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Abstract
The current study extends the Activity Restriction Model of Depressed Affect (Williamson,
1998) by exploring the relationship between parental caregiving burden, activity restriction,
and depressive symptoms. It investigated the mediating role of restriction on three types of
activities (daily routine, personal control, and social) in the relationship between parental
caregiving burden and carer depression. Respondents (N = 203; Mean,g. = 45.45 years, SD =
7.81; female = 84.7%) were parent-carers of a young person with mental illness and based in
Australia. They completed a set of measures assessing caregiving burden, participation in
daily routine, personal control and social activities, and depressive symptoms. A multiple
mediation analysis revealed that restriction of daily routine, personal control, and social
activities indirectly mediated the relationship between parental caregiving burden and parent-
carers’ symptoms of depression. A latent profile analysis suggested an optimal 3-profile
solution. As predicted, profile membership distinguished parent-carers on depressive
symptoms ranging from Normal to Severe levels based on participation in the specific
activities. Our results suggest a typology of parent-carers perceiving differential levels of their
caregiving burden and activity restriction. Strategies addressing these specific areas provide

preventative and promotion measures to optimise carer mental health and well-being.

Keywords: caregiving burden, activity restriction, depression, latent profile analysis, carers of

young people
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Introduction

Research has documented the negative impact of caring for a family member with a
mental illness (Fadden, Bebbington, & Kuipers, 1987; Mental Health Council of Australia
[MCA], 2009, 2012). The physical and mental health outcomes of caring for a family
member with a physical disability are well established (Edwards, Higgins, Gray,
Zmijewski, & Kingston, 2008). There is emerging evidence that caring for a person with a
mental illness may have a greater impact on the carer. In particular, the stigma of mental
illness and social isolation associated with caring for someone with mental illness appear
to result in this added burden. Previous research (e.g., Angold, Messer, Stanhl, Farmer,
Costello, & Burns, 1998) found child and adolescent psychiatric symptomatology as
sources of parental burden, with length of the offspring’s illness associated with greater
perceptions of parental burden (Cook, Lefley, Pickett, & Cohler, 1994). Although there is
increasing emphasis on early mental health interventions for effective promotion of
positive mental health outcomes for young people (Rickwood, 2011), very little attention
has been directed toward parents and carers in the context of early intervention. The
current study investigated this unexplored area of caring for a young person within an early
intervention context to help minimise the adverse impact of caregiving burden on carers’
lives.
Caregiving Burden

Carers experience higher levels of psychosocial distress as a result of their carer
responsibilities, known as the caregiving burden (Shultz & Sherwood, 2008). In Australia,
approximately 12% of the population are carers of older people or people with physical and
psychological disability or long-term health conditions (Australian Bureau of Statistics,
2012). One-third of these carers identify themselves as primary carers and the majority of

these primary carers are female. Data from the Australian Unity Wellbeing Index revealed
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that carers have the lowest overall well-being of any group; and present, on average, with
moderate levels of depressive symptoms (Cummins et al., 2007). Similarly, Edwards et al.
(2008) found that carers reported significantly worse mental health and vitality than the
general population and people with a range of serious health conditions, including congestive
heart failure and diabetes.
The Activity Restriction Model of Depressed Affect

The activity restriction model of depressed affect (Williamson, 1998) proposes that
daily routine activities are restricted by stressful life events, called stressors, and the extent to
which life stressors (e.g., physical illness or disability) disrupts one’s participation in normal,
daily routine activities is detrimental to psychological adjustment. Further, the model posits
that major disruptions in normal routine activities result in mental health difficulties such as
symptoms of depression and anxiety. A meta-analysis of 34 studies examining the role of
activity restriction in caregivers of medical patients found a moderate effect size of the
relationship between activity restriction and depression, » = .34; 95% CI=0.28 - 0.41
(Mausbach et al., 2011). This may indicate that activity restriction negatively impacts mental
health outcomes by undermining an individual’s ability to maintain adequate levels of
participation in normal routine activities.
An Extension of the Activity Restriction Model

The activity restriction model has been supported by a body of research focusing
mostly on physical illness (Williamson, 2000). The present study extended the model by
expanding the understanding of restriction to different types of activities in addition to daily
routine: these were personal control and social connections, which are two important life
domains within the caregiver population. According to the life span theory of control
(Heckhausen & Schulz, 1995), activity restriction poses a significant threat to an individual’s

sense of primary control, likely resulting in depressive symptoms. Individuals exert primary
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control characterised by behaviours that engage the external world. Past research has
suggested that negative mental health outcomes result when control maintenance strategies do
not sufficiently address either actual or perceived loss in primary control (Schulz,
Heckhausen, & O’Brien, 1994). In addition, the extent of the impact is dependent upon the
relative personal importance of the activity and the effectiveness of strategies to mitigate the
impact of loss of sense of control on mental health outcomes.

