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Abstract 

Background: Most individuals with disabilities in the US live in family settings; in some 

families, siblings are default long-term support providers. Although researchers have 

explored the roles of parent caregivers, the roles of sibling caregivers need attention.  

Methods: In this study, we examined caregiving processes and outcomes among 322 adult 

sibling support providers (SSPs) with a range of support roles. Adapting a model of caregiving 

outcomes, we used structural equation modeling to assess relationships among perceived 

social support, demands, appraisal of caregiving, empowerment, and depression.  

Results and Conclusions: Results indicate significant associations among most variables. 

Appraisal of caregiving emerged as a partial mediator, suggesting that the meaning that SSPs 

make of their experiences exerts influence on their sense of empowerment and depressive 

symptoms.  
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1. Introduction 

Most families actively contribute to the lives of family members who have disabilities and 

demonstrate resilience in doing so [1]. Current estimates suggest that 5.1% of the civilian non-

institutionalized U.S. population has intellectual and developmental disabilities [IDDs; The 

American Community Survey] [2]; 13.1 million of these individuals are adults and 71% of these 

individuals live with a family caregiver [3] and following the death or incapacity of parents, siblings 

become caregivers [4, 5].  

Swenson and Lakin [6] appraise the economic value of family caregiving at $400- $500 billion 

annually and state that it is the “single most important element” (p. 186) in the integrity of care. 

They further assert that, without family caregiving, adequate support for individuals with IDD 

would be unmanageable. Despite the emergence of salutogenic support paradigms, the literature 

is replete with impacts of care provision for care providers, including financial, temporal, career, 

health, and family complications of care. Given the benefits of family caregiving to a society with a 

fundamental concern for the well-being of individuals with IDDs and their families [1] , there is a 

corresponding need to determine how sibling support affects individuals and families, both 

positively and negatively. Doing so can inform family policy, facilitate workplace practices 

(including family leave and more), and enable the development of formal and informal family 

interventions to maximize well-being in situations of sibling care provision.  

For the current study, the term sibling support providers (SSPs) refers to adult brothers/sisters 

of individuals with IDDs who provide any form of care and support, and who may or may not 

reside with their sibling(s). Caregiving encompasses the expenditure of time and effort on a daily 

or intermittent basis and can range from scheduling medical appointments to preparing meals. 

We are aware of no precise estimates of the number of sibling care providers; however, given that 

there are about 13.1 million adults with IDDs [2], the number of SSPs may be equivalent or exceed 

this figure.  

Whereas siblings typically support one another in adulthood, siblings of individuals with IDDs 

may offer a far greater commitment, experience more caregiving demands, and expectations, and 

report both satisfaction and stress [7]. The above statement can be further understood by 

applying the concept of “linked lives” which asserts that “people’s lives are lived interdependently 

and socio-historical influences are expressed through networks of shared relationships” [8].Thus, 

life-altering experiences of one family member have life-course implications for other family 

members, which in this case is SSPs. Unsurprisingly, researchers have identified a plethora of 

positive and negative physical, psychological, cognitive, and social and emotional impacts on 

siblings of individuals with IDDs. In fact, the linked lives concept makes the decision to caregive 

more complex and intense as various life events, experiences, and obligations affect the degree to 

which siblings become involved (or not) in caring for their brother/sister [9-11]. Regardless of the 

decision to involve/not involve, sibling relationships in families with children with IDDs are 
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different from those that exist between typically developing individuals [12] and are therefore 

worthy of attention. 

1.1 Definitions of Constructs 

In this study, we aimed to explore the associations between SSPs caregiving demands, their 

appraisals of those experiences, and the extent to which these are associated with empowerment 

and depressive symptoms. The inclusion of empowerment (protective factor) and depression 

(negative experience) reflects our attempt to balance our understanding and integration of 

depression does not necessarily imply pathology. Since depressive symptoms are more common 

among caregivers [13], the variable is of interest in particular because of public health 

implications.  

