SIBLINGE3
LEADERSHIP

NE TWORK

Siblings of People with Disabilities

Why are sibs important?

e Siblings often have the longest-lasting familial relationships.

e Many of the estimated 3.5 million individuals with developmental disabilities (I/DD) in
the United States have brothers and sisters.

Family caregivers:

e Family caregivers are the largest source of long term care services in the U.S; from 2000
to 2015, the number of family caregivers is estimated to increase by 80%.

In the US, 72% of people with I/DD live with their families and, in 25% of these homes,
the caregivers are older than 60 years of age.

Sibling roles:

e Siblings often become the next generation of caregivers when parents are unable to
provide care. Frequently, the oldest female sibling becomes the caregiver.

Most siblings anticipate fulfilling greater supportive and caregiving roles.

The peer nature of the relationship makes siblings uniquely positioned to support their
brothers and sisters with disabilities to lead self-determined lives. This support can
include many areas such as employment, voting, transportation, relationships and
sexuality, healthcare, housing supports, and more.

Even though siblings have unique roles and are likely future caregivers, the needs and
perspectives of siblings are often overlooked. By addressing the needs of siblings, their
brothers and sisters with disabilities will have better outcomes.

Siblings often juggle the caregiving of their aging parents, their own children, as well as
their brothers and sisters with disabilities.

Sibling Needs:

e While support programs and services have been developed for individuals with 1/DD and
their parents, supports for siblings have been limited.

There is a specific need for information on future planning. Future planning is critical
because it helps start an important dialogue among families and helps break up the
planning process into manageable steps. Future planning programs should include both
the siblings with and without disabilities in the entire process.