The responsibilities of caregiving can interfere with normal social and
recreational activities leading to increased depressive symptoms among caregivers
(Mausbach et al., 2011). Studies have shown that social disengagement, poor social
connections, and decreased social activities are associated with negative mental health
outcomes (Seeman, Lusignolo, Albert, & Berkman, 2001). Caregiving demands disrupt
participation in social activities and can be detrimental to maintaining adequate levels of
social networks. Consequently, this disruption interferes with valued life activities. Being
unable to continue performing meaningful activities poses a threat to sense of self (e.g.,
Clark & Bond, 2000). The stigma of mental illness may also mean that engagement in
social activities is further restricted when caring for someone with a mental illness
(Rickwood, 2011). Becoming a parent and raising a child in itself is a significant life-
changing event and can be both a rewarding and challenging experience (Bornstein,
2001). Normal day-to-day parenting is a caregiving role that encompasses some
restrictions on activities, including fewer opportunities to socialise and to go out, engage
in hobbies and decreased access to social connections. It is likely that parents caring for
their children and adolescents with mental illness may report added levels of parental
caregiving burden and activity restriction (Haveman et al., 1997).

The Current Study
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The primary aim of the present study was to examine caregiving burden in parents of
young people with mental illness, and to investigate the role of activity restriction in
mediating the relationship between parental caregiving burden and carers’ depressive
symptoms. This study extended the activity restriction model of depressed affect by
incorporating restriction of personal control and social activities, as well as daily routine
activities. It was hypothesised that restriction of daily routine, personal control, and social
activities would mediate the relationship between parental caregiving burden and parent-
carers’ depressive symptoms.

A second extension involved the application of a latent profile analysis to identify
homogenous groups of parent-carers who shared similar levels of caregiving burden and
activity restriction, and subsequently to explore the way in which profile membership was
associated with carers’ depressive symptoms. We hypothesised that at least two qualitatively
different profiles would emerge: the first with respondents experiencing greater caregiving
burden and restrictions of all three activities, and the second profile in which respondents
would experience lower levels of caregiving burden and greater participation in all three types
of activities. It was further predicted that the first profile would report greater carer depression
compared with the latter.

Method
Participants

The study sample (N = 203, mean,,.= 45.45 years, SD = 7.81) comprised parents who
were the caregivers of young people (aged between 12-25 years) with mental illness. The
majority of respondents (83.7%) reported to be the primary caregivers (compared with 70%
nationally; ABS, 2012), with 84.7% women and 8.9% men. Thirteen participants (6.4%) did

not disclose their gender. A high proportion of the participants (87%) had completed either
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high school or tertiary studies (i.e., college or undergraduate university degree). More than
75% of participants indicated a household income in excess of AUS$60,000 per annum.
Measures

Caregiving Burden. A 19-item Burden Assessment Scale (Reinhardt, Gubman,
Horwitz, & Minsky, 1994) was used to assess parental caregiving burden. Participants were
asked to indicate the extent of caregiving experiences during the last six months. Scale
responses ranged from 1 = not at all to 4 = a lot. Items were averaged with higher scores
indicating greater caregiving role demands. Cronbach’s a for the present study was .92.

Daily Routine Activities. A 9-item Activity Restriction Scale (Williamson & Schultz,
1992) was used to assess participation in daily routine activities. Respondents were asked to
indicate the extent to which their daily routine activities were limited due to caring for a
young person. Scale responses ranged from 1 = not limited at all to 3 = limited a lot. Items
were reverse-scored and averaged with higher scores indicating greater participation in
routine daily activities. Cronbach’s a for the present study was .91.