Perceived social support is the subjective assessment of the adequacy of social support (mainly 

emotional and informational) from family, friends and significant others [14]. Demands refer to 

the cumulative “press” and juggling associated with (in this instance) providing care, including the 

cumulative impact of the functional limitations of the individual with IDDs, weekly duration of 

caregiving, and responsibilities associated with employment. Appraisals of caregiving are 

individual, subjective assessments of caregiving. These assessments are based on caregiving 

challenges encountered and utilization of available coping resources [15]. Empowerment is the 

perception of caregiving efficacy in dealing with the situation, i.e., confidence in the ability to 

successfully navigate hurdles, perceptions of being in control, and the ability to rise above 

challenges [16] and includes not just surviving, but adapting and even thriving. Depression is an 

aspect of mood and is defined as feelings of hopelessness, guilt, worthlessness, and irritability 

accompanied by loss of interest in activities, fatigue, difficulty concentrating, etc. Individuals can 

experience depressive symptoms from mild and transient (associated with specific stressors) to 

significant and sustained difficulties [17].  

1.2 Conceptual Model 

To explore the associations between the various constructs; in this paper, we employ a 

conceptual model (See Figure 1) and our conceptual model is based on the Caregiver 

Empowerment Model (CEM). Jones et al. [18] proposed CEM to predict positive outcomes of 

caregiving among caregivers of the elderly. Similar to CEM, our goals were to explain and predict 

positive outcomes of caregiving; the conceptual model is an adaptation of CEM.  

The conceptual model proposes that perceived social support and demands directly predict 

depression, appraisal of caregiving, and empowerment. Demands are predicted by the 

employment status of SSPs, the weekly duration of caregiving, and the functional level of the 

individual with IDDs which further predict the appraisal of caregiving and depression. Finally, the 

appraisal of caregiving predicts depression and empowerment among SSPs. 

Research on the presence of negative psychological functioning and behavioral issues, demand, 

social support, and appraisal of caregiving among siblings of individuals with IDDs suggest 

inconsistent findings and warrant a more nuanced analysis of demographic and contextual 

variables. For example, O'Neill et al. [19] and Verte et al. [20] reported higher levels of anxiety and 

depression and behavioral problems among siblings of individuals with IDDs, especially autism 

spectrum disorder. Similarly, Vermaes et al. [21] reported that siblings of individuals with chronic 
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health problems have higher rates of internalizing and externalizing problems. On the contrary, 

Rodgers et al. [22] do not support the above-stated findings among siblings of individuals with 

high-functioning Autism Spectrum disorder or Down syndrome [23] suggesting specific disabilities 

and their severity to be essential variables of interest. 

 

Figure 1 Conceptual model. 

In addition to heightened anxiety, depression, and behavioral problems among siblings; specific 

disabilities and their severity can influence the relationship between siblings and individuals with 

IDDs and perceptions of demand and appraisal. A positive sibling relationship can lead to higher 

levels of support and life satisfaction and lower levels of depressive symptoms and stress [24].  

1.3 Perceived Social Support, Appraisal of Caregiving, and Depression 

SSPs of individuals with IDDs report a sense of obligation, consistent involvement, and an 

embrace of caregiving responsibilities at a young age [25]. During adulthood, these demands can 

result in stress, as sibling caregiving commitments are added to the normative stresses associated 

with work and family [26, 27]. The lack of adequate social and community support and programs 

[25] further exacerbates the stress, resulting in higher levels of depression [28] and negative 

appraisals of caregiving [29, 30]. 

 Perceived lower social support among family caregivers of individuals with mental illnesses is 

associated with a significantly higher burden than that of better-supported counterparts [31] and 

perceived social support is shown to be the strongest predictor of appraisal of caregiving among 

family caregivers of traumatic brain injury [32]. In sum, although caregivers experience stress, 

dissatisfaction, and feelings of burden, their appraisals and adaptation are shaped by perceived 

social support [33]. We could locate no studies addressing perceived social support, appraisal of 

caregiving, and mental health of SSPs of individuals with IDDs; however, they are germane to the 

experience of support provision and empirical exploration.  
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1.4 Demands, Appraisal of Caregiving, and Depression 

For SSPs, demands and corresponding appraisals shift across the lifespan; as siblings age, the 

caregiving role requires modification, reevaluation, and accommodation [34]. Whereas the impact 

of employment duration, hours of caregiving, and the sibling’s functional limitations on an 

appraisal of caregiving and depressive symptoms have not been studied among SSPs, there is 

literature on parents of children with IDDs which we briefly review in the paragraphs below. 

