut-offs for mental illness compared to only around 3.6% of
the general population (Grey et al., 2017). Extensive amounts of research have been
completed to examine the factors that play a role in the development of higher stress and
burden levels in IDD caregivers. It has been found that caring for an individual with a
lower level of ADL and IADL functioning (Chou et al., 2010; Chou, Fu, et al., 2011,
Jones et al., 2013; Plant & Sanders, 2007; Schulz & Sherwood, 2008; White & Hastings,
2004), caregiving load/demand or intensity (Llewellyn et al., 2010; Plant & Sanders,
2007; Turcotte, 2013), number of hours caregiving (Plant & Sanders, 2007; Schulz &
Sherwood, 2008; Totsika et al., 2017), reduced social activities and networks (Burton-
Smith et al., 2009a; Edwards et al., 2007; Yoong & Koritsas, 2012), and behaviour issues

of the care receiver (Jones et al., 2013; Plant & Sanders, 2007; Samadi et al., 2014;



Schulz & Sherwood, 2008; White & Hastings, 2004), all contribute to the burdensome

and stressful experiences of informal caregivers.

Previous studies have explored the effects that the level of functioning of the
individual with IDD has on the caregivers, discovering that caring for an individual with
low IADL and ADL functioning can lead to increased stress levels (Dawson et al., 2016;
Plant & Sanders, 2007; White & Hastings, 2004), depression (Chou et al., 2010), and
general mental health concerns in the caregiver (Schulz & Sherwood, 2008). This was
also found in regards to anxiety, but was found to be due to higher IADL functioning
(Jones et al., 2013). It was thought that the increased independence of the care receiver
may provoke feelings of anxiety in the caregiver when they no longer require strict
support from them (Jones et al., 2013). In addition, the functioning level of the care
receiver was also found to be associated with the level of perceived burden of the
caregiver (Chou et al., 2010), where lower levels of IADL were found to affect their
objective burden, but had no effect on their subjective burden (Chou, Fu, et al., 2011).
This higher objective level of burden is particularly associated with the additional tasks a
caregiver must complete when their care receiver is at a lower functioning level,

especially those who require additional support with ADLs such as toiletry and mobility.

When caring for a low IADL and/or ADL functioning individual with IDD,
caregivers can experience increased levels of care demands, load, and/or intensity due to
the additional responsibilities that are placed on them as their functioning level moves
down the spectrum. Research has found that approximately 31% of the variance that is
seen in caregivers’ mental health scores can be accounted for by their level of caregiving

demands (Llewellyn et al., 2010). Those who described their caregiving responsibilities



as difficult were found to have higher levels of stress (Plant & Sanders, 2007), with those
having more demanding roles experiencing higher levels of anxiety, guilt and feelings of
stigma (Chou, Fu, et al., 2011). Due to the potential of having more demanding
responsibilities when caring for someone with low functioning, this can also lead to

increased or prolonged hours supporting the care receiver.

The number of caregiving hours that a carer experiences can vary greatly
depending on the level of functioning of the individual, and how demanding their role is.
Generally, the time involved in completing the various tasks was found to be positively
associated with the stress levels described by the caregivers (Plant & Sanders, 2007).
Those who described having long caring hours were at an increased risk of stating that
caregiving has had a negative impact on their health by about 82% (Totsika et al., 2017).
These extended hours taking on extra responsibilities to care can create burden due to the

decreased amount of time left to participate in other activities.

The literature has shown that informal caregivers often face limitations when it
comes to social activities due to the time it takes to complete their caregiving duties
(Burton-Smith et al., 2009a). Caregivers have described having restricted friendships to
mostly only other caregivers, while also not being able to participate in preferred leisure
activities with their typical peers since it often needs to be scheduled around varying
programme hours (Yoong & Koritsas, 2012), usually between 0900 and 1500 hours.
These negative effects have also been found within their social networks (Burton-Smith
et al., 2009a), where 18.3% of caregivers describe only seeing their friends and family
once or twice every three months — while only 10.2% of the general population

experience this low level of social contact (Edwards et al., 2007). This limited quality



time makes it difficult for informal caregivers to create healthy relationships with family
and friends (Yoong & Koritsas, 2012), which can lead to feelings of depression and

isolation within the caregiver population.

Lastly, if the care receiver also participates in challenging behaviours, this can
accentuate the issues mentioned above. Behavioural problems among individuals with
IDD are quite common (American Psychiatric Association, 2013), and depending on their
level of disability and the supports provided, the severity can fluctuate. Research has
documented that these difficult behaviours from the care recipient are associated with the
stress levels expressed by the caregivers (Jones et al., 2013; Plant & Sanders, 2007;
White & Hastings, 2004), with greater mental health concerns being expressed in those
caring for an individual with more challenging behavioural issues, including greater
levels of anxiety (Jones et al., 2013; White & Hastings, 2004), and lower levels of

emotional health (Samadi et al., 2014).

Theories Surrounding Choice Making

While there is a large body of literature examining the relationship between the
burden of care and mental health outcomes among caregivers, there is little literature that
examines the choice, or lack thereof to provide care among caregivers of IDD persons, on
the mental health and stress levels of informal caregivers. Having a choice in any
scenario has been described as having the ability to choose between multiple options
(Schulz et al., 2012), explaining that when people are given a choice, they are being given
the opportunity to “express a preference and [are able] to assert the self” (Leotti et al.,
2010, pg.457). When they get to use this expression, no matter how small it is, they are

given the perception of both control and self-efficacy (Leotti et al., 2010). But when it



comes to becoming an informal caregiver — the choices are often complicated (Bouldin et
al., 2010). Within the IDD caregiver context, choices can include whether they want to
take on the caregiving role or not, which caregiving duties the caregiver wants to take,
and which ones they would like to pass onto others, as well as how they would like to
spend their free time when it becomes available (Larkin & Mitchell, 2016). However,
research surrounding the effects of choice on the mental health of the population are
varied, as choice has been described as being good for the psychological wellbeing of

individuals, but has also been found to be detrimental.

Self-determination theory is one theory surrounding choice making, which
explains that the need to ‘rule the self’, or being autonomous, is considered to be a
psychological need (Ryan & Deci, 2006). Being able to have a choice has been found to
be “intrinsically positive, and a good thing” on people’s independence and mental
wellbeing (Larkin & Mitchell, 2016, pg.190), where researchers have found that when
there is no reinforcement from either choice, people still prefer to have a choice over not
having one at all (Leotti et al., 2010). The opposite relationship has also been described,
where controlling environments, or those that lack choice, have negative effects on

individual wellness (Ryan & Deci, 2006).

However, there is also literature that mentions that having choices can be harmful
to peoples’ mental health. It is believed that having choices can “lead to anxiety, stress
and regret”, where people may actually begin to avoid having to make choices due to the
possibility of having a negative consequence (Larkin & Mitchell, 2016, pg.190). When
people begin to feel as though they are not being an effective agent in their lives, and feel

as though they are unable to produce desired results from their choices, they may begin to



experience hopelessness and depression (Leotti et al., 2010). But perhaps it is the number
of choices they are being given that affects their mental health. One study proposed that if
someone is given too many options to choose from, they may feel overwhelmed as
opposed to feeling autonomous, but one may also only be given one choice, and still feel

autonomous if “they truly endorse” the given option (Ryan & Deci, 2006, pg.1577).

Caregiver Choice

Caregiver choice has been described in the literature as when “the individual
believes they had freedom to choose to take up the responsibility of care” (Pertl et al.,
2019, pg.1801). Yet, this may not be the case for all IDD caregivers, since, as previously
mentioned, the caregivers are often the parents of the care receiver. However, there are
multiple ways in which the caregivers may perceive that they lack choice in their role.
Perceived lack of choice could be due to personal values (Larkin & Mitchell, 2016; Pertl
et al., 2019), societal norms including reciprocity and responsibility (Pertl et al., 2019),
caregiver emotions such as altruism and obligation (Larkin & Mitchell, 2016), lack of
tangible assistance (Pertl et al., 2019), financial constraints (Longacre et al., 2014; Pertl et
al., 2019), and inadequate available support services (Longacre et al., 2014; Pertl et al.,

2019).

With this in mind, it is important to note that when people are not given a choice,
this can cause reluctancy in completing the role, which can include learning new skills
and becoming effective caregivers (Bouldin et al., 2010). When these skills and tasks are
not self-motivated, it can result in greater impaired psychological wellbeing for the
individual who is completing them (Schulz et al., 2012). However, when there are

choices available, they are found to be more enjoyable and often lead to improved
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performance (Leotti et al., 2010). This has been found in alternate caregiving contexts,
where lack of choice for those caregiving in old age (Bouldin et al., 2010; Schulz et al.,
2012), cancer (Longacre et al., 2014), and dementia (Pertl et al., 2019) affected the
caregivers’ emotional wellbeing and performance skills. Lack of choice was shown to be
a significant predictor of poorer outcomes on life satisfaction, happiness, quality of life
and emotional stress (Pertl et al., 2019). Those who described feeling like they had little
choice experienced more stress and more difficulties adjusting to their caregiving roles,
and those experiencing more choice described having higher levels of life satisfaction and

emotional wellbeing (Larkin & Mitchell, 2016; Longacre et al., 2014).

