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Objectives
• Describe the most pressing needs of caregivers for people 

living with serious illness

• Describe the relationship between palliative care  and 
improved caregiver experience

• Identify opportunities to support caregiver policy initiatives
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Audience Question

How do you support caregivers in your 
daily practice? 

(Share in the chat!)
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A private philanthropy 
based in New York City, 
established by family 
owners of the A&P 
grocery chain in 1929
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Mission & Priorities
D E D I C A T E D  T O  I M P R O V I N G  T H E  C A R E  O F  O L D E R  A D U L T S

PRIORITY AREAS
Age-Friendly

Health 
Systems

Family
Caregiving

Serious Illness 
& 

End of Life
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JAHF Serious Illness Grantmaking 

Promotes care that preserves dignity and 
honors the wishes of older adults and their 
families by: 

• Increasing access to palliative care

• Developing approaches for preparing 
the health care workforce

• Fostering communication and 
community-based solutions while 
informing public policy
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Our grantmaking:
→ Improves ability to support 

caregivers
→ Raises awareness to drive change
→ Creates large-scale change in 

partnership with national efforts

JAHF Family Caregiving 
Grantmaking
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What is palliative care?
An interdisciplinary team-based specialty that:

• Provides an added layer of support for relief of 
pain, symptoms, and stresses of  serious illness

• Focuses on patient and family quality of life 
alongside curative or life-prolonging treatment:

ü Curable illness
ü Chronic illness
ü Progressive/terminal illness
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Thank You!

W W W . J O H N A H A R T F O R D . O R G

S c o t t . B a n e @ j o h n a h a r t f o r d . o r g



Family Caregiver 
Perspective

Jonathan Cottor, MBA, MPH
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ncppch.org
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January 23, 2002
Ryan and Big Brother Ethan 

9 mos.
Ryan at 17 years
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1982
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Why So Few Homes?

Unclear Licensing Lack of Funding

• The system is designed for adults

• No clear licensing for children’s 
programs

• Existing houses run mostly on 
philanthropy donations

• No appropriate Medicaid 
reimbursement
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7 Existing

+ 17 Emerging

+13
Beginning

= 37
25 States



The Intersection 
between Palliative Care 

and Caregiving
Stacie Sinclair, MPP
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Caregiver Profile
• Approx. 48 million family 

caregivers in U.S.; avg. 18 
hours of care per week

• Tremendous diversity, with 
implications for care 
experiences and support 
needs

https://www.aarp.org/pri/topics/ltss/family-caregiving/valuing-the-invaluable-2015-update/
AARP Public Policy Institute

https://www.aarp.org/pri/topics/ltss/family-caregiving/valuing-the-invaluable-2015-update/
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Caregiving Responsibilities and Impact

→ Lifting
→ Bathing
→ Delivering Meals
→ Transportation
→ Handling Difficult Behaviors
→ Managing Medications
→ Navigating Family Dynamics
→ Etc.

→ Positive experiences – feeling 
of giving back, confidence in 
care quality, personal 
development, sense of 
meaning/purpose, etc.

AND ALSO
→ High Stress
→ Lost Work Hours/Job
→ Decline in Physical and Mental 

Health
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Caregiving Impact
• Informal caregiving associated with higher incidence of 

depression, anxiety, pain, hypertension, diabetes, and reduced 
QOL (Janson et al., 2022)

• Unpaid family caregivers lose $522 billion in wages annually (Chari 
et al., 2015)

• Leaving the workforce to care for a family member doubles the chances that a 
woman will end up in poverty (ASA, 2022)

• Productivity – 23.3% of ~8.8 mil caregivers reported absenteeism 
or presenteeism (Keita Fakeye et al., 2023)

• Among those affected, est. $5,600 annualized loss in productivity
• Direct economic impact to the US is $44 billion; combined with indirect climbs to $264 

billion (BCBS, 2021)
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NCP 
Guidelines

• Domain 1: Structure and Processes of Care
• Criteria 1.2.3: The initial assessment includes conversations with the 

patient, family caregivers, clinicians, and others according to the patient’s 
preferences

• Criteria 1.2.4: The initial assessment … is documented, and includes:
• (i) Social and cultural factors and caregiving support, including 

caregiver willingness and capacity to meet patient demands
• Domain 2: Physical Aspects of Care

• Criteria 2.2.7: The IDT assesses patient and/or caregiver cognitive and 
physical ability to manage medications and meet caregiving needs

• Criteria 2.3.6: Caregivers are assessed, trained, and supported to provide 
safe and appropriate care to the patient, including medication 
administration, safe transfers, and use of medical equipment

• Etc.
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Palliative Care Supports Caregivers by:

• Ensuring the caregiver 
stays informed

• Providing useful tools and 
resources

• Helping manage stress

26
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Palliative Care Impact for Caregivers

• Statistically significant effect on overall caregiver quality of 
life, mental well-being, anxiety, and depression (Chow et al., 2023)

• Early involvement of pal care led to improvement in 
caregivers’ psychosocial symptoms (El-Jawahri et al., 2017)

• Telemedicine in pal care reduced caregiving burden and 
anxiety of informal caregivers (Yang et al., 2024)
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Martha and Bernard (with Palliative Care)
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nashp.org

Supporting 
Caregivers of People 
With Serious Illness: 
A State Policy 
Perspective
July 31, 2024

Salom Teshale, Senior Policy Associate
Aging and Disability Team

steshale@nashp.org 

mailto:steshale@nashp.org
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About NASHP

The National Academy for State Health 
Policy (NASHP) is a nonpartisan 
organization committed to developing and 
advancing state health policy innovations 
and solutions. 