In general, individuals who provide care for more than 20 hours/week report higher negative 

appraisals of caregiving in terms of dissatisfaction, feelings of isolation, and burden [35]. In 

additional employment can be affected by caregiving demands. Wong et al. [36] concluded that 

work-to-family spillover and inflexible work schedule were more detrimental to the health of 

parents of children with mental illnesses than to parents of typically developing children.  

Interestingly, employment provides mental health benefits to the mothers of children, but 

these benefits disappear at high duration of employment (50 or more hours per week) [37]. 

However, highly stressed parents experience larger respite benefits from working outside the 

home [38]. It appears that the association between demands and outcome is not straightforward, 

and needs to be considered in light of other variables. Our conceptual model examines the extent 

to which SSPs experience work and caregiving as demands and whether these relate to appraisals 

of caregiving and individual functioning (depressive symptoms).  

1.5 Perceived Social Support, Appraisal of Caregiving, and Empowerment 

Kyzar et al. [39] completed a meta-analysis to examine the relationship between family support 

and family outcomes in families of children with moderate to severe IDDs. The researchers found 

that social support had a positive effect on family outcomes such as an improved sense of 

satisfaction and family functioning. Similarly, positive appraisal of caregiving is associated with 

higher caregiving efficacy and empowerment among spouses of individuals with dementia [40]. 

Park [41] suggested that approaching any stressful event as a challenge and learning opportunity 

can lead to personal growth. Perhaps that is why positive appraisal of caregiving may encourage a 

sense of efficacy and empowerment, and negative appraisals can result in a perceived loss of 

control.  

1.6 Aims of the Current Study 

In spite of a clear need for research on SSPs to inform policy and practice, little is known about 

the processes and outcomes of sibling care provision among the population of adult individuals 

with IDDs. As such, the main aims of the current study were to: (1) enable a descriptive 

understanding of SSPs and their brothers/sisters with IDDs, and (2) test a conceptual model of 

caregiving processes and outcomes, with a specified set of hypotheses. The caregiving model in 

Figure 1 depicts a set of hypothesized relations, e.g., that perceived social support and demand 

predict mood (depressive symptoms) directly as well as indirectly through mediation by an 

appraisal of caregiving. In addition, perceived social support predicts empowerment directly and 

indirectly after mediation by an appraisal of caregiving. The arrows in the model correspond to 

specific hypotheses articulated below. Based on the conceptual model and the gaps in the 

literature, we posed one descriptive and three model-related research questions (RQs), with 
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associated hypotheses:  

RQ1 (descriptive): What are the characteristics of SSPs (in terms of age, gender, 

ethnicity, education, marital status, residential proximity, income, and employment 

level) and the individuals with IDDs (in terms of their age, gender, functional 

limitations) whom they support? 

RQ2: Are levels of perceived social support associated with depressive symptoms 

among SSPs and is this association predicted by appraisals of caregiving? We 

hypothesized that high perceived social support would be associated with low 

depressive symptoms and these associations also will be partially mediated by 

appraisals of caregiving.  

 RQ3: Are levels of perceived social support associated with a sense of 

empowerment among SSPs and is this association predicted by appraisals of 

caregiving?  

We hypothesized that high perceived social support would be associated with 

higher levels of positive appraisals of caregiving and a higher sense of 

empowerment and these associations also will be partially mediated by appraisals 

of caregiving.  

RQ4: Are demands and appraisal of caregiving associated with depressive 

symptoms among SSPs and is this association predicted by appraisals of caregiving?  

We hypothesized that higher demands would be associated with higher depression 

scores and higher negative appraisal of caregiving and these associations also will 

be partially mediated by appraisals of caregiving.  

2. Method  

2.1 Data Collection and Participants 

The data for this study were collected through a nationwide, web-based survey. SSPs were 

recruited through 245 formal and informal, local and state agencies and organizations, including 

The Sibling Leadership Network, The Sibling Network Project, The ARC, and the Association of 

University Centers on Disabilities. Study participants were self-identified siblings of individuals 

with IDDs, 18 years or older, who provide some level of support to their brothers/sisters (see 

Table 1). The disabilities of the brother/sister were intellectual in nature and could co-occur with 

other developmental disabilities. All participants were English speakers and U.S. residents. 

Screening and filtering questions at the start of the survey and the inclusion of items that require 

reverse coding ensured the validity of the responses. The survey was open for six months.  