However, parenting requires constant coping and adjustment to the varying
caregiving challenges presented, especially with the greater caregiving demands of those
caring for a child with an IDD (Woodman & Hauser-Cram, 2013). As previously
discussed, the numerous stressors that parents of children with IDD face place them at an
increased risk for poor mental health outcomes (Ward et al., 2014; Woodman & Hauser-
Cram, 2013). But research has found that most families actually tend to adapt to their new
family dynamic (Woodman & Hauser-Cram, 2013). Entire family units may become
resilient, which increases family hardiness, or the “ability to work together and be
cohesive when combating stressors and finding solutions to their problems” (Woodson et

al., 2015, pg.58).

This leads to the purpose of this research, where the examination of lack of choice
is explored within the informal IDD caregiver population. Specifically the two research
questions that will guide this analysis are (1) within the informal IDD caregiver

population, if those who believe they lack choice in becoming a caregiver are more
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burdened than those who believe they do have a choice, and (2) is the relationship
between caregiver burden and mental health stronger among those who perceive a lack of

choice in becoming an IDD carer, compared to those who feel they do have a choice.

Caregiver

1 Burden/Stress
Caregiver 4
3
Choice >
¥
2

Caregiver
Mental Health

Figure 1. Model of the proposed hypothesis

From these two research questions, a series of hypotheses are derived (see Figure 1):

1. Those who believe they have a choice will report less completed
caregiving tasks, less time allotted in their caregiving role, and experience
lower levels of stress.

2. Those who believe they have a choice in becoming a caregiver will have
less mental health concerns compared to those who believe they do not

have a choice;

12



3.

4.

Those who identify a higher caregiving burden will experience greater
mental health concerns compared to those who identify a lower caregiving
burden;

A higher caregiving burden will have a stronger effect on mental health
concerns among those who perceive a lack of choice in becoming an IDD

caregiver compared to those caregivers who believe that they had a choice.
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Chapter Three: Methodology

Within this chapter, the methodology for research will be discussed outlining the
use and purpose of the General Social Survey, the measures considered for examination,
and the methods for data analysis, which include the use of descriptive statistical

measures and regression models.
General Social Survey Data Collection

The 2012 General Social Survey — Cycle 26 (GSS) on caregiving and care
receiving conducted by Statistics Canada was used to conduct this research.(Statistics
Canada, 2012a, 2012b). The GSS has conducted research on the topic of care a total of
six times, in 1985, 1990, 1996, 2002, and 2007, with cycle 26 in 2012 being the most
recent collection of this data. This cycle was selected because it focused specifically on

caregiving and receiving and asked a question regarding choice of caregiving.

The GSS — Cycle 26 was completed in 2012 using random digit dialing to
interview individuals aged 15 and over who lived in private households in each of
Canada’s provinces, excluding the Northwest Territories, Yukon and Nunavut, along with
anyone permanently living in institutions (Statistics Canada, 2012b). Households without
landlines were also excluded. The GSS used a method called ‘rejective sampling’ to
“reject a certain proportion with a given probability to give more time finding the
population of interest” (Statistics Canada, 2012b, pg.7) due to the low prevalence of
caregivers and care receivers in the population. This means that there was a pre-set
number of interviews in which after an initial set of questions, if the interviewee was

identified as a non-caregiver and non-care receiver, their interview was not done to

14



completion. To determine if the respondent was a caregiver, the GSS asked whether they
had provided care to anyone such as family, friends or neighbours within the past 12
months; this included “indoor and outdoor chores, driving for errands or appointments,
financial aid, care coordinating, medication and/or personal care” (Statistics Canada,
2012b). If the interviewee answered yes, they were directed through a series of questions
to determine the types of care provided, the number of hours caring, the type of aliment
cared for, current education level and job status, alongside perceived mental health
statuses (Statistics Canada, 2012b). There were 10,771 ‘terminated’ cases which were
still considered respondents but were not used in estimates, yet they were used in the

weighing process.

Within the GSS, there were multiple sample weight adjustments that “depended
on the province, caregiving/receiving status, stratum, age and sex of the respondent”
(Statistics Canada, 2012b, pg.12) to make it representative of the population. Throughout
the five waves completed in 2012, the GSS weighed each wave separately so that the
estimates would be in proportion to the Canadian population at the time of each specific
wave (Statistics Canada, 2012b). For cycle 26, elimination of non-working banks
sampling was completed, so that each telephone number within a particular stratum
would have equal chances of being selected to participate. Each stratum had the first
seven digits of their number the same, with the last two digits varying between 00-99.
Following this, there was a basic weight calculation, two-stage adjustment, household
weight calculation, person weight calculation, adjustment of person weights for rejective
sampling, adjustment of person weights to external totals, stratum — wave adjustment,

province — age — sex adjustment, ranking ratio adjustments, and final person sample

15



weight calculation. Due to the probability sample being used, estimation was meant for

each participant to represent other individuals within the population that are not included
in the sample. For the purposes of this study, there were 178 participants who provided a
response to whether or not they felt they had a choice in providing care to someone with

an IDD, representing a total of 160,185 people within the Canadian population.
Ethical Considerations

For the purposes of this study, ethical consent was provided by the Research
Ethics Board at Brock University on November 14™, 2019 for the use of secondary data
(See Appendix A). The dataset was obtained through Ontario Data Documentation,
Extraction Service and Infrastructure Initiative (ODESI) for the examination of the

previously described relationships.
Measures

Choice. To determine whether the caregivers felt as though they did or did not
have a choice in taking on their informal caregiving role, they were asked “Do you feel
you had a choice in taking on your caregiving responsibilities during the past 12
months?” in which they were able to give a yes, no, or don’t know response. For the
purposes of this paper, these responses were coded as (0) no, and (1) yes. An attrition
analysis was conducted on the choice variable as there were multiple missing cases, to
identify if there is a significant difference between those who did not provide a response
to this question, and those who did. Those who did not provide a response were due to

reporting that they did not provide more than 2 hours a week providing care, responded “I
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don’t know”, or were a proxy to the participant (i.e., someone answered the questionnaire

on behalf of the caregiver).

Caregiver Burden

Caregiver burden was examined by three differing measures. It includes one
variable of perceived caregiving stress, a series of objective measures of the actual tasks
performed, and a measure of the amount of time spent providing care. These three
measures of burden (see below for specific details for each measure) were examined both

individually and collectively.

Self-Rated Caregiving Stress. The informal caregivers were asked “How
stressful have your caregiving responsibilities been during the past 12 months?” in which
they were able to respond with very stressful, stressful, somewhat stressful or not at all
stressful. For the purposes of this paper, the stress variable was coded to reflect higher
scores with higher levels of stress. Therefore, they were coded (1) not at all stressful, (2)
somewhat stressful, (3) stressful, and (4) very stressful, to identify the levels of perceived

stress reported by the participants.

Caregiving Task Burden. For the purposes of this study, objective caregiver
burden will be determined through the addition of multiple responsibilities in which the
caregiver has stated they require to complete within their role. The caregivers were asked
a series of seven questions including “During the past 12 months, have you helped your
primary care receiver with transportation to do shopping or errands, or to get to medical
appointments, or social events?”’; “During the past 12 months, have you helped [the care

receiver] with meal preparation, meal clean-up, house cleaning, laundry or sewing?”’;
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“During the past 12 months, have you helped [the care receiver] with house maintenance
or outdoor work?”’; “During the past 12 months, have you helped [the care receiver] with
personal care?”’; “During the past 12 months, have you helped [the care receiver] with
medical treatments of procedures?”’; “During the past 12 months, have you helped [the
care receiver] with scheduling or coordinating care-related tasks, such as making
appointments or hiring professional help?”’; and “During the past 12 months, have you
helped [the care receiver| with banking, bill paying or managing finances?”. Respondents
were able to answer yes or no to this series of questions to determine their participation in
these variety of tasks. These were examined both individually and summed in the
analyses. To create the summed variable, yes was coded as (1), and no was coded as (0)
to determine the total number of tasks each participant assisted their care recipient with.
The individual item analysis allowed for dichotomous comparison across each task while
the summed variable was treated as a continuous measure to assess the effect of a higher

number of overall tasks.

Caregiving Time Burden. Caregivers were asked, “In an average week, how
many hours of care or help did you provide with [the caregiving activities]?” where
participants were able to provide a numerical value between 0 and 168 hours. This

variable is treated as a continuous measure in all analyses.

Mental Health

Self-Rated Mental Health. To determine the mental health of the interviewees,
they were asked “In general, would you say your mental health is excellent, very good,

good, fair or poor?”. For this paper, mental health was coded to reflect higher or better
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mental health, with higher scores. Therefore, they were coded as (1) poor, (2) fair, (3)

good, (4) very good, and (5) excellent.

Covariates

Age. Respondents were asked “What is your age?” by the interviewer, to which
they were able to provide a numerical value. This variable was treated as a continuous

variable for all analyses.

Sex. To determine the sex of the informal caregivers, interviewees were asked “Is

[respondents] sex (1) male or (2) female?”

Due to the low power analysis of this research, additional information regarding
marital status (See Appendix A) and relationship of the care receiver to the caregiver (See
Appendix B) were included in the appendix for reference. This additional information
assists in providing a clearer picture of the participants and whom they are assisting with

care.

Data Analysis

The data analysis was completed in four steps. First, an attrition analysis was
conducted to identify the number of missing cases within the choice variable and whether
these participants differed from those who responded to this question which could
introduce a bias within the sample. Following these results, it was determined that an
imputation strategy would not be necessary as there was no significant difference across

the main dependent variable and few differences across other variables.
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Next, descriptive statistics and a bivariate correlation analysis were completed to
examine the differences between those who stated that they identify as having choice in
taking on their caregiving role, compared to those who felt they did not have a choice,
and to determine if there are any correlations between the proposed variables. The
descriptive statistics and correlations were analyzed for each of the caregiving tasks, the
summed tasks, the self-rated stress levels, mean self-rated stress, each of the mental
health levels, mean self-rated mental health, time allotted to caregiving duties, average

time used in the caregiving role(s), along with the age and sex of the participant.

