
Background

Supporting People with Developmental Disabilities:
The Importance of Caring for the Country's
Caregivers

“There are only four kinds of people in the world: those
that have been caregivers, those that are caregivers,
those who will be caregivers, and those who will need
caregivers.”— Rosalyn Carter   

Based on 2015 data, 71% of individuals with
developmental disabilities resided with a family
caregiver, and 24% of these caregivers were 60 years old
or older.   Given increased longevity among people with
developmental disabilities and aging concerns amongst
their caregivers, it is important to acknowledge
caregivers’ physical, mental, and social health outcomes
to understand the current strengths and limitations of
services for people with developmental disabilities, future
directions and service models, and ways that Local
Health Departments (LHDs) may support caregivers to
better serve those with developmental disabilities.

LHD Resources to Support
Caregivers’ Physical Health

Outcomes

Adaptiveequipmentcorner.com     is a
website devoted to making caregiving safer
and easier via instructional videos on a
variety of topics like shower safety and
product demonstrations. LHDs may also
consider the development of programs
including occupation therapists and
physical therapists to help demonstrate
safety techniques for supporting people with
developmental disabilities.

Self-directed services may provide a
caregiver with personal choice and control
over the delivery of services that their state
plan provides. For example, caregivers
may train and supervise staff they hire,
often other family members, to assist with
daily caregiving activities and recreational
supports for individuals with
developmental disabilities. A service plan,
including a budget, is determined, and a
support broker oversees the financial
aspects of paying for this care.
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Caregiver Physical Health Outcomes

One-quarter of all caregivers report that being a
caregiver worsens their health.   Individuals with more
severe disabilities and motor difficulties also have
significantly low bone quality,   and may require greater
caregiver support.   

As such, caregivers often suffer from muscle
strain and injury from caregiving activities as
well as neglect of their own health, such as
maintaining a healthy diet and physical
activity.   According to the AARP Public Policy
Institute,   family caregivers provided 36 billion
hours of unpaid care in 2021, equivalent to a
value of $600 billion.
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Family caregivers provide necessary support for older
adults and adults with chronic conditions or other
disabilities.   Developmental disabilities are chronic
disabilities that may be intellectual, physical, or both.
They are diagnosed before age 22 and may include visual
or hearing impairments, Fragile X syndrome, and
cerebral palsy.  Individuals with developmental
disabilities requiring higher levels of support often place
greater demands on caregivers to manage their daily
activities and communication needs.
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Making Caregiver Safety a Priority

Promote Caregiver Self-Directed Services



Family caregivers provided 36
billion hours of unpaid care in
2021, equivalent to a value of

$600 billion.

Caregiver Mental Health Outcomes

Parents of adults with developmental disabilities
must sometimes provide caregiving for one or more
additional family members. This compounded
caregiving may increase a caregiver’s stress,
particularly with the perception of their ability to
provide adequate care.   Caregivers are diagnosed
with depression more frequently than non-
caregivers, with female caregivers reporting more
depression than male caregivers.   Caregiver stress
is often increased due to greater health needs
among people with developmental disabilities as
they age. For example, Alzheimer’s dementia is
common in older adults with Down syndrome.
Caregivers are at risk for mental distress, including
anxiety that can be greater than that experienced
by their loved ones.

LHD Resources to Support
Caregivers’ Mental Health

Outcomes

Charting the LifeCourse 
Charting the LifeCourse is a series of tools
from the LifeCourse Nexus Training and
Technical Assistance Center through the
University of Missouri. People with
developmental disabilities, caregivers, and
referral staff may use these tools to
articulate needs by exploring supports and
services, sharing ideas, problem solving,
and accomplishing goals.

Alzheimer’s Disease & Down Syndrome: A
Practical Guidebook for Caregivers 
This guidebook was created by The
National Down Syndrome Society, in
partnership with The National Task Group
on Intellectual Disabilities and Dementia
Practices and the Alzheimer’s Association. It
provides education on the progression of
Alzheimer’s disease and what to expect,
community resources, how to engage as a
caregiver at the early, middle, and late-
stage progression of this disease, and
preservation of a caregiver’s own self-care.

Family Caregiver Support Programs 
The National Family Caregiver Support
Program (NFCSP) provides grants to states
and territories to pay for services that assist
caregivers caring for older adults in their
homes. Services include counseling and
training to reduce caregiver stress, anxiety,
and depression.

Caregiver Mental Health Pulse Check
Campaign 
The National Alliance for Caregiving is
examining the mental health of family
caregivers to facilitate policy efforts to
support family caregivers. Family caregivers
are encouraged to share their experiences
by calling the number provided within the
campaign site. Crisis counselors are also
available by texting TOUGH to 741741.
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Caregiver Social Health Outcomes

When looking at family caregivers of children with
autism, family caregivers report less time spent
with family, friends, and spouses.    Increased levels
of social support are associated with higher
resilience, which helps to reduce mental health
symptoms.     It is also important to note the
positive effects of caregiving. For many caregivers,
supporting or assisting others may be as beneficial
to health as receiving support. 