The study was approved by the institutional review board at the authors’ home institution 

before recruitment began. Survey responses were sent over a secure, SSL encrypted connection to 

maintain the anonymity of the participant and no identifiers (including IP addresses) were 

collected. Informed consent was obtained from all individual participants included in this study 

and random draws of four $50 gift cards were provided as an incentive to complete the survey.  
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Table 1 Characteristics of Respondents (SSPs who Provide Care to their 

Brothers/Sisters with IDD) (N = 322). 

Demographics Valid Percent 

Age (in years)  

18-25 35.7 

26-53 29.8 

36-45 9.9 

46-55 14.3 

55 and above 10.2 

Gender  

Male 14.3 

Male 85.4 

Other 0.3 

Ethnicity  

White 83 

African American 4.2 

Hispanic/Latino 5.6 

Asian/Pacific Islander 4.9 

Others 1.3 

Education level  

Some high school 0.6 

High school graduate or GED 9.1 

Some college or 2-year degree 22.3 

4-year college graduate 23.6 

More than 4-year college degree 44.8 

Average household income  

$0-$24,999 15.9 

$25,000-$49,999 23.8 

$50,000-$74,999 24.2 

$75,000-$99,999 13.6 

$100,000-$124,999 3.3 

$100,000-$124,999 10.3 

$125,000-$149,999 3 

$150,000-$174,999 3.3 

$175,000-$199,999 1.7 

$200,000 and up 4.3 

Employment Status (duration in hours)  

Not employed 15.3 

Yes, 1-10 hours/week 5.5 

Yes, 11- 20 hours/week 8.5 

Yes, more than 30 hours/ week 51.1 

Others (student/seasonal) 14.0 

Marital Status  

Never Married 31 

Dating and/or cohabiting 22.9 

Married 36.9 
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Separated 0.7 

Divorced 6.2 

Remarried 2.3 

Residential proximity from the B/S with IDDs  

Lives with participant 32.3 

1- 10 miles 21.7 

11- 49 miles 16.5 

50-149 miles 7.5 

150- 249 miles 4.3 

Beyond 250 miles 17.7 

Caregiving Duration  

11- 20 hours/week 53.3 

21-30 hours/week 29.5 

31-40 hours/week 11.1 

41-50 hours/week 2.3 

2.2 Measures 

2.2.1 Perceived Social Support  

This was examined with the Multidimensional Scale of Perceived Social Support [14], a 12-item, 

7-point scale which taps subjective assessment of emotional and informational support and the 

perceived adequacy of support from three sources: family, friends, and significant others. The 

responses range from very strongly disagree (1) to very strongly agree (7) with total scores ranging 

from 12 and 84; higher scores indicate higher perceived social support. Cronbach's coefficient 

alpha (α) value for the total scale was 0.84 in previous research [42] and 0.93 in the current 

sample. A sample item from the scale is “I can talk about my problems with my family.”  

2.2.2 Demands 

Initially, we examined “demands” as a latent variable with three indicators: (1) functional 

abilities of the individual with IDDs, (2) average weekly duration of caregiving in hours provided by 

SSPs, and (3) Weekly employment duration of SSPs in hours. The functional abilities and duration 

of caregiving measures, 11-item scales, were specifically created for the study but were 

adaptations of the functional abilities scale developed by Hodapp and Urbano [43] as part of their 

Adult Sibling questionnaire. The former assessed the level of independence/dependence of 

individuals with IDDs on the activities of daily living on a five-point rating scale with responses 

ranging from 1 (completely dependent) to 5 (completely independent), and the latter explored the 

weekly hours of caregiving spent assisting with these activities of daily living. A sample item on 

functional abilities of the individual with IDDs includes “On a scale of 1-5, with 1 being completely 

dependent to 5 being completely independent, “To what extent does your brother/sister with 

IDDs perform day-to-day routine tasks such as preparing meals? A sample item on SSPs average 

weekly duration of caregiving in hours is, “On average, how much time per week do you spend 

performing tasks such as preparing meals for your brother/sister with IDDs?” 

On both scales, the total scores range between 11 and 55 with lower scores reflective of lower 

functional abilities/higher caregiving duration of the individual with IDDs and higher demands on 
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SSPs. The third measure, weekly employment duration, sought information on the number of 

hours for which participants were employed. The variable is a categorical item with 5 options and 

responses ranging from 0 to more than 30 hours/week. The possible range of total scores was 

between 1 and 5, with lower scores indicating lower demands on SSPs.  