Third, a linear regression analysis was completed looking at caregiver choice,
self-rated stress levels, time allotted to the caregiving role and the caregiving tasks
completed on the self-rated mental health outcomes of the IDD caregivers, while
adjusting for their age and sex. This was completed across several regression models, first
looking at the sole effect of choice then including self rated-stress and time allotted to
caregiving on mental health. The next few models examined how the effect of choice
changed when in consideration of the different caregiving burdens. This analysis was also
completed with the summed tasks variable replacing the individual tasks to examine how
the number of tasks one helps their care receiver with affects the caregiver’s mental
health status. Finally, a regression analysis was completed to examine the interaction
effects between choice and stress, choice and time allotted to caregiving tasks, along with
choice and the summed tasks variable to determine how these variables interact with

choice in relation to how they affect the caregivers’ mental health.

Lastly, a series of adjusted multinomial logistic regression analyses of caregiver

choice on the mental health of the informal caregivers was completed to assess whether
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there is a linear or a curvilinear relationship between choice and the caregivers’ mental
health. A multinomial logistic regression analysis adjusted for age and sex was assessed
to examine the odds ratios (OR) of individuals who mentioned they did have a choice on
their odds of describing the differing levels of mental health in reference to excellent
mental health level. Next, a fully adjusted multinomial logistic regression was completed
to examine the ORs regarding individuals who mentioned having a choice on their odds
of describing their mental health level in reference to excellent mental health, when all of

the burden aspects of the caregiving role are being considered.
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Chapter Four: Results

Attrition Analysis

This analysis compared those who provided a valid response to the “choice”
variable versus those who were missing on this variable. Those who had a missing
response to the “choice” variable were people who reported that they provided less than 2
hours a week providing care (N=18), responded “I don’t know” (N=2), or were a proxy to
the participant (i.e., someone answered the questionnaire on behalf of the caregiver;
N=14). For self-rated caregiver stress, proxy responders were not asked this question, so
no comparisons were made (Table 1). However, there were a few tasks that had some
significant differences. Specifically, 38.2%, 60.1% and 44.9% of people who provided a
valid choice response mentioned that they participated in house maintenance, personal
care and banking respectively compared to 20.6%, 38.2% and 23.5% (p<0.05) who did
not answer. Meal preparation/house cleaning/laundry/sewing had the largest significant
difference (p<0.001), where 72.5% of those who gave a valid choice response stated they
participated in this task compared to 38.2% of those who had a missing choice response.
There was also a significant difference for the overall sum of tasks where those who
provided a valid response to the question regarding choice did a mean of 4 tasks,
compared to a mean of only 2.7 tasks (p<0.01) for those who did not provide a response
to the choice question. Finally, the time allotted to caregiving was significant (p<0.001)
where those who provided a valid response provided a mean of 27.4 hours of care,
compared to 2.4 hours of care provided by those who did not provide a response. These
differences can be seen in table 1. It is understandable that they would differ across time

spent providing care and the caregiving tasks as many were selected out answering the
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“choice” variable based on providing < 2 hours of care as they were a conceptually a
different group that provided little caregiving. And as they did not differ across the key
outcome variable of mental health nor the perceived stress variable, no strategies were

employed to retain them in the final sample for further analysis.
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Table 1: Attrition analysis comparing participants with valid versus missing responses
regarding their perception of choice in taking on their informal caregiving role.

N Valid Response Missing Response
(N=178) (N=34)
Caregiving Tasks (Yes/No) (N=212) Yes No Yes No
Transportation (%) 81.5 18.5 76.5 235
Meal Preparation/House 72.5%** 27.5%** 38.2%** 61.8%**
Cleaning/Laundry/Sewing (%)
House Maintenance (%) 38.2* 61.8* 20.6* 79.4*
Personal Care (%) 60.1* 39.9* 38.2* 61.8*
Medical Treatments (%) 46.1 53.9 32.4 67.6
Scheduling Care tasks (%) 61.2" 38.8" 4410 55.90
Banking (%) 44.9* 55.1* 23.5* 76.5*
Combined Tasks (x; SD) (N=212) 4.0(1.90)** 2.7(2.0)**
Self-Rated Stress (N=180)
(4)Very Stressful (%) 24 13.5 -
(3)Stressful (%) 39 21.9 -
(2)Somewhat Stressful (%) 74 40.4 -
(1)Not at all Stressful (%) 43 24.2 -
Self-Rated Stress (x; SD) 212 2.24(0.97) -
Hours Caregiving (x; SD) (N=200) 27.4(31.9)*** 2.4(7.35)***
Mental Health (N=212)
(5)Excellent (%) 50 21.9 32.4
(4)Very Good (%) 57 26.4 29.4
(3)Good (%) 82 39.9 32.4
(2)Fair (%) 18 9.6 2.9
(1)Poor (%) 5 2.2 2.9
Mental Health (x; SD) 212 3.6(1.01) 3.9(1.02)
Sex (%) (N=212)
(1)Male 80 36.5 44.1
(2)Female 132 63.5 55.9
Age (x; SD) (N=212) 49.1(15.31) 47.6(17.04)

Note: Missing responses for the Choice variable are due to caring for <2 hours, responses
being answered by a proxy or responding with “I don’t know”. Missing responses for the Self-
Rated Stress variable are due to caring for <2 hours and responses being answered by proxies.
Missing responses for Time are due to participants responding with “I don’t know”;

***p<0.001; **p<0.01; *p<0.05; *p=0.063
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Descriptive Statistics

In Table 2, of those who provided a valid response regarding their choice in
becoming an informal IDD caregiver (N=178), 80 caregivers reported that they did have
a choice in becoming an informal IDD caregiver compared to 98 who reported that they
did not have a choice. There were significant differences between those who report
having a choice and those who reported not having a choice for the tasks of
transportation, personal care, and scheduling (p<0.01), with 72.5%, 48.8%, and 48.8%
respectively for those who perceive they have a choice, compared to 88.8%, 69.4%, and
71.4% respectively, who report that they did not have a choice in becoming an IDD
caregiver. There was also a significant difference for medical treatments (p<0.05), where
37.5% of those who identify as having a choice report helping with medical treatments,
compared to 53.1% of those who do not believe that they had a choice in becoming an
IDD caregiver. In regard to the summed tasks, there was a significant difference (p<0.01)
between those who perceive they have a choice and those who perceive they have no

choice, with a mean of 3.5 tasks and 4.5 tasks respectively.

For self-rated stress, those who report having a choice in taking on their
caregiving role tend to report lower levels of stress compared to those who report having
no choice in taking on their role. There was a significant difference found (p<0.01), as
there was a mean of 1.9 (between not at all stressful and somewhat stressful) for those
who perceive a choice in taking on their role, compared to a mean of 2.5 (between

somewhat stressful and stressful) for those who perceive not having a choice.

Finally, there were significant differences between those who report having a

choice compared to those who report not having a choice for both the time allotted to
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caregiving, and the age of the caregiver. On average, those who identify as having a
choice reported caregiving for approximately 22.6 hours a week, compared to 31.4 hours
a week for those who felt that they did not have a choice (p<0.05); with the caregivers
who have a choice reporting a mean age of 50.3, and those who report not having a

choice having a mean age of 48 (p<0.01).

Finally, with respect to mental health levels, there were no significant differences
between the two groups. However, it appears as though there is a slight upward trend,
where those who find that they did have a choice in becoming an informal IDD caregiver
report slightly better levels of mental health compared to those who perceive no choice in

taking on their role.
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Table 2: Descriptive statistics comparing perceptions of choice regarding various caregiving
aspects for Informal Intellectual Disability Caregivers.

Total (N) Choice (1) No Choice (0)
(N=80) (N=98)
Caregiving Tasks (Yes/No) (N=178) Yes(1) No(0) Yes(1) No(0)
Transportation (%) 72.5** 27.5%* 88.8** 11.2**
Meal Preparation/ House 66.3 33.8 77.6 22.4
Cleaning/ Laundry/Sewing
(%)

House Maintenance (%) 38.8 61.3 37.8 62.2

Personal Care (%) 48.8** 51.2** 69.4** 30.6**

Medical Treatments (%) 37.5% 62.5* 53.1* 46.9*

Scheduling Care Related 48.8** 51.2** 71.4%* 28.6**
Tasks (%)

Banking (%) 375 62.5 51.0 49.0
Combined Tasks (x; SD) 3.5(1.97)** 4.5(1.72)**
Self-Rated Stress (N=178)

(4)Very Stressful (%) 24 3.8*** 21.4%**

(3)Stressful (%) 39 16.3*** 26.5***

(2)Somewhat Stressful (%) 72 50.0%** 32.7%**

(1)Not at all Stressful (%) 43 30.0*** 19.4***
Self-Rated Stress (x; SD) (N=178) 1.9(0.79)*** 2.5(1.04)***
Hours Caregiving (x; SD) (N=178) 22.6(29.64)* 31.4(33.25)*
Mental Health (N=178)

(5)Excellent (%) 39 30.0 15.3

(4)Very Good (%) 47 23.8 28.6

(3)Good (%) 71 35.0 43.9

(2)Fair (%) 17 8.8 10.2

(1)Poor (%) 4 2.5 2.0
Mental Health (x; SD) (N=178) 3.7(1.07) 3.4(0.94)
Sex (%) (N=178)