LHD Resources to Support
Caregivers’ Social Health

Outcomes

Caregivers Connect: In this support
group, members often post useful
resources for caregivers caring for
people with a variety of disabilities.
Working Daughter: This support group
consists of a community of women that
are balancing a career with caregiving
responsibilities. 
Alzheimer’s and Dementia Caregiving
Center: Here you can find supports that
are the closest in proximity to where you
live. Support groups are available for
both caregivers caring for people with
Alzheimer’s dementia as well as those
who have this disease.  
The Sibling Leadership Network:This
network provides siblings of individuals
with developmental disabilities
information to support their loved ones.
They have chapters in many states
under a variety of individualized names.
For example, the Florida chapter is
known as the Florida Sibling Alliance and
the New York chapter is referred to as
Sibs NY.

Assist Caregivers in Locating Support
Groups

Faith-Based Community Networks: Many
caregivers receive a variety of supports
within churches and other faith-based
communities.

Encourage Workplace Flexibility for
Caregivers 
Encouraging workplace flexibility for
caregivers is a benefit for both caregivers
and employers given the increases in labor
shortages. It assists caregivers in managing
financial responsibilities and allows for the
socialization that comes with working with
others. The New York State Office for the
Aging (NYSOFA) and the New York State
Department of Labor (DOL) developed the
Caregiver Guide for Businesses based on the
Minnesota Board on Aging’s Resource Guide
for Employers. 

Promote Attainment of Caregiver Goals
Continuing education is goal of many
caregivers. Cariloop’s Caregiver Scholarship
supports primary caregivers with low
incomes who wish to pursue higher
education and serve their communities.

Caregivers have an enormous impact on the
health of people with disabilities and other health
conditions. Healthy People 2030 focuses on
methods that parents and caregivers can utilize
to keep the people they provide care and support
for and themselves healthy.    LHDs and other
service providers should consider caregivers’
physical, mental, and social health outcomes as
they may have a direct impact on the care and
quality of life of individuals with developmental
disabilities. LHDs and other service providers may
incorporate the resources provided within this
discussion to support caregivers within their
caregiving journeys.

Additional Resources 
Home and Community-Based Services 
Positive Aspects of Caregiving: Rounding
out the Caregiver Experience
15 Best Books for Caregivers
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https://www.medicaid.gov/medicaid/home-community-based-services/index.html
https://www.medicaid.gov/medicaid/home-community-based-services/index.html
https://onlinelibrary.wiley.com/doi/10.1002/gps.561
https://www.caringbridge.org/resources/books-for-caregivers/?gclid=Cj0KCQiA6fafBhC1ARIsAIJjL8lIBYDB50U61uc5cF8-Quyni8M3wi_y0iBNDaKIqo_xtcFmQdJ9XwEaAiUKEALw_wcB&gclsrc=aw.ds


References

1. The Carter Center. Written Testimony of Former First Lady Rosalynn Carter Before the Senate Special
Committee on Aging. https://www.cartercenter.org/news/editorials_speeches/rosalynn-carter-
committee-on-aging-testimony.html. May 26, 2011. Accessed February 16, 2023. 

2. Family Caregiver Alliance. Definitions. https://www.caregiver.org/resource/definitions-0/. Accessed
February 16, 2023.

3. Eunice Kennedy Shriver National Institutes of Child Health and Human Development. Intellectual and
developmental disabilities (IDDs): Condition information. [Fact sheet].
https://www.nichd.nih.gov/health/topics/idds/conditioninfo. Reviewed November 9, 2021. Accessed
February 17, 2023.

4. Hughes, RP, Redley, M, & Ring, H. Friendship and adults with profound intellectual and multiple
disabilities and English disability policy. J Policy Pract Intellect Disabil. 2011;8:197-206.
https://onlinelibrary.wiley.com/doi/10.1111/j.1741-1130.2011.00310.x

5. Braddock, DL, Hemp, RE, Tanis, ES, Wu, J, & Haffer, L. State of the States in Intellectual and
Developmental Disabilities, 11th Ed. American Association of Intellectual and Developmental Disabilities;
2017.

6. AARP and National Alliance for Caregiving. Caregiving in the United States 2020. Washington, DC:
AARP. May 2020. https://doi.org/10.26419/ppi.00103.001. Accessed February 18, 2023.

7. Sakai T, Shirai T, & Oishi T. Bone quality in adults with severe motor and intellectual disabilities. J
Rehabil Med. 2021;53(2):jrm00152. https://doi.org/10.2340/16501977-2789.

8. Grady, PA, & Rosenbaum, LM. The science of caregiver health. J Nurs Scholarsh. 2015;47:197-199.
https://doi.org/10.1111/jnu.12137

9. Reinhard S, Caldera S, Houser A, & Choula R. Valuing the Invaluable 2023 Update: Strengthening
Supports for Family Caregivers. Washington, DC: AARP Public Policy Institute. March 8, 2023.
https://doi.org/10.26419/ppi.00082.006. Accessed March 23, 2023.