Personal Control Activities. Items assessing participation in activities exhibiting
personal control were taken from a 7-item Personal Mastery Scale (Pearlin & Schooler,
1978). Participants were asked to indicate the extent to which they have control over
participation in these activities resulting from caring for a young person. Scale responses
ranged from 1 = strongly disagree to 5 = strongly agree. Items were averaged with higher
scores indicating greater participation in personal control activities. Cronbach’s a for the
present study was .82.

Social Activities. Items assessing participation in social activities were derived from a
20-item Social Connectedness Scale-Revised (Lee, Keough, & Sexton, 2002). Participants
were asked to indicate the level of control over participation in social activities as a result of

caring for a young person. Scale responses ranged from 1 = strongly disagree to 5 = strongly
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agree. Items were averaged with higher scores indicating greater participation in social
activities. Cronbach’s a for the present study was .94.

Depressive Symptoms. Depressive symptoms in carers were measured using the 7-
item depression subscale of the Depression, Anxiety, and Stress Scales (DASS-21; Lovibond
& Lovibond, 1995). Scale responses ranged from 0 = did not apply to me to 3 = applied to me
very much, or most of the time, with higher scores indicating greater levels of depressive
symptoms. The summed score was subsequently multiplied by 2 for comparison with DASS-
42 norms (Lovibond & Lovibond, 1995). Cronbach’s a for the current study was .91.
Procedure

Before the commencement of this study, ethics approval was received from the
university’s human research ethics committee. We contacted various agencies within
Australia (e.g., carer’s associations, youth mental health services, social networking sites, and
Department of Child Protection and Family Support) either via email or phone seeking their
assistance with participant recruitment for the present study. These agencies advertised our
study by either providing a URL link of the study survey on their website or emailing the
details to their members. Participants across Australia self-selected to participate in this study
and completed the survey online using Qualtrics survey.

Statistical Analyses

A multiple mediation analysis was performed using the latest Process v2.15 approach
(Hayes, 2013) to examine whether participation in the three types of activities mediated the
relationship between caregiving burden and depressive symptoms. Finally, a latent profile
analysis (LPA) using Mplus (Version 7; Muthen & Muthen, 1998-2012) was conducted to
generate profiles of individuals based on the patterns of their responses on demands of
caregiving and activity restriction in the three types of activities. A number of model fit

indices were used to assess for likelihood difference such as the Bayesian information
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criterion (BIC), sample-size adjusted BIC, and Lo-Mendel-Rubin (LMR) likelihood ratio test
(Schwarz, 1978; Sclove, 1987). Additionally, entropy was used as an index of model
classification with values close to 1 deemed as ideal. To facilitate interpretation of profiles, all
four profiling variables were converted to Z scores (M = 0, SD = 1). One-way multivariate
analysis of variance (MANOVA) was conducted to determine profile differences for each of
the profiling variables, and the outcome variable (depressive symptoms).
Results

Descriptive Statistics

Means, standard deviations, range, and intercorrelations of the key variables are
presented in Table 1. On average, participants reported moderate levels of caregiving burden.
Additionally, moderate levels of participation in personal control and social activities were
reported; while participation in routine daily activities was marginally below mid-point. The
reported depressive symptoms fell in the “Moderate” range as per the DASS-42 norms
(Lovibond & Lovibond, 1995). As expected, greater restriction in carers’ daily routine,
personal control, and social activities were associated with experiencing greater levels of
depressive symptoms.
Multiple Mediation Analysis

A multiple mediation analysis was conducted to examine whether participation in
routine daily, personal control, and social activities significantly mediated the relationship
between parental caregiving burden and caregiver depressive symptomology. The overall
mediation model explained 56% of the variance in parent-carer depressive symptomology,
F(4,198) = 63.10, p <.001. The bias-corrected bootstrap 95% confidence intervals (Cls),
based on 1000 bootstrap samples for the indirect effects ranged from 0.01 to 1.71 for daily
routine activities, 0.15 to 2.01 for personal control activities, and 0.96 to 2.60 for social

activities. Pairwise comparisons of specific indirect effects revealed no significant difference
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between the three mediator variables (Hayes, 2013). Specifically, Contrast 1 (comparing
specific indirect effects of daily routine with personal control activities) was not significantly
different from zero (-1.57 to 1.30), Contrast 2 (comparing specific indirect effects of personal
control with social activities was not significantly different from zero (-2.02 to .36), and
Contrast 3 (comparing specific indirect effects of daily routine with social activities was also
not significantly different from zero (-2.20 to .76). The results, summarised in Figure 1,
revealed that parental caregiving burden indirectly influenced parent-carer depression through
its effect on daily routine activities, personal control activities, and social activities.