(1)Male 65 35.0 37.8

(2)Female 113 65.0 62.2
Age (x; SD) (N=178) 50.3(16.60)** 48.0(14.17)**

Note: ***p<0.001; **p<0.01; *p<0.05;

27



Bivariate Correlations

The correlations in table 3 suggest that there are multiple significant correlations
between the variables presented. It was found that sex significantly correlated with meal
preparations and medical treatments (p<0.05), personal care and combined tasks
(p<0.01), and time allotted to caregiving duties (p<0.001). Sex was also trending towards
significance with self-rated stress (p-0.052). Regarding age of the caregiver, it was only
significant in the caregiver assisting the care receiver with their banking needs (p<0.001).
The time allotted to caregiving tasks was significantly correlated with banking needs
(p<0.05), as well as meal preparation, personal care, medical treatments, and scheduling
tasks (p<0.001). The self-rated stress of the caregivers significantly correlated with meal
preparation, personal care, banking and the time allotted to their caregiving duties
(p<0.01), alongside helping with transportation, medical treatments and assisting with
scheduling of care recipient related items (p<0.001). The combined number of tasks that
a caregiver assists with correlated significantly age, and meal preparation (p<0.01), along
with all other caregiving tasks, time allotted to caregiving, self-rated stress and caregiver
choice (p<0.001). Mental health is approaching significance in it’s correlation with
personal care (p=0.055), while being significantly correlated with meal preparation and
helping with the care receiver’s banking needs (p<0.05). However, mental health is also
correlated with medical treatments (p<0.01), self-rated stress levels and the number of
tasks that the caregiver completes (p<0.001). Finally, caregiver perception of choice in
taking on their role was found to be correlated with medical treatments (p<0.05),
transportation, personal care, scheduling (p<0.01), self-rated caregiver stress, and

combined tasks (p<0.001).
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Table 3: Bivariate Correlation examining sex, age, multiple tasks, caregiving hours, self-rated stress, combined tasks, caregiver choice, and self-rated

mental health.

2 3 4 5 6 7 8 9 10 11 12 13 14
1 0.05 0.01 0.14* -0.01 0.20** 0.14* 0.17* 0.06 0.08*** .15/ 0.18** 0.03 -0.99
2 - 0.09 -0.03 -0.08 0.002 -0.08 0.03 0.31%** 0.04 -0.04 0.05 0.08 -0.02
3 - 0.22%* 0.14* 0.10 0.23*%*  0.36%*%*  0.24%** 0.07 0.31%%*  0.52%**  _021** -0.17
4 - 0.20%*  0.26%**  0.28%%*  (0.33%**  0.18%*  (.33%¥*  (0.22%*  0.62** -0.13 -0.17*
5 - 0.05 0.20%*  0.22*%*  0.22%* 0.08 0.07 0.51%** 0.01 -0.07
6 - 0.41%**  0.40%** 0.10 0.43%*¥*  025%*  Q57*¥%*  _021%%  -0.13AA
7 - 0.38%** 0.12 0.34%**  0.26***  0.64*%**  -0.16*  -0.23**
8 - 0.32%*%  0.36***  (.31%%*  073%*¥*  .023%* -1.12
9 - 0.14* 0.25%*  (0.53%** -0.14 -0.17*
10 - 0.21%*  (.43%** -0.14 -0.11
11 - 0.41%**  .0.29%%* .0 32%**
12 - 0.26%¥*  -0.25%**
13 - 0.12
14 -

Note: 1- Caregiver Sex; 2- Caregiver Age; 3- Transportation; 4- Meal Preparation; 5- House Maintenance; 6- Personal Care; 7- Medical Treatments;

8- Scheduling; 9- Banking; 10- Time Allotted; 11- Self-Rated Stress; 12-Combined Tasks; 13- Caregiver Choice; 14- Mental Health;

*p<0.05; **p<0.01; ***p<0.0001; Ap=0.052; Mp=0.055
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Linear Regressions

To begin, table 4 shows the regression analysis examining how having a choice in the
caregiving role effects the amount of burden in which the caregiver experiences. The results
indicate that those who identify as having a choice in taking on their caregiving role are
significantly more likely to report lower levels of caregiving stress, a lower number of caregiving
tasks (p<0.001), and also less time allotted to their caregiving duties (p<0.05). In regard to
individual tasks, those with a choice are less likely to report helping their care recipient with
transportation (p<0.01), personal care (p<0.01), scheduling (p<0.01), medical treatments
(p<0.05), and banking (p<0.05). It is also important to note that the sex of the caregiver appears
to be significant in the amount of stress, time and tasks that the caregiver experiences. It is
shown that female caregivers experience more stress (p<0.05), more time caregiving (p<0.001),
more total tasks (p<0.05), and are also more likely to be assisting with meal preparation

(p<0.05), personal care (p<0.01), and scheduling (p<0.05).

30



Table 4: Linear regression analysis of caregiver choice, age and sex on the caregiving burdens of self-
rated stress, time and combined assisted tasks for informal IDD caregivers. (N=178)

b

Self-Rated Stress
Choice -0.57***
Age -0.002
Sex 0.32*

Time

Choice -9.35*
Age 0.004
Sex 18.52***

Combined Tasks
Choice -1.02***
Age 0.003
Sex 0.65*

Individual Tasks

1 2 3 4 5 6 7

Choice -0.17**  -0.11 0.02 -0.21** -0.15* -0.23** -016*
Age 0.003* -0.002 -0.004 -0.001 -0.003 0.00 0.01***
Sex -0.03 0.14* 0.11 0.21** 0.14 0.15* 0.04

Note: 1- Transportation; 2- Meal Preparation etc.; 3- House Maintenance; 4- Personal Care;
5- Medical Treatments; 6- Scheduling; 7- Banking;
***p<0.001; **p<0.01; *p<0.05; *p=0.067

31



Tables 5 and 5a presents the linear regression models of the perception of choice,
perceived caregiver stress and time, and the various caregiving burdens on the mental health of
the informal IDD caregivers. In table 5, model 1, the perception of choice was shown to be
trending toward significance (p=0.08), where those who had a choice are shown to be more
likely to report better mental health. Model 2 shows that those who report higher levels of
caregiving stress, are more likely to report lower levels of mental health (p<0.001). Model 3
showed that those who report having more caregiving hours are more likely to report lower
levels of mental health, however this was not shown to be significant. In model 4, the tasks were
analyzed to examine their individual effects in consideration of one another, in which only
medical treatments was shown to be significant (p<0.05), where those who help their recipient
with medical treatments report having worse mental health. Models 5, 6 and 7 assessed these
models in a hierarchical fashion assessing the adjusted effects of choice, stress, time and
caregiving burdens. In model 5, the effect of stress remained significant (p<.001) while the
effect of choice was greatly reduced. In model 6, with the inclusion of time, the results remained
consistent with time not being a significant factor. Finally, in model 7 with the inclusion of all
variables, caregiver stress remained the only significant predictor (p<0.01), while medical

treatments were no longer significant at the p<0.05 level (p=0.08).

Table 5a presents the regression analysis in which the individual tasks are replaced with
the summed tasks variable to determine the effects of the number of tasks being completed on
the mental health of the caregiver. In addition, it examines the possible interactions between
choice with caregiver stress, time, and the number of caregiving burdens. Model 4a shows that
those who provide more caregiving tasks are more likely to report worse mental health, which is

shown to be significant (p<0.001). However, in model 7a with the inclusion of choice, stress and
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time, there is no longer a significant result for the combined tasks (p=0.09). But the effect of
caregiving stress on mental health remains significant (p<0.01). In models 8, 9 and 10 testing the

interaction effects, none of the interactions between choice and any of the other variables were

shown to be significant.
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Table 5: Linear regression analysis of caregiver choice, stress, caregiving time and tasks on mental health outcomes of Informal Intellectual Developmental

Disability Caregivers. (N=178)

Model 1 Model 2 Model 3 Model 4 Model 5 Model 6 Model 7
b b b b b b b

Choice 0.27/\" 0.09 0.08 0.05
Self-Rated Stress -0.33*** -0.32*** -0.31*** -0.25**
Hours Caregiving -0.003 0.00 0.001
(x)
Tasks
Transportation -0.27 -0.09
Meal -0.20 -0.21

Preparation/ House

Cleaning/

Laundry/Sew
House Maintenance 0.05 0.06
Personal Care -0.06 -0.08
Medical Treatments -0.36* -0.33»
Scheduling of Care 0.17 0.20

Tasks
Banking -0.26 -0.17
Sex -0.12 0.01 -0.08 -0.12 -0.02 -0.01 0.003
Age -0.01 -0.01 -0.002 0.001 -0.01 -0.01 -0.01
R? 0.03 0.11 0.02 0.10 0.11 0.11 0.15

Note: b — unstandardized coefficient; Choice variable is coded as having a choice; Task variables are coded as assisting with the task.