10. Adaptive Equipment Corner. https://adaptiveequipmentcorner.com. Accessed February 22, 2023. 

11. Medicaid.gov. Self-Directed Services. https://www.medicaid.gov/medicaid/long-term-services-
supports/self-directed-services/index.html. Accessed February 23, 2023.

12. Lunsky, Y, Robinson, S, Blinkhorn, A, & Ouellette-Kuntz, H. Parents of adults with intellectual and
developmental disabilities (IDD) and compound caregiving responsibilities. J Child Fam Stud.
2017;26:1374–1379. https://doi.org/10.1007/s10826-017-0656-1.

13. Litwin, H, Stoeckel, KJ, & Roll, A. Relationship status and depressive symptoms among older co-resident
caregivers, Aging Ment Health. 2014;18(2),225-231. https://doi.org/10.1080/13607863.2013.837148.



14. National Down Syndrome Society. Alzheimer’s Disease and Down Syndrome: A Practical Guidebook for
Caregivers. 2018. Accessed February 23, 2023. https://ndss.org/resources/alzheimers-disease-down-
syndrome-practical-guidebook-caregivers.

15. Nipp RD, El-Jawahri A, Fishbein JN, et al. Factors associated with depression and anxiety symptoms in
family caregivers of patients with incurable cancer. Ann Oncol. 2016;27(8):1607-1612.
doi:10.1093/annonc/mdw205.

16. Charting the Lifecourse Nexus & Curators of the University of Missouri. What Can Charting the LifeCourse
do for You? Accessed February 24, 2023. https://www.lifecoursetools.com/2020

17. Administration for Community Living (ACL). National Family Caregiver Support Program. Updated
February 15, 2023. Accessed February 24, 2023. https://acl.gov/programs/support-caregivers/national-
family-caregiver-support-program

18. National Alliance for Caregiving (NAC). Caregiver Mental Health Pulse Check Campaign. Accessed
February 24, 2023. https://www.caregiving.org/caregiver-mental-health-pulse-check-campaign/

19. Marsack CN, Perry TE. Aging in Place in Every Community: Social Exclusion Experiences of Parents of
Adult children With Autism Spectrum Disorder. Res Aging. 2018;40(6):535-557.
https://journals.sagepub.com/doi/10.1177/0164027517717044.

20. Tyler CM, Henry RS, Perrin PB, et al. Structural equation modeling of Parkinson's caregiver social support,
resilience, and mental health: A strength-based perspective. Neurol Res Int. 2020;2020:7906547.
doi:10.1155/2020/7906547.

21. Brown SL, Nesse RM, Vinokur AD, Smith DM. Providing social support may be more beneficial than
receiving it: results from a prospective study of mortality. Psychol Sci. 2003;14(4):320-327.
https://doi.org/10.1111/1467-9280.14461.

22. Caregivers Connect. Accessed February 24, 2023.
https://www.facebook.com/groups/CaregiversConnect/ 23. Working Daughter. Accessed February 24, 2023.
https://www.facebook.com/groups/workingdaughter/

23. Working Daughter. Accessed February 24, 2023. https://www.facebook.com/groups/workingdaughter/

24. Alzheimer’s Association. Support Groups. 2023. Accessed February 24, 2023.
https://www.alz.org/events/event_search?etid=2&cid=0#chapter

25. Sibling Leadership Network. Welcome to the Sibling Leadership Network. 2023. Accessed February 24,
2023. https://siblingleadership.org.

26. The New York State Office for the Aging (NYSOFA) and the New York State Department of Labor (DOL).
Caregiver Guide for Businesses 2022. Caregivers in the Workplace: Finding Balance for your Employees.
2022. Accessed February 24, 2023. https://aging.ny.gov/system/files/documents/2022/07/caregivers-in-
workplace-guide-2022.pdf.

References



27. Bold.org. Cariloop’s Caregiver Scholarship. 2023. Accessed February 24, 2023.
https://bold.org/scholarships/cariloops-caregiver-scholarship

28. U.S. Department of Health and Human Services & The Office of Disease Prevention and Health
Promotion (OASH). Healthy People 2030. Parents or Caregiver Objectives. Accessed February 24,
2023. https://health.gov/healthypeople/objectives-and-data/browse-objectives/parents-or-
caregivers

References

Acknowledgments

This fact sheet was made possible through support from the Centers for Disease Control and
Prevention, Cooperative Agreement #5NU38OT000306-05-00. NACCHO is grateful for this support.
Its contents are solely the views of the authors and do not necessarily represent the official views of
the sponsor. NACCHO thanks 2023 Health and Disability Fellow Valerie Perkoski, MS, RD, for her
contributions on this fact sheet.

FOR MORE INFORMATION
To learn more about NACCHO’s health and disability program, visit
https://www.naccho.org/programs/community-health/disability.

For additional resources about   NACCHO’s disability fellowship and initiatives, contact Uyen 
Tran, MPH, Program Analyst for Health and Disability, at utran@naccho.org or Sara Lyons, MPH, 
Senior   Program Analyst, at slyons@naccho.org.