Latent Profile Analysis

The previous analysis suggested substantial alignment between parental caregiving
burden and restriction of daily routine, personal control, and social activities. A latent profile
analysis was conducted to identify a typology of parent-carers based on their perceived
caregiving burden and restriction of activities. Results, summarised in Table 2, revealed that
the 3-profile solution fit the data significantly better than 2. Although the 3- and 4-profile
solutions produced similar BIC and AIC values suggesting comparable fit, the LMR and
entropy fit indices were significantly worse for the 4-profile solution. Further examination of
the 3- and 4-profile solutions revealed some similarities, with a small quantitative shift in
Profile 3, split into two similar groups in Profile 4. Given no qualitative differences and any
better fit indices, a 3-profile solution was retained (see Figure 2).

Profile group 1 (n =72, 35%), labelled as Sufferers, comprised parent-carers who
perceived greater caregiving burden and restriction of all three types of activities. Carers in
Profile group 2 (n =97, 48%), labelled as Battlers, exhibited a more neutral outlook, with
standardised scores just below the mean for caregiving burden and participation in daily
routine activities, and just above the mean for participation in personal control and social

activities. Profile group 3 (n = 34, 17%), labelled as Resilient, perceived low levels of
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caregiving burden and reported greater participation in all three types of activities. Overall,
results suggested that greater perceived caregiving burden generally tended to co-occur with
greater restriction of daily routine, personal control, and social activities. An interesting
finding was one profile group, Battlers, characterised by respondents with inconsistent
response patterns, perceived greater caregiving burden with restriction of daily routine
activities only. Respondents in this profile still maintained participation in personal control
and social activities.

A MANOVA was conducted to determine whether four profiling variables
significantly differed across the three identified profiles (Sufferers, Battlers, and Resilient),
and whether profile membership was significantly associated with depressive symptoms in
carers. The results of the MANOVA and follow-up univariate tests for each of the profile
groups, with post-hoc group comparisons using Tukey’s HSD test, are presented in Table 3.
As expected, parent-carers in the Sufferers profile reported significantly greater caregiving
burden and restriction of activities in all three domains, followed by respondents in the
Battlers profile. Resilient respondents perceived significantly less parental caregiving burden
and reported significantly greater levels of participation in all three types of activities as
compared with respondents in the other two profile groups. Profile membership was also
significantly associated with depressive symptoms in parent-carers. Respondents in the
Sufferers profile reported significantly greater depressive symptoms than the other two profile
groups. Parent-carer respondents in the Battlers group reported significantly greater
depressive symptoms than the Resilient profile group. Comparison of the DASS-42 norms
(Lovinbond & Lovibond, 1995) revealed that the Sufferers fell in the “Severe”, the Battlers in
the “Moderate”, and the Resilient in the “Normal” category of depressive symptoms.

As a supplementary analysis, we also investigated profile membership differences on

key demographic variables. There were no significant group (profile) differences in age F(2,
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200) = 0.56, p = .57 and income levels, F(2, 187) =2.67, p = .072. Finally, a chi-squared test
revealed that profile membership was also not significantly associated with gender, ¥(2) =
2.08, p =.35.

Discussion

The current study extended the activity restriction model of depressed affect
(Williamson, 1998) by examining the unique contribution of restriction of three types of
activities in parent-carers’ depressive symptoms. Consistent with previous research (e.g.,
Angold et al., 1998), our findings suggested that parents of young people with mental illness
reported high levels of caregiving burden. In addition, greater perceived parental caregiving
burden was associated with higher levels of depressive symptomology experienced by parent-
carers. This finding is consistent with previous research on the relationship between
caregiving burden and symptoms of depression (Shultz & Sherwood, 2008). Higher levels of
caregiving burden were also associated with restriction of daily routine activities, personal
control activities, and social activities; and greater restrictions in all activities were associated
with higher levels of depressive symptoms. These results also support previous research on
the association between restriction in these types of activities and depressive symptoms
(Heckhausen & Schulz, 1995; Seeman et al., 2001; Williamson, 1998).