**xn<0,001; **p<0.01; *p<0.05; Ap<0.055; “p=0.08
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Table 5a: Linear regression analysis of caregiver choice, stress, caregiving time, combined tasks and interactions on mental health
outcomes of Informal Intellectual Developmental Disability Caregivers. (N=178)

Model 4a Model 7a Model 8 Model 9 Model 10
b b b b b

Choice 0.05 0.41 0.8 0.50
Self-Rated Stress -0.27** -0.27** -0.27** -0.27**
Hours Caregiving 0.001 0.001 0.001 0.001
Combined Tasks -0.125*** -0.08" -0.787 -0.08 -0.02
Choice x Stress -0.01
Choice x Hours -0.001
Caregiving
Choice x Tasks -0.11
Sex -0.12 -0.002 0.01 -0.001 -0.03
Age 0.00 -0.01 -0.01 -0.01 -0.01
R2 0.07 0.12 0.13 0.12 0.13

Note: Choice variable is coded as having a choice.
***p<(0.001; **p<0.01; *p<0.05; "p=0.09; "p=0.058

35



Multinomial Logistic Regressions

In addition to the linear regression reported above, there was concern that the relationship
between choice and mental health was not linear, so a multinomial analysis was conducted to
examine this relationship more closely. Table 6, alongside figure 2, shows the multinomial
logistic regressions of caregiver choice on the mental health of the informal IDD caregivers
adjusted for caregiver age and sex. The odds of a respondent who feels as though they did not
have a choice in taking on their caregiving role were significantly more likely to report their
mental health as good compared to excellent, compared to those who believe they do have a
choice (OR = 2.74, 95% CI 1.20-6.25, p<0.05). The odds of a caregiver who feels as though they
did not have a choice in taking on their caregiving role describing their mental health as very
good compared to being excellent is 2.50 times higher than those who do believe they had a
choice (OR= 2.50, 95% CI 1.04-6.03, p<0.05). This suggests a curvilinear relationship between
the perceived choice of the caregiver and their mental health status where those who believe they
do not have a choice are considerably more likely to report having good (or very good) mental
health than to report having excellent mental health, compared to those who do report having a

choice.

Table 7 alongside figure 3 presents the multinomial logistic regression adjusting for
various caregiving burdens to assess the effect of perceived choice of the caregiver on their
mental health. After adjusting for these additional variables, there were no significant results
regarding the perception of choice on the mental health of the caregiver. However, when the
other variables are considered, the relationship between caregiver choice and mental health

becomes more linear. Regarding self-rated stress levels, the relationship appears to be quite
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linear with increasingly higher odds of reporting lower levels of mental health but only one
category was statistically significant. Those who report higher levels of stress are 3.26 times
more likely to report a fair mental health status over excellent mental health, compared to those
with lower stress levels (OR = 3.26, 95% CI 1.43-7.47, p<0.01). As well, among the tasks
analyzed to examine their individual effects, only medical treatments was shown to be
significant, with those involved in this task being 4.46 times more likely to report having good

mental health rather than excellent mental health (OR = 4.46, 90% CI 1.53-13.05, p<0.01).

Table 7a shows the multinomial logistic regression analysis examining the effects the
combined tasks variable, time allotted to caregiving, and the perception of caregiver choice on
the self-rated mental health of the caregiver, with the exclusion of self-rated stress to help
determine how the inclusion of the subjective stress burden may effect the more objective
stressors within the caregiving role. The results show that there is only a significant result where
those who have more completed combined tasks are 1.57 times more likely to report good mental
health over excellent mental health (95%CI 1.21-2.03, p<0.01). However, there are three results
that are approaching significance, with those who are older being 1.03 times more likely to
report good mental health (95%CI 0.99-1.06, p=0.06), more completed tasks being 1.39 times
more likely to report fair mental health (95%CI 0.97-1.98, p=0.073), and those who lack choice
in beginning their role being 2.29 times more likely to report very good rather than excellent

mental health (95%CI 0.91-5.78, p=0.079).

Finally, table 7b and figure 3a examines the multinomial logistic regression analysis
using the combined tasks variable, alongside all the other burdens in relation to the effect of
perceived choice on the mental health of the informal IDD caregiver. There were no significant

results for the perceived choice on the mental health of the caregivers. However, it was found
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that higher levels of stress resulted in consistently lower levels of mental health suggesting a
linear effect. Specifically, those who report having higher stress levels are 4.15 (95% CI 1.04-
16.59, p<0.05), 2.93 (95% CI 1.36-6.32, p<0.01), and 1.62 (95% CI1 0.94, 2.79, p=0.08) times
more likely to report having poor, fair, or good mental health respectively rather than excellent
compared to those with lower levels of stress. Finally, those who report taking part in more
caregiving tasks are 1.45 times more likely to state they are in good mental health rather than
excellent mental health, compared to those who report fewer caregiving tasks (OR=1.45, 95% ClI

1.11-1.91, p<0.01).
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Table 6: Multinomial logistic regression analysis adjusted for age and sex of caregiver choice on the mental health of Informal Intellectual

Developmental Disability Caregivers. (N=178)

Mental Health Very Good Good Fair Poor

OR 95% ClI OR 95% ClI OR 95% ClI OR 95% ClI
No Choice 2.50* [1.04,6.03] 2.74* [1.20,6.25] 2.32 [0.72,7.46] 1.67 [0.21,13.42]
Sex 1.13 [0.47,2.73] 1.91 [0.82,4.43] 1.15 [0.35,3.71] 0.75 [0.10,6.00]
Age 1.02 [0.99,1.05] 1.03» [1.00,1.06] 1.00 [0.97,1.04] 1.02 [0.95,1.09]

Note: Reference category for Mental Health is ‘Excellent’; Reference category for choice variable is ‘having a choice’; Cl — Confidence

Interval; OR — Odds Ratio;
*p<0.05; "p=0.054
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Table 7: Adjusted multinomial logistic regression analysis examining caregiver choice, stress and caregiving tasks
on the mental health of Informal Intellectual Developmental Disability Caregivers. (N=178)

Mental Health Very Good Good Fair Poor
OR 95% ClI OR 95% ClI OR 95% ClI OR 95% Cl
No Choice 2.12 [0.80, 1.62 [0.63, 1.35 [0.37, 0.53 [0.03,
5.64] 4.20] 5.38] 9.24]
Self-Rated Stress 1.28 [0.70, 1.63 [0.92, 3.26%* [1.43, 7.21 [0.62,
2.33] 2.87] 7.47] 84.09]
Hours Caregiving 0.99 [0.98, 0.99 [0.98, 0.99 [0.97, 0.98 [0.92,
1.01] 1.01] 1.02] 1.04]
Tasks
Transportation 1.05 [0.31, 1.29 [0.37, 1.10 [0.16, 0.64 [0.02,
3.5] 4.48] 7.78] 25.35]
Meal 1.18 [0.42, 1.30 [0.45, 1.06 [0.23, 8951715 [895171
Preparation 3.39] 3.78] 4.89] 25.7 525.7,
8951715
25.7]
House 0.85 [0.29, 0.84 [0.30, 1.96 [0.49, 1.061E-9 [0,0]
Maintenance 2.43] 2.36] 7.90]
Personal Care 1.80 [0.61, 1.55 [0.54, 1.16 [0.23, 2.31 [0.16,
5.29] 4.46] 5.88] 33.98]
Medical 2.50 [0.81, 4.46** [1.53, 3.16 [0.70, 0.18 [0.002,
Treatments 7.71] 13.05] 14.23] 18.091]
Scheduling of 0.39 [0.13, 0.96 [0.31, 0.34 [0.07, 0.307A [0.001,
Care related 1.24] 2.94] 1.74] 1.42]
tasks
Banking 1.99 [0.65, 1.63 [0.57, 0.97 [0.22, 19.07 [0.58,
6.08] 4.76] 4.31] 628.58]
Sex 1.04 [0.39, 1.42 [0.54, 0.78 [0.21, 0.49 [0.02,
2.79] 3.73] 2.94] 13.16]
Age 1.01 [0.98, 1.03~ [0.10, 1.00 [0.96, 1.05 [0.93,
1.05] 1.07] 1.06] 1.19]

Note: Mental Health reference category is ‘Excellent’; Reference category for the choice variable is ‘having a
choice’; Cl- Confidence Interval; OR- Odds Ratio
*p<0.05; **p<0.01; "p=0.055; *p=0.075
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Table 7a: Adjusted multinomial logistic regression analysis examining caregiver choice, and combined caregiving
tasks on the mental health of Informal Intellectual Developmental Disability Caregivers. (N=178)

Mental Health Very Good Good Poor
OR 95% ClI OR 95% ClI OR 95% ClI OR 95% ClI
No Choice 2.29™M [0.91- 1.92 [0.79- 1.78 [0.53- 1.60 [0.18-
5.78] 4.66] 6.02] 14.01]
Hours 0.99 [0.98- 1.00 [0.98- 1.00 [0.98- 0.99 [0.95-
Caregiving 1.01] 1.01] 1.02] 1.04]
Combined Tasks 1.18 [0.90- 1.57%* [1.21- 1.397 [0.97- 1.14 [0.61-
1.54] 2.03] 1.98] 2.14]
Sex 1.19 [0.47- 1.68 [0.67- 1.05 [0.30- 082 [0.10-
3.02] 4.18] 3.65] 7.17]
Age 1.02 [0.99- 1.03* [0.99- 1.0 [0.96- 1.02 [0.95-
1.04] 1.06] 1.04] 1.09]

Note: Odds Ratio — OR; Mental Health Reference Category is Excellent; Reference category for the choice variable is having

a choice;
*p<0.05; **p<0.01; ***p<0.001; "p=0.073; p=0.079; #p=0.06.
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Table 7b: Adjusted multinomial logistic regression analysis examining caregiver choice, stress and combined
caregiving tasks on the mental health of Informal Intellectual Developmental Disability Caregivers. (N=178)