However, as indicated below, the initial measurement model produced a poor fit (significant 

chi-square). On further investigation, we concluded that a high Cronbach's alpha (α= 0.94) for the 

functional level of individuals with IDDs and weekly caregiving duration indicated these might be 

acting as one scale rather than two different scales. Hence, the scores of the functional level and 

weekly caregiving duration were combined to form one new exogenous variable “demand,” and 

employment duration was used as a second exogenous variable.  

2.2.3 Appraisal of Caregiving  

The construct was assessed using the Appraisal of Caregiving Scale-Revised [44] , which 

measures subjective perceptions of caregiving stressors and the perceived ability to cope with the 

situation. It is a 27-item, 5-point Likert scale with total scores ranging from 27 to 135. Higher 

scores signify more positive appraisals of caregiving. Cronbach’s α was 0.86 in previous research 

[44] and 0.91 in the current study. A sample item from the scale is “My brother or sister is too 

demanding.”  

2.2.4 Depressive Symptoms  

Symptoms were self-reported via the Center for Epidemiologic Studies Depression Scale (CES-

D), a measure of depressive symptoms experienced in the past week [45, 46]. The scale includes 

20 items on a 4-point scale; total scores range from 0 to 60 and higher item and total scores 

indicate more depressive symptoms. Cronbach’s α in prior research was 0.85 [45] and 0.92 in the 

current sample.  

2.2.5 Empowerment 

Empowerment was measured through the Caregiver Empowerment Scale [16], a 5-point Likert 

scale consisting of 30 items. Total scores range from 30 to 150, with higher scores indicating 

higher caregiver self-confidence and belief that s/he not only has the capacity to respond to 

support demands but also thrive in the situation and rise above the challenge. In the current 

sample, α was .95. An item from the scale is “I know how to influence the political system to 

advance service and research agenda for individuals with intellectual disabilities.” Additionally, the 

errors of depression and empowerment were correlated as it may be possible that depressive 

symptoms among SSPs might be influencing their empowerment and vice versa. 

2.2.6 Data Analysis 

We employed structural equation modeling (SEM) to test the proposed conceptual model using 

SPSS AMOS 22.0 software to examine whether the data fit the hypothesized model. (As suggested 

earlier, the measurement model did not hold.) Data were screened for missing values and to 

ascertain patterns in missingness. Since AMOS uses full information maximum likelihood (FIML) 

estimation, it was used to estimate missing data as FIML has been shown to outperform most 
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common methods of handling missing data, including listwise and pairwise data deletion, and 

mean substitution [47]. Missing data ranged between 4.7% - 19% across items. We examined 

model fit with chi-square (χ2
), the comparative fit index (CFI), and the root mean square of error 

approximation (RMSEA). We selected these measures because a) CFI performs well even when the 

sample size is small [48], b) RMSEA is sensitive to the number of parameter estimates, as it favors 

the best fit and rewards parsimony [49] and c) these are most commonly used measures [49]. A 

non-significant χ2, a value of CFI ≥ 0.95, and RMSEA below 0.05 indicate good fit [50].  

3. Results  

3.1 Descriptive Findings 

Tables 1, 2, 3, and 4 depict the characteristics of 322 SSPs whose responses were included in 

the analyses and the reported characteristics of their brothers/sisters with IDDs. Among the 

remainder (n = 39), data were completely missing, participants were less than 18 years old, or SSPs 

were former (not current) caregivers. Most (35.7%) SSPs were 18-25 years old. A majority were 

female (85.4%) and White (83%). Respondents resided all across the U.S., and over half (54%) 

reported co-residing or living within 10 miles of their siblings. The mean age of siblings with IDDs 

was 32 (SD = 14.2), and they were 63.3% male. Nearly all (94.1%) participants indicated that their 

sibling had co-occurring conditions. The average reported caregiving duration was 17.8 

hours/week (SD = 8.7). Although a detailed analysis of Table 3 and Table 4 is beyond the scope of 

the paper but is being provided as further evidence for discussion and implications and limitations 

and next step sections. 

Table 2 Characteristics of individuals with IDDs who received care from their adult 

siblings as reported by adult siblings. (N = 322). 