Restriction of three types of activities (daily routine, personal control, and social)
mediated the relationship between caregiving burden and symptoms of depression in parents
of young people with mental illness. This suggests that agentic sense of self (primary control)
and social involvement (engagement in activities), in addition to participation in daily routine
activities, may be the processes linking caregiving burden with depressive symptoms
experienced by caregivers. Contrary to our prediction, the LPA results identified three profile-
groups of carers (Sufferers, Battlers, and Resilient) with differential reported levels of

caregiving burden and activity restriction. Profile membership was significantly associated
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with level of depressive symptoms in parent-carers, with the Sufferers group reporting higher
levels of depressive symptoms as compared with the Battlers and the Resilient profile groups,
and the Battlers group reporting greater depressive symptoms than the Resilient group. All
three typologies of parent-carers were found to be similar in age, gender, and household
income suggesting no demographic variations in the outcome variable over and above profile
membership in the current sample. This typology would be beneficial for clinicians to develop
effective personalised prevention strategies targeted at a subset of carers, as explained in the
implications section below.
Limitations and Future Research Directions

Limitations of the research include possible biases stemming from the cross-sectional
correlational design surveyed at only one point in time, which limits causal conclusions.
Future research might address these limitations by using expanded designs such as
longitudinal and mixed methods approaches, and multiple sources of data such as peer
observer reports and objective observations. Second, our sample was recruited from one
country (i.e., Australia), therefore, the present findings should not be assumed to generalise
across different countries. Significant differences in parental caregiving exist between
industrialised and developing countries (Bornstein & Putnick, 2012). For example, the daily
struggle of finding adequate resources in poorer nations adds another layer to parental
caregiving demands (McCloyd, 1998), whereas, wealthy nations such as Australia provide a
social security of benefits and payments to meet a minimum adequate standard of living
(Department of Human Services, 2015). Third, our study did not examine the types and
severity of mental illnesses experienced by the young people the parent participants were
caring for. Understanding the impact of different types and stages of mental illnesses is an
important future research issue. Another limitation of the present study was that no

comparison group of parents of young people without mental illness was used to examine if
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there was an added caregiver burden resulting in higher levels of depression in parents of
young people with mental illness. Future comparative research could employ a matched
sample of parents of young people, with or without mental illness, to examine and compare
the relationship between parental caregiving burden and carer depression via underlying
mechanisms of activity restriction. Finally, the model explained over half of the variance
(56%) in carers’ depressive symptoms. This indicates that accompanying processes such as
carers’ attitudes to mental health and their levels of general health may also link this life
stressor with levels of depressive symptoms.

Despite the limitations of the current study, the results offer a preliminary look at the
potential role of restriction of activities in daily routine, personal control, and social domain in
explaining the role of parental caregiving in parent-carer depression. Although the results
support the activity restriction model of depressed affect, further research is needed to clarify
the relationships. For example, a comparison of the chronicity and severity of mental health
illnesses of care recipients and between caregiving groups could be examined. Additionally,
future research could focus on other protective psychosocial variables such as self-esteem,
coping resources, self-efficacy, and optimism.

Clinical Implications

An important implication of the present findings is that interventions to support
parent-carers should be aimed specifically at enabling parents of young people with mental
illness to maintain important activities in specific realms of life. For example, the activity
restriction considered in the present study comprised behavioural and cognitive domains of
influence. Mausbach et al. (2008) reported that social and recreational activities are important
aspects of behavioural interventions. Therefore, interventions stemming from behavioural or
cognitive-behavioural therapies would enable caregivers to maintain their important social

activities, thus fostering caregiver exposure to pleasant events (Coon, Thompson, Steffen,
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Sorocoo, & Gallagher-Thompson, 2003). Similarly, psychological treatment may need to
focus on strategies that sustain a sense of personal control to achieve favourable therapeutic
outcomes. Alternatively, carer education information as a promotion strategy could be
distributed to inform caregivers that accommodating their valued recreational and social
activities whilst undertaking their caregiving role is important for better mental health
outcomes.