Mental Health Very Good Good Fair Poor
OR 95% ClI OR 95% ClI OR 95% ClI OR 95% ClI
No Choice 211 [0.82, 1.64 [0.66, 1.10 [0.30, 0.88 [0.83,
5.41] 4.06] 4.11] 9.28]
Self-Rated 1.29 [0.73, 1.62™ [0.94, 2.93%* [1.36, 4.15% [1.04,
Stress 2.27] 2.79] 6.32] 16.59]
Hours 0.99 [0.98, 1.00 [0.98, 1.00 [0.97, 0.99 [0.95,
Caregiving 1.01] 1.01] 1.02] 1.04]
Combined Tasks 1.13 [0.86, 1.45%* [1.11, 1.16 [0.79, 0.87 [0.44,
1.50] 1.91] 1.71] 1.79]
Sex 1.15 [0.44, 1.53 [0.60, 0.84 [0.23, 0.60 [0.07,
2.96] 3.91] 3.04] 5.42]
Age 1.02 [0.99, 1.03" [1.00, 1.00 [0.96, 1.02 [0.94,
1.04] 1.06] 1.06] 1.09]

Note: Odds Ratio — OR; Mental Health Reference Category is Excellent; Reference category for the choice variable is having

a choice;

*p<0.05; **p<0.01; ***p<0.001; ~p=0.06; “p=0.08.
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Figure 2. Age and Sex Adjusted Multinomial Logistic
Regression of Mental Health on Choice of Informal Intellectual
Developmental Disability Caregivers*
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Figure 3. Fully Adjusted Multinomial Logistic Regression of
Mental Health on Choice of Informal Intellectual Developmental
Disability Caregivers.*
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Figure 3a. Fully Adjusted Multinomial Logistic Regression of
Mental Health on Choice of Informal Intellectual Developmental

Disability Caregivers.*
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Chapter Five: Discussion

The purpose of this research was to examine how the perception of having a choice in
becoming an informal IDD caregiver effects the mental health of those caregivers, with
consideration to the caregiving burdens that they may be experiencing. The research examined
whether (1) within the informal IDD caregiver population, if those who believe they lack choice
in becoming a caregiver are more burdened than those who believe they do have a choice, and
(2) if the relationship between caregiver burden and mental health is stronger among those who
perceive a lack of choice in becoming an IDD carer, compared to those who feel they do have a

choice.

To begin, the first proposed hypothesis was supported in that the perception of choice
was associated with caregiver burden. This finding is consistent with previous research which
has indicated that the perception of choice within the caregiving role is a significant predictor of
caregiving burden (Bouldin et al., 2010; Pertl et al., 2019; Schulz et al., 2012). The literature has
shown that those who report having little or no choice in taking on their caregiving role, often
report higher levels of emotional stress (Larkin & Mitchell, 2016; Longacre et al., 2014), while
those with more choice report experiencing higher levels of life satisfaction (Larkin & Mitchell,
2016; Longacre et al., 2014). These experiences may be due to caregivers who report having a
choice also reporting that they have less burden within their caregiving roles (Bouldin et al.,
2010), as those who report having longer hours and higher levels of care often report having no
choice (Schulz et al., 2012). These results are replicated here (see Table 4) where those who

identify as having a choice, are significantly more likely to report lower levels of self-rated stress
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levels (p<0.001), less time allotted to their caregiving tasks (p<0.05), and assisting their care

receiver with less overall tasks (p<0.001) compared to those who lack choice.

Next, when examining the effect of choice on mental health, the linear regression
analysis suggested that those who believe they do have a choice in taking on their caregiving role
may be more likely to report higher levels of mental health compared to those who believe they
do not have a choice, however the relationship did not reach statistical significance (p=0.08).
Yet, linear regression assumes that this particular relationship is linear, therefore a multinomial
logistic regression was completed for a further analysis to test this assumption. This analysis
indicated that the relationship between the choice of the informal IDD caregiver and their mental
health may be curvilinear, where those who felt they did not have a choice being significantly
more likely to report having good mental health rather than excellent compared to those
reporting having a choice. Yet, when these analyses were adjusted for the burdens associated
with the caregiving role, this effect adjusted to be more linear — specifically when the self-rated

caregiving stress levels were taken into account (Table 7; 7a-b; Figure 2-3a).

The results suggesting that those who perceive having a choice often report having better
mental health states compared to those who do not believe they have a choice follows the theory
of self-determination, as it mentions that having a choice in their lives is “intrinsically positive,
and a good thing” on the individuals’ mental wellbeing (Larkin & Mitchell, 2016, pg. 190). This
relationship was also found in alternate contexts, where when those who were caring for loved
ones with cancer (Longacre et al., 2014), dementia (Pertl et al., 2019) or old age (Larkin &
Mitchell, 2016) had a choice in taking on their caregiving role, they were more likely to report
higher levels of emotional wellbeing and life satisfaction (Larkin & Mitchell, 2016; Longacre et

al., 2014).

47



Regarding the stress levels of the informal IDD caregivers, previous research has shown
that when informal caregivers describe having high levels of stress, this often harms their mental
health (Grey et al., 2017). Higher levels of stress may be a result of differing aspects such as the
number of hours caregiving (Plant & Sanders, 2007; Schulz & Sherwood, 2008; Totsika et al.,
2017), or the caregiving load/demand (Llewellyn et al., 2010; Plant & Sanders, 2007; Turcotte,
2013). This study found that perceived caregiving stress appears to be a significant predictor of
the mental health statuses of the informal IDD caregivers. When age and sex are considered,
those who report having higher levels of stress are more likely to report having worse mental
health (p<0.001), and this remains significant throughout the models when adjusting for choice
and various other caregiving burdens. Moreover, this effect appears to be linear as illustrated in
the two multinomial regressions indicating that higher perceived burden of caregiver stress, the
lower one’s reported mental health. Therefore, those with high self-reported stress levels are far
more likely to be reporting increasingly lower levels of mental health compared to those who

feel that their role is less stressful.

As discussed above, one of the stress provoking tasks that the caregiver may be
participating in are the caregiving tasks themselves. To the author’s knowledge, this is the first
study to examine the specific tasks in which a caregiver may be participating in and how they
affect the mental health of the caregiver. The sole task that appears to have an independent effect
on the mental health of informal IDD caregivers in both the linear and multinomial regression
analysis is the assistance with medical treatments. It was found that those who help with medical
treatments are more likely to report lower levels of mental health (p<0.05). In the multinomial
model, those who assist their care receiver with medical treatment procedures are 4.46 time more

likely to report having good mental health rather than excellent compared to those who do not
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help with the medical treatments of their individual with IDD (OR=4.46, 95%CI 1.53-13.05,
p<0.01). The nonsignificant findings across the other individual tasks indicate that specific tasks
themselves may not have a significant effect on the caregivers’ mental health but perhaps the

overall number of tasks that care is being provided for.

Regarding the summing of the number of reported tasks, previous research has shown an
increased number of tasks in strongly linked with the level of functioning of the IDD person
receiving care. That is, those who require assistance with more tasks are generally found to be
lower in overall functioning. Others have demonstrated that when the individual is at a lower
functioning level (requiring more caregiving tasks), that this can lead to increased stress
(Dawson et al., 2016; Plant & Sanders, 2007; White & Hastings, 2004), depression (Chou et al.,
2010), and mental health concerns (Schulz et al., 2012) of the caregiver. For the context of this
analysis, this aspect is discussed in terms of number of caregiving tasks, which can be interpreted
as the caregiving demand/load in which the caregiver experiences. The current study found that
the more tasks that a caregiver assisted their care receiver with, the more likely they were to
report worse mental health scores (p<0.001). However, after self-rated stress levels were
adjusted for, this relationship is no longer significant suggesting it may be related to perceived
caregiving stress. It was also found that those with higher numbers of reported caregiving tasks
are 1.45 times more likely to report their mental health as good rather than excellent (OR=1.45,
95%CI 1.11-1.91, p<0.01) after adjusting for self-reported caregiving stress suggesting that the
effect is not necessarily linear. This result is similar to previous research as it continues to
suggest that a higher caregiving load/intensity (or the lower the functionality of the care
recipient) results in lower mental health scores, but perhaps there is a lower bound to how low

these scores may go.
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Finally, previous literature has demonstrated that the time allotted to caregiving varies
greatly depending on the functioning level of the care receiver, and ultimately the number of
tasks that are required to be completed by the informal caregiver. Generally, research has shown
that the more time that a caregiver takes to complete their tasks, the higher the risk of describing
their health as negative (Totsika et al., 2017). However, the results of this study did not find a
significant relationship between the time it takes to complete the tasks and the mental health of
the caregiver in the linear regression or multinomial regression analyses. Therefore, at least in
this sample, time does not appear to have a significant effect in the mental health outcomes of the

informal IDD caregivers.

Limitations

With all research comes limitations. First, the study contained a small sample size of 178
valid participants. An ad hoc power analysis determined that this study has a power of 47%, and
indicates that approximately 400 valid participants would be required to have a statistical power
of 80%. With this low statistical power, results should be taken with caution by readers as having
low statistical power increases the likelihood of making a type-1I error, not being able to identify
a true significant effect. As such, the effect of choice on mental health may be greater than this

study was able to identify suggesting caution in dismissing this relationship.