Demographics Valid Percent  

Gender   

Male 63.3 

Female 34.7 

Additional/Co-occurring disabilities   

No other condition 5.9 

Sensory impairment 18.3 

Language and communication disorders 38.5 

Physical motor 27.3 

Behavioral 32.3 

Learning 42.5 

Emotional problems 17.7 

Mental illnesses 17.4 

Other conditions 28.3 

Daily Activities   

Works in a paid job within the community independently 5.0 

Works in a paid job with assistance 13.3 

In school or training for future job 36.5 
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Volunteer activities 10.3 

Does not work 16.6 

Other 18.3 

Weekly duration of employment/activities in hours/week  

40 hours or more 11.7 

20-39 hours 46.2 

1-19 hours 27.1 

Does not work 15.1 

Level of complete independence on selected tasks  

Walk 63.6 

Speak 44.0 

Read 21.0 

Take medications 4.8 

Medical appointments 3.8 

Preparing meals 5.2 

Grooming and personal hygiene 8.9 

Household tasks 5.8 

Financial tasks 2.4 

Public transport 7.4 

Others (living alone at night, assistance with eating, etc.) 100.0 

Table 3 Means and standard deviations of model variables. 

 N M SD 

1. Social Support 253 64.3 15.9 

2. Appraisal of Caregiving 225 60.2 16.9 

3. Depression 241 20.4 10.8 

4. Empowerment 216 107 21.5 

Table 4 Pearson correlations between model variables. 

 CD DEP FA PSS ACS EMP 

1. CD - .087 .351** -.005 .071 .174* 

2. DE  - -.019 -.426** .357** -.492** 

3. FA   - -.060 -.064 .079 

4. PSS    - -.394** .396** 

5. ACS     - -.536** 

6. EM      - 

*P < 0.05; ** P < 0.01 

CD - Duration of Caregiving; DEP- Depression; FA- Functional Abilities; PSS- Perceived Social 

Support; ACS- Appraisal of Caregiving; EMP- Empowerment 
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3.2 Model-Related Findings 

The model fit among perceived social support, demands, employment duration, appraisal of 

caregiving, depressive symptoms, and empowerment was tested and was found to be adequate 

(χ2 
(6) = 12.2, p = .057; RMSEA = .05; CFI = .968). As depicted in Figure 2 (only significant paths are 

shown) significant positive associations were found between social support and empowerment (β 

= .281, p <.001). The positive associations indicate that SSPs with higher social support appraised 

caregiving more positively and felt more empowered. Social support was negatively associated 

with depression (β = -.216, p < .001), indicating that SSPs with higher social support experienced 

significantly fewer depressive symptoms. Demand and employment duration did not relate 

significantly to sibling appraisals of caregiving or depression. Perceived social support was 

positively associated with a positive appraisal of caregiving (β = .410, p < .001) indicating that SSPs 

with higher perceived social support reported positive appraisals of caregiving. Similarly, the 

appraisal of caregiving was found to be positively associated with the empowerment (β = .574, p < 

.001), indicating that SSPs with a more positive appraisal of caregiving felt more empowered and 

therefore felt more in control of the caregiving processes. 

 

Figure 2 Final model (Includes significant pathways only). 

On examining the indirect paths and because direct effects remained significant, appraisal of 

caregiving was noted to be a significant partial mediator between perceived social support and 

depression (Sobel test statistic = -3.26, p < .001) and between perceived social support and 

empowerment (Sobel test statistic = 4.721, p < .001).  

4. Discussion and Implications 

The results of this study reassert the idea of linked lives [8] and concur with findings of Altman 

and Blackwell [5], Fujiura et al. [51], and the Easter Seals survey [52] - the majority of SSPs in our 

sample lived with or near to their siblings. While the amount of care provision varied, it was 

equivalent to a part-time job (M = 17.7 hours per week, SD = 8.7). The commitment to reside close 

to one’s brother/sister with IDDs implies adult life interdependencies among adult sibling 

relationships, although, for some siblings, especially those who are younger, it can be 

circumstantial rather than an intentional choice.  
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The significant positive correlations between perceived social support and empowerment are 

unsurprising and are consistent with the recommendations of Kuhn et al. [53]. Chronic stress can 

result in feelings of loss of control over life events, and social support can help to reclaim that 

control by reducing feelings of isolation, providing opportunities for positive interactions, tangible 

help and respite, and providing broader focus on the stressor. Thus, SSPs may benefit from a 

network of individuals who can be part of their support group. In addition, future research may 

further help to identify the impact of levels/types of perceived social support on various aspects of 

empowerment. 