Furthermore, our parent-carer typology could contribute to an emerging area of
understanding how to support carers in the context of an early intervention for mental health
problems in young people (the time period when most mental disorders first emerge)
(Rickwood, 2011). For instance, carer-typology information points to the important role of
formal service provision of coordinated clinical care (e.g., Mental Health Nurse Incentive
Programme; Department of Health, 2015) to help parent-carers in the Sufferers profile group
to cope better with caring for their children with mental illness. It may be possible to develop
resources that can be used by Australian frontline health professionals (e.g., mental health
nurses) for carers by identifying and facilitating participation in those activities most
important to their well-being. In addition, specific preventative interventions can be aimed at
parent-carers in the Battlers profile group in meeting their daily routine activities. Their
participation in such activities will help them feel connected to their community and also
increase their sense of autonomy which tends to buffer against depressive symptoms (Bhullar,
Hine, & Phillips, 2014).

Conclusion

We investigated the relationship between caregiving burden and depressive symptoms
in parent-carers of young people with mental illness. We found that this relationship was
mediated by restriction of daily routine, personal control, and social activities. Our results

identified a typology of parent-carers, with differing levels of reported caregiver burden and
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activity restriction, which significantly influenced their reported depressive symptomology.
Intervention options may incorporate strategies addressing these specific activity domains,

thereby promoting favourable parent-carer mental health and well-being.

16
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Table 1

Intercorrelations, Means, Standard Deviations (SDs), and Range of Key Study Variables

Variables 1. 2. 3. 4. 5.

1. Caregiving Burden -

kk

2. Daily Routine Activities =72 -

3. Personal Control Activities -.68" 587 -

4. Social Activities -54" ST 6T -

5. Depressive Symptoms 597 -56" -.64" -.68" -
Mean 2.53 1.88 3.22 2.70 14.88
(SD) (0.49) (0.49)  (0.60) (0.61) (4.11)
Theoretical Range 1-4 1-3 1-5 1-5 0-21

Note. N=203 "p< .05, "p<.001
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Table 2

Model Fit Indices for Latent Profile Solutions

# of Profiles BIC AIC LMR Entropy
1 2342.85 2317.51 - -
2 2089.91 2048.72 26937 87
3 2002.09 1945.06 11024 .84
4 2006.51 1933.64 21.34 78

Note: BIC = Bayesian information criterion, 4/C = Akaike information criterion, LMR = Lo-
Mendel-Rubin likelihood ratio test.  p <.001
Lowest BIC and AIC indicate better fit together with highest number of profiles with

significant lowest LMR and entropy with values close to 1 deemed as ideal.



PARENTAL CAREGIVING & DEPRESSION

Table 3

Means, Standard Errors, and Mean Differences Across Three Carer-Profiles

23

Profile 1 Profile 2 Profile 3
Sufferers Battlers Resilient
Univariate
(n="172) (n=97) (n=34)

Variables M SE M SE M SE F(2,200) Partial 0’
Caregiving Burden 2.98"  0.03 246> 0.03 1.78°  0.05 252.16™" 72
Daily Routine Activities 1.51*  0.03 1.88°  0.03 2.69°  0.05 188.99™ 65
Personal Control Activities 2.68°  0.05 3.36°  0.04 3.95° 0.07 129.35™ 56
Social Activities 2.76  0.05 3.49°  0.04 3.89° 0.07 95.55"" 49

Outcome
Depressive Symptoms 20.22°  0.65 13.80°  0.56 5.57° 0.95 83.68"" 46

Notes: N=203. Wilks’ A = .14, F(10, 392) = 66.87, p < .001, partial n>= .63. Means with different superscripts (in rows) differ significantly at

p < .05 based on Tukey’s HSD post-hoc test.

p <.001
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Figure 1. Daily routine activities, personal control activities, and social activities as
mediators of the relationship between parental caregiving burden and parent-carers’
reported levels of depressive symptoms. Overall the model explained 56% of variance
in caregiver depression. All values are unstandardised beta coefficients (Hayes, 2013).
The value in parentheses is the total effect representing the relationship between
caregiving burden and carer depression prior to controlling for three mediators (daily
routine, personal control and social activities).

Solid lines represent significant relationships whereas broken lines indicate non-
significant relationships.

"p<.05,"p<.01,""p<.001, ns = not significant (p = .105).
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Figure 2: Standardised means (M = 0, SD = 1) of four indices of caregiving burden and activity

restriction across 3-profile typology of carers.
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