Regarding the GSS-Cycle 26, the principle limitation was the use of proxy responders for
participant data. The GSS allowed for other individuals to speak on behalf of the caregiving
respondent, called proxies. The proxies were granted allowance to respond to some questions
within the survey but were excluded from answering others. The questions that the proxies were

not allowed to answer included the question regarding caregiver choice as well as the caregiver
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self-rated stress level question. However, the proxies were granted permission to answer the self-
rated mental health question on behalf of the target participant. The attrition analysis (Table 1)
found that there were no significant differences between those who did or did not provide a valid
response to the choice in caregiving question for mental health scores, age or sex. There were
some significant differences in the responses to a few tasks, the number of combined tasks, and
the hours allotted to caregiving. However, the significant difference for the time allotted to
caregiving between the two groups is due to the inability to respond to the choice question if the
caregiver has not cared for more than 2 hours a week. This assumes that those who provided care
for short periods of time perhaps are not caregivers by definition and (assuming they are not) are
experiencing less stress within their role. As there were no significant differences between the
main variable of interest and the fact that most provided care for less than 2 hours per week,

these persons were removed from the analysis.

The utilization if the GSS also leads to some limitations and biases related to the way in
which the questionnaire was constructed. First, the survey was constructed based primarily on
single item measures to determine their effect. Research has mentioned that single item measures
are often open to multiple meanings and interpretations, while also being more vulnerable to
biases (Hoeppner et al., 2011). For example, the survey asks whether the participant feels as
though they had a choice in taking on their caregiving responsibilities within the last 12 months,
which for this particular population may be open for interpretation. Due to ideals of
responsibility and values, these participants may not interpret the duties mentioned by the survey
as caregiving tasks, but rather their responsibility — in which both choice and lack thereof may be
their response. Previous research has described that these emotions and attitudes towards the

caregiving role are fluid, and may change multiple times throughout someone’s caregiving
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journey (Larkin & Mitchell, 2016), as it has been shown 7.4% of those who stated they did not
have a choice, and 11.4% of those who stated they did have a choice changed their answer to this

question after follow-up (Pertl et al., 2019).

Second, there are a number of biases present when surveys are used, such as recall bias,
social desirability bias, and voluntary response bias. These biases are present within the
questions of the GSS, as it may be challenging for participants to recall the exact or average
number of hours per week they are caregiving, or even if they had assisted their care receiver
with some of the aforementioned tasks within the past 12 months. In regard to social desirability,
due to the nature of the survey, some may feel obligated to state that they did have a choice as
this would be a socially acceptable answer, alongside stating that they do help with the various
tasks to avoid judgement for lack of assistance to someone who requires it. Finally, those who
completed the lengthy survey volunteered to do so, therefore those who did not complete the
entirety of the survey may have drastically different characteristics than those who did complete
it — such how much time they spend caregiving, as those who have more caregiving hours may

not have the time to complete a phone survey.

Future Directions

Future research should consider examining a multitude of other factors that we were
unable to examine in this study such as household income, assistance from paid organizations
and/or family and friends, respite availability, government program supports, and receiving tax
credits on how they affect the perception of choice within the caregivers’ role. As previously
discussed, the perception of choice within a caregiving role may be affected by reciprocity and

responsibility (Pertl et al., 2019), the emotions of the caregiver (Larkin & Mitchell, 2016), the
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lack of any tangible assistance in providing care (Pertl et al., 2019), financial constraints
(Longacre et al., 2014; Pertl et al., 2019), and/or inadequate availability of support services for
the caregiver (Longacre et al., 2014; Pertl et al., 2019). There are multiple systemic errors that
may be present for those supporting individuals with IDDs, where the “service gaps often leave

... the families without any real choice, and dependent on a system unresponsive to their needs

(Dube, 2016, pg.1, para.l).

Further, it may be beneficial to examine whether the choices within the caregiving role
such as the decision to use respite are made willingly or unwillingly (that is, the services were
not made available). These decisions may be affected due to a vacancy in the programs or
funding supports, leading to whether the caregiver willingly decided to use services or not, or if
their decisions were unwillingly decided based on service gaps or lack of adequate funding.
These distinctions are important to make, as those who are experiencing a lack of choices to
access services due to systemic service gaps may perceive themselves to have less choice in
taking on their caregiving role, but also may be experiencing more subjective stress levels due to

the undesired choices that they are having to make.

Finally, the perception of choice may also be different for those who adopt their child.
Those who adopt may be previously informed of the disability which may make them more
likely to perceive more choice in becoming an informal caregiver as they were previously aware
of the future challenges, compared to parents of biological children who may have only

discovered the disability after birth.
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Implications for Practice

This research has shown the effects of completing multiple caregiving tasks while also
considering how their self-rated stress levels affect their mental health. This result could assist
health care professionals in developing a relevant questionnaire to give to families who are
caring for someone with an IDD, to help with ‘flagging’ families or caregivers who may be at a
higher risk of mental health concerns due to the amount of caregiving tasks that they endure,
while considering how stressful the caregiver and families feel the role is for them. With this in
mind, this questionnaire could also include a portion in which they discuss areas in which the
caregiver could use more support, where they are struggling with supporting their individual.
This addition would assist many families who are potentially left in the dark due to the lack of

knowledge surrounding the available supports to them, and how to access them.

Conclusion

To conclude, among the principle predictors of the burdens of the caregiver, perceived
stress levels had the strongest effect on mental health and appeared to completely account for
any differences in perception of having a choice in taking on their caregiving role. The
perception of choice appears to have a curvilinear relationship with the mental health of the
informal IDD caregivers, with those lacking a choice in taking on their caregiving role being
more likely to report having good mental health rather than excellent. The stress that the
caregivers experience also plays a significant role in their mental health, alongside the number of
tasks that the caregiving is required to assist their care receiver with. In comparison to other
caregiving populations, it appears as though those caring for an individual with an IDD are

having similar experiences. Research has shown that when it comes to the idea of choice within
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the caregiving role, results are ambiguous — within this research, 45% of the population felt as

though they had a choice, with other research examining multiple disability care types showing
43.8% (Schulz et al., 2012) and 53.6% describing having a choice in taking on their role, while
more specific roles such as cancer caregiving having about 69% stating they did have a choice,

with dementia caregiving having only 17.9% (Pertl et al., 2019).

However, the variables examined here are just a snapshot of the issues that may be
affecting the mental health of this unique group of informal caregivers. Ultimately, this research
reflects the challenges that may be experienced within the informal IDD caregiving role and
provides insights for future research to examine factors which may be affecting the perception of

choice, and the mental health of the informal caregivers.

55



References

American Psychiatric Association. (2013). Intellectual Disabilities. In Diagnostic and statistical
manual of mental disorders (5th ed., pp. 33-41).

Ben-Zur, H., Duvdevany, I., & Lury, L. (2005). Associations of social support and hardiness
with mental health among mothers of adult children with intellectual disability. Journal
of Intellectual Disability Research, 49(1), 54-62. https://doi.org/10.1111/j.1365-
2788.2005.00662.x

Bouldin, E. D., Winter, K. H., & Andresen, E. M. (2010). Lack of Choice in Caregiving Decision
and Caregiver Risk of Stress, North Carolina, 2005. Preventing Chronic Disease, 7(2).
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC2831795/

Burton-Smith, R., McVilly, K. R., Yazbeck, M., Parmenter, T. R., & Tsutsui, T. (2009a). Quality
of Life of Australian Family Carers: Implications for Research, Policy, and Practice.
Journal of Policy and Practice in Intellectual Disabilities, 6(3), 189-198.
https://doi.org/10.1111/j.1741-1130.2009.00227.x

Burton-Smith, R., McVilly, K. R., Yazbeck, M., Parmenter, T. R., & Tsutsui, T. (2009b). Service
and support needs of Australian carers supporting a family member with disability at
home. Journal of Intellectual & Developmental Disability, 34(3), 239-247.
https://doi.org/10.1080/13668250903103668

Caldwell, J. (2008). Health and Access to Health Care of Female Family Caregivers of Adults
With Developmental Disabilities. Journal of Disability Policy Studies, 19(2), 68—79.
https://doi.org/10.1177/1044207308316093

Canadian Union of Public Employees. (2015). Current Challenges and Recommendations for a
Way Forward (pp. 1-12). https://cupe.on.ca/wp-content/uploads/2013/11/DS-Brief-

January-2015.pdf

56



CDC. (2018, April 17). Facts | Developmental Disabilities | NCBDDD | CDC. Centers for
Disease Control and Prevention.
https://www.cdc.gov/ncbddd/developmentaldisabilities/facts.html

Chou, Y. C., Pu, C.-Y., Fu, L.-Y., & Kroger, T. (2010). Depressive symptoms in older female
carers of adults with intellectual disabilities: Depressive symptoms in older female carers.
Journal of Intellectual Disability Research, 54(12), 1031-1044.
https://doi.org/10.1111/j.1365-2788.2010.01332.x

Chou, Y.-C., Chiao, C., & Fu, L.-Y. (2011). Health status, social support, and quality of life
among family carers of adults with profound intellectual and multiple disabilities (PIMD)
in Taiwan. Journal of Intellectual & Developmental Disability, 36(1), 73-79.
https://doi.org/10.3109/13668250.2010.529803

Chou, Y.-C., Fu, L., Lin, L.-C., & Lee, Y.-C. (2011). Predictors of subjective and objective
caregiving burden in older female caregivers of adults with intellectual disabilities.
International Psychogeriatrics, 23(04), 562-572.
https://doi.org/10.1017/S1041610210001225

Dawson, F., Shanahan, S., Fitzsimons, E., O’Malley, G., Mac Giollabhui, N., & Bramham, J.
(2016). The impact of caring for an adult with intellectual disability and psychiatric
comorbidity on carer stress and psychological distress: Dual diagnosis and carer mental
health. Journal of Intellectual Disability Research, 60(6), 553-563.
https://doi.org/10.1111/jir.12269

Dube, P. (2016). Nowhere to Turn: Investigation into the Ministry of Community and Social
Services’ response to situations of crisis involving adults with developmental disabilities

(p. 182). ombudsman.

