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Introduction
The population of adults with intellectual and 
developmental disabilities (IDD) who are 60 years or 
older is expected to increase from 641,860 in 2000 to 
1.2 million by 2030 (National Center for Family 
Support, 2000). Due to the inadequacy of adult-
disability services in the United States, siblings may 
need to provide caregiving for their loved ones with 
IDD (Krauss, Seltzer, & Jacobson, 2005). As siblings 
are the longest-lasting familial relationship, siblings 
may assume primary caregiving roles for their 
brothers and sisters with IDD. Yet most sibling 
caregiving studies only focus on siblings who 
anticipate caregiving—not siblings who are current 
caregivers (e.g., Burke et al., 2012). For this review, 
we had four research questions: 

(RQ1) How do sibling studies define sibling 
caregiving? 

(RQ2) What are the experiences of sibling 
caregivers of brothers and sisters with IDD?

(RQ3) What variables correlate with the 
expectation for sibling caregiving?

(RQ4) Aside from caregiving, what roles do 
siblings perform for their brothers and sisters 
with IDD?

Results

RQ1. Caregiving Definition

“Sibling caregiving” was defined differently across the studies. Most studies did not define caregiving and left it 
to the interpretation of the participants. Seven studies included definitions of caregiving which include a variety 
of caregiving tasks that include following: (a) co-residence, (b) residential arrangement, (c) financial 
arrangement, (d) legal guardianship, (e) interacting with service system, and (f) companionship.

RQ2. Caregiving Experiences (See Table 1)

Fourteen studies examined sibling experiences with caregiving. 

Table 1. 

RQ3. Correlates of Sibling Caregiving 

Across 16 studies, researchers identified variables associated with sibling caregiving. Correlates of sibling 
caregiving are categorized into characteristics of siblings, characteristics of individuals with IDD, and family 
characteristic. Specifically, the variables are presented in Figure 1. 

Figure 1.

RQ4. Sibling non-caregiving roles

Seven studies discussed adult sibling non-caregiving roles that are decision-maker, companion, advocates, 
and typical sibling (Bigby et al.,2015; Burke et al., 2015; Davys et al., 2016; Krauss et al., 1996; Li, 2006; 
Rawson, 2010; Rimmerman & Raif, 2001). 
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Method 

Inclusion Criteria 
(a) Published in a peer-reviewed journal; 
(b) Included empirical data; 
(c) Included typically developing adult siblings of 
individuals with IDD, older than 18 years of age; 
(d) Published between 1970 and 2016; 
(e) Conducted either in the United States or other 
countries but published in English 

Participants
A total of 4,057 adult siblings of individuals with IDD 
were included in the 33 studies. The vast majority of 
participants are female and White. Intellectual disability 
was the most common disability type. 

Methods
• Quantitative methods: 19 studies used surveys 
• Qualitative methods: 10 studies included interviews 

and 3 studies used focus group interviews
• Mixed methods: 1 study used survey and interview

Discussion
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Caregiving Rewards Caregiving Challenges
• Watching the growth of individuals with IDD
• Close sibling relationships
• Providing parents with respite

• Increased maternal well-being & health
• Enjoying their own personal growth

• Patience, Compassion, Appreciation

• Physical, economic, and emotional demands
• Balancing one’s personal life
• Addressing aging family members

• Aging parent, individuals with IDD, sibling
• Navigating the system

• Professional’s perception, 
• Conflicts between parent and sibling

The Definition of Caregiving
• Lack of agreement about the definition of 

caregiving is problematic as it is necessary to 
have an operational definition of a construct 
before one can effectively understand it.

Sibling caregiving Rewards
• Sibling caregiving rewards should be more 

examined and capitalized on, and challenges 
should be targeted for intervention.

Correlates of Sibling Caregiving
• A few correlates were reported mixed findings. 

More research is needed.

Current vs. Anticipatory Sibling Caregiver
• Most studies did not distinguish between 

current and anticipatory caregivers. However, 
there may be differences between two groups.

Adult Sibling Roles
• More research is needed to understand 

various roles of adult sibling include 
caregiving. 
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