NASHP provides a unique forum for the 
productive exchange of strategies across 
state government, including the executive 
and legislative branches. 

30
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Why is supporting family caregivers 
important?

• 53 million family caregivers provide care in the U.S. (NAC and AARP)

• Family caregivers provide an est. $600b worth of care (AARP)

• Family caregivers support their loved ones in receiving care at home 
from people they know and trust

• Caregiver priorities: receiving training for complex care tasks, and 
information on navigating financial and health care systems (“In Their 
Own Words: Caregiver Priorities and Recommendations,” LeadingAge LTSS Center at UMass 
Boston and Community Catalyst, 2021)
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https://www.aarp.org/caregiving/basics/info-2020/unpaid-family-caregivers-report.html
https://www.aarp.org/caregiving/financial-legal/info-2023/unpaid-caregivers-provide-billions-in-care.html
https://eadn-wc03-8290287.nxedge.io/wp-content/uploads/2022/12/caregiver-priorities-and-recommendations-2.pdf
https://eadn-wc03-8290287.nxedge.io/wp-content/uploads/2022/12/caregiver-priorities-and-recommendations-2.pdf
https://eadn-wc03-8290287.nxedge.io/wp-content/uploads/2022/12/caregiver-priorities-and-recommendations-2.pdf
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What current policy activity supports family 
caregivers?
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• National activity

• The RAISE Act and the 2022 National Strategy to Support Family Caregivers

• Medicare coverage of family caregiver training 

• State policy activity

• Educational campaigns, outreach/awareness, and state task forces

• Developing caregiver training opportunities

• Respite

https://www.medicare.gov/coverage/caregiver-training-services
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Policy activity supporting family caregivers

• Educational outreach
• TX: Supportive Palliative Care webpage

• GA: What is Palliative Care? webpage

• Developing caregiver training and caregiver support opportunities
• MN: Caregiver Consultants program and caregiver training supports; Stroke 

Patient Transitions of Care Toolkit

• WI: Alzheimer’s Family and Caregiver Support Program

33

https://www.hhs.texas.gov/services/health/supportive-palliative-care
https://dch.georgia.gov/palliative-care-and-quality-life-advisory-council/what-palliative-care
https://www.dhs.state.mn.us/main/idcplg?IdcService=GET_DYNAMIC_CONVERSION&RevisionSelectionMethod=LatestReleased&dDocName=dhs-292756
https://mn.gov/board-on-aging/connect-to-services/family-caregiving/caregiver-consultants.jsp
https://www.health.state.mn.us/diseases/cardiovascular/documents/toctoolkit.pdf
https://www.health.state.mn.us/diseases/cardiovascular/documents/toctoolkit.pdf
https://www.dhs.wisconsin.gov/aging/alzfcgsp.htm


34

Policy activity supporting family caregivers

• Respite

• Washington State

• Oklahoma

34
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States with Palliative Care Information 
Programs
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Key Takeaways: Opportunities to support 
caregivers

• Assess caregivers for their needs and burden

• Provide opportunities for caregiver training

• Highlight to health care teams that the caregiver is part of the team (e.g. 
training on communicating with caregivers)

• Provide access to respite

• Provide outreach about and access to other caregiver support services 
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The National Strategy to Support 
Family Caregivers

• Released in 2022 – nearly 350 federal 
government actions, over 150 state 
and private sector actions

https://acl.gov/CaregiverStrategy
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Audience Question

What do you see as the highest priority 
area to better support the needs of 

caregivers right now?
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Questions?



55 West 125th Street
13th Floor
New York, NY 10027
347-802-6231
capc.org
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Resources/References
• https://acl.gov/programs/support-caregivers/raise-family-caregiving-

advisory-council 

• https://ryanhouse.org/ 

• https://childrensrespitehomes.org/

• https://www.johnahartford.org/

• https://nashp.org/palliative-care/

• https://supportcaregiving.org/ 

https://acl.gov/programs/support-caregivers/raise-family-caregiving-advisory-council
https://acl.gov/programs/support-caregivers/raise-family-caregiving-advisory-council
https://ryanhouse.org/
https://childrensrespitehomes.org/
https://www.johnahartford.org/
https://nashp.org/palliative-care/
https://supportcaregiving.org/
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Resources/References (cont’d)
• https://getpalliativecare.org/palliative-care-helps-the-caregiver-too/ 

• https://nashp.org/policy/aging-and-disabilities/family-caregiving/ 

• https://www.aarp.org/content/dam/aarp/ppi/2020/05/full-report-caregiving-in-
the-united-states.doi.10.26419-2Fppi.00103.001.pdf 

• https://www.aarp.org/caregiving/ 

https://getpalliativecare.org/palliative-care-helps-the-caregiver-too/
https://nashp.org/policy/aging-and-disabilities/family-caregiving/
https://www.aarp.org/content/dam/aarp/ppi/2020/05/full-report-caregiving-in-the-united-states.doi.10.26419-2Fppi.00103.001.pdf
https://www.aarp.org/content/dam/aarp/ppi/2020/05/full-report-caregiving-in-the-united-states.doi.10.26419-2Fppi.00103.001.pdf
https://www.aarp.org/caregiving/