57



https://www.ombudsman.on.ca/Media/ombudsman/ombudsman/resources/Reports-on-
Investigations/NTT-Final-EN-w-cover.pdf

Edwards, B., Higgins, D. J., & Zmijewski, N. (2007). The Families Caring for a Person with a
Disability Study and the social lives of carers. 76, 11.

Government of Canada, S. C. (2015, December 3). Developmental disabilities among Canadians
aged 15 years and older, 2012. https://www150.statcan.gc.ca/n1/pub/89-654-x/89-654-
x2015003-eng.htm

Gressmann, M. E. (2014). Changing role of family carers. Learning Disability Practice, 17(4),
34-39. https://doi.org/10.7748/1dp2014.04.17.4.34.e1532

Grey, J. M., Totsika, V., & Hastings, R. P. (2017). Physical and psychological health of family
carers co-residing with an adult relative with an intellectual disability. Journal of Applied
Research in Intellectual Disabilities, 31(S2), 191-202. https://doi.org/10.1111/jar.12353

Hoeppner, B. B., Kelly, J. F., Urbanoski, K. A., & Slaymaker, V. (2011). Comparative Utility of
a Single-Item vs. Multiple-Item Measure of Self-Efficacy in Predicting Relapse among
Young Adults. Journal of Substance Abuse Treatment, 41(3), 305-312.
https://doi.org/10.1016/j.jsat.2011.04.005

Jones, L., Totsika, V., Hastings, R. P., & Petalas, M. A. (2013). Gender Differences When
Parenting Children with Autism Spectrum Disorders: A Multilevel Modeling Approach.
Journal of Autism and Developmental Disorders, 43(9), 2090-2098.
https://doi.org/10.1007/s10803-012-1756-9

Kernisan, L. (n.d.). What are ADLs & IADLs? Better Health While Aging. Retrieved June 11,

2019, from https://betterhealthwhileaging.net/what-are-adls-and-iadls/

58



Kernisan, L., & Scott, P. S. (n.d.). Activities of Daily Living: What Are ADLs and IADLSs?
Caring.Com. Retrieved September 6, 2018, from
https://www.caring.com/articles/activities-of-daily-living-what-are-adls-and-iadls

Larkin, M., & Mitchell, W. (2016). Carers, Choice and Personalisation: What Do We Know?
Social Policy and Society, 15(2), 189-205. https://doi.org/10.1017/S1474746415000299

Leotti, L. A., lyengar, S. S., & Ochsner, K. N. (2010). Born to choose: the origins and value of
the need for control. Trends in Cognitive Sciences, 14(10), 457-463.
https://doi.org/10.1016/j.tics.2010.08.001

Llewellyn, G., McConnell, D., Gething, L., Cant, R., & Kendig, H. (2010). Health status and
coping strategies among older parent-carers of adults with intellectual disabilities in an
Australian sample. Research in Developmental Disabilities, 31(6), 1176-1186.
https://doi.org/10.1016/j.ridd.2010.08.003

Longacre, M. L., Ross, E. A., & Fang, C. Y. (2014). Caregiving Choice and Emotional Stress
among Cancer Caregivers. Western Journal of Nursing Research, 36(6), 806-824.
https://doi.org/10.1177/0193945913510211

Pertl, M. M., Sooknarine-Rajpatty, A., Brennan, S., Robertson, I. H., & Lawlor, B. A. (2019).
Caregiver Choice and Caregiver Outcomes: A Longitudinal Study of Irish Spousal
Dementia Caregivers. Frontiers in Psychology, 10.
https://doi.org/10.3389/fpsyg.2019.01801

Plant, K. M., & Sanders, M. R. (2007). Predictors of care-giver stress in families of preschool-
aged children with developmental disabilities. Journal of Intellectual Disability

Research, 51(2), 109-124. https://doi.org/10.1111/j.1365-2788.2006.00829.x

59



Ryan, R. M., & Deci, E. L. (2006). Self-Regulation and the Problem of Human Autonomy: Does
Psychology Need Choice, Self-Determination, and Will? Journal of Personality, 74(6),
1557-1586. https://doi.org/10.1111/j.1467-6494.2006.00420.x

Samadi, S. A., McConkey, R., & Bunting, B. (2014). Parental wellbeing of Iranian families with
children who have developmental disabilities. Research in Developmental Disabilities,
35(7), 1639-1647. https://doi.org/10.1016/j.ridd.2014.04.001

Schulz, R., Beach, S. R., Cook, T. B., Martire, L. M., Tomlinson, J. M., & Monin, J. K. (2012).
Predictors and consequences of perceived lack of choice in becoming an informal
caregiver. Aging & Mental Health, 16(6), 712-721.
https://doi.org/10.1080/13607863.2011.651439

Schulz, R., & Sherwood, P. R. (2008). Physical and Mental Health Effects of Family Caregiving.
The American Journal of Nursing, 108, 23-27.

Sinha, M., Statistics Canada, & Social and Aboriginal Statistics Division. (2014). Portrait of
caregivers, 2012.
http://ra.ocls.ca/ra/login.aspx?inst=centennial &url=https://www.deslibris.ca/|D/240440

Statistics Canada. (2012a). General Social Survey Cycle 26: Caregiving and Care Receiving -
Questionnaire (p. 290). http://odesil.scholarsportal.info/documentation/GSS26/gss-c26-
que-E.pdf

Statistics Canada. (2012b). General Social Survey Cycle 26: Caregiving and Care Receiving -
User Guide (p. 453). http://odesi2.scholarsportal.info/documentation/GSS26/gss-c26-gid-
E v2.pdf

The Change Foundation. (2016). A Profile of Family Caregivers in Ontario.

https://www.changefoundation.ca/profile-of-family-caregivers-ontario/

60



Totsika, V., Hastings, R. P., & Vagenas, D. (2017). Informal caregivers of people with an
intellectual disability in England: health, quality of life and impact of caring. Health &
Social Care in the Community, 25(3), 951-961. https://doi.org/10.1111/hsc.12393

Turcotte, M. (2013). Family caregiving: What are the consequences? 16.

Ward, K. D., Chiarello, L. A., Bartlett, D. J., Palisano, R. J., McCoy, S. W., & Avery, L. (2014).
Ease of Caregiving for Children: A measure of parent perceptions of the physical
demands of caregiving for young children with cerebral palsy. Research in
Developmental Disabilities, 35(12), 3403-3415.
https://doi.org/10.1016/j.ridd.2014.08.023

What Is A Developmental Disability? - Developmental Services Ontario. (n.d.). Retrieved
August 31, 2018, from https://www.dsontario.ca/whats-a-developmental-disability

White, N., & Hastings, R. P. (2004). Social and Professional Support for Parents of Adolescents
with Severe Intellectual Disabilities. Journal of Applied Research in Intellectual
Disabilities, 11.

Woodman, A. C., & Hauser-Cram, P. (2013). The role of coping strategies in predicting change
in parenting efficacy and depressive symptoms among mothers of adolescents with
developmental disabilities. Journal of Intellectual Disability Research, 57(6), 513-530.
https://doi.org/10.1111/j.1365-2788.2012.01555.x

Woodson, K. D., Thakkar, S., Burbage, M., Kichler, J., & Nabors, L. (2015). Children with
chronic illnesses: factors influencing family hardiness. Issues in Comprehensive Pediatric

Nursing, 38(1), 57-69. https://doi.org/10.3109/01460862.2014.988896

61



Yoong, A., & Koritsas, S. (2012). The impact of caring for adults with intellectual disability on
the quality of life of parents: Quality of life of parents. Journal of Intellectual Disability

Research, 56(6), 609-619. https://doi.org/10.1111/j.1365-2788.2011.01501.x

62



Appendix A

Appendix A: Descriptive statistics for martial status on the perception of choice for IDD
caregivers (N=212).

Choice (80) No Choice (98) Missing Choice (34)

Married (%) 45 55.1 59.4
Common-Law (%) 7.5 11.2 3.1
Widowed (%) 10 8.2 6.3
Separated (%) 1.3 4.1 94
Divorced (%) 125 7.1 3.1

Single, never married 22.5 14.3 18.8

(%)

Missing 1.3 -- --
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Appendix B

Appendix B: Descriptive statistics for caregiver relation to care receiver on the perception of
choice for IDD caregivers (N=212).

Choice (80) No Choice (98) Missing Choice (34)
Spouse (%) 1.3 -- -
Son (%) 22.5 52 31.3
Daughter (%) 6.3 25.5 15.6
Mother (%) 1.3 1 6.3
Brother (%) 17.5 13.3 21.9
Granddaughter(%) 3.8 -- --
Father-in-law (%) 1.3 -- -
Brother-in-law (%) 3.8 -- --
Sister-in-law (%) 2.5 3.1 -
Nephew/Niece (%) 2.5 -- 3.1
Uncle (%) 2.5 -- 3.1
Aunt (%) 2.5 -- 3.1
Cousin (%) 1.3 -- -
Close friend (%) 175 2 3.1
Neighbour (%) 1.3 1 3.1
Other (%) 11.3 -- --
Missing 1.3 1 -

64