The significant inverse relationship between perceived social support and depressive symptoms 

is similar to research in related areas [32, 33], suggesting that social support is correlated with 

positive appraisals of caregiving and positive mental health [30]. This study suggests that one’s 

appraisal of the caregiving situation shapes sibling experiences in ways that can promote or 

detract from well-being. Because appraisal is essentially a cognitive proposition, it is open to 

intervention; as a consequence, this finding has important implications for the development of 

formal and informal interventions and support systems for caregivers [9, 27] As Park [41] suggests, 

approaching stressful events as a challenge and learning opportunity can lead to positive 

outcomes such as personal and psychological growth and a higher sense of empowerment. The 

association between negative appraisal of caregiving and empowerment in this study is consistent 

with Park’s findings and underscores the notion that the meaning one makes of caregiving 

influences empowerment (and presumably efficacy).  

The associations between social support, appraisal of caregiving, and depressive symptoms, 

and social support, appraisal of caregiving, and empowerment underscore the need to strengthen 

support programs and policies for the SSPs of individuals with IDDs. Researchers have found that 

most SSPs feel unprepared and anxious about caregiving responsibilities [54] and need assistance 

with providing daily care [27]. Affiliation with support groups is associated with a positive 

appraisal of caregiving and lower depressive symptoms [39]. Therefore, formal support systems 

(e.g., residential programs, health care providers and more) should consider adopting universal 

approaches to partnering with and strengthening evidence based adaptive coping [21] among all 

family members especially siblings and become beneficiaries of Lifespan Respite Care Act, the 

Family Medical Leave Inclusion Act, the Community Choice Act, and caregiver tax credits [11] .  

 In the absence of formal support systems, caregiving stress may extend beyond what is 

appraised as reasonable by SSPs, and negative outcomes may be more likely [9, 11].  

5. Limitations and Next Steps  

The current study has some limitations. First, as a cross-sectional study, the purpose of the 

study was to provide a snapshot of variables associated with depression and empowerment as 

potentially mediated by caregiving appraisals. Because the responses were collected through a 

survey that occurred at a single point in time, the sequence of events causality/directionality 

cannot be inferred. Second, the cross section is a relatively small, homogenous sample of SSPs, 

and their lack of diversity (age, race) echoes in a different vein the concern of Farrell et al. [1] over 

the “mismatch when demography is considered.” Third, the online nature of the survey may have 

excluded subsets of the population that are not connected to the Internet [2]. Fourth, most of the 

SSPs were recruited through various local, state, and federal organizations. Therefore, the SSPs 
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who participated may have stronger social support systems compared to SSPs in general. Finally, 

even though the study enabled a framework to examine issues such as SSPs perceptions of social 

support, demands, appraisal of caregiving, depressive symptoms, and sense of empowerment, still 

there are many unanswered questions which may have implications for future research. Tables 3 

and 4 suggest significant relationships between variables and therefore in-depth analysis of the 

following research questions is needed. For example, what are the age-based, SES, race-based, 

and type of caregiving based (physical, emotional, & financial) differential outcomes for SSPs? 

What are the positive aspects of caregiving and how do they influence the experience of SSPs? 

What are the social, economic, systemic, family, and individual factors that influence the adaptive 

coping of SSPs and their families? In the light of inadequate annual spending for family support of 

an individual with IDDs, raising above questions are warranted.  

We find model fit to be adequate; however, the fit can be substantially improved with 

theoretically sensible modifications such as the inclusion of covariance paths between perceived 

social support and empowerment, depression and empowerment, and perceived social support 

and depression instead of direct pathways. 

We concur with the suggestions of other scholars [27] regarding the need to more closely 

examine the caregiving factors associated with well-being and encourage the development and 

provision of formal and informal supports to maintain these roles. The commitment of sibling care 

providers and the relative cost of inadequate support of their efforts may be sufficient justification 

for additional attention to research and practice. Further, the extent to which sibling efforts 

reduce publicly funded costs of care and enhance the quality of life among individuals with IDD 

provides a compelling rationale to invest further in understanding and supporting their resilience 

in the face of adversity.  
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