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Established in 1996, the Alliance is a non-profit 
coalition of national organizations focusing on 
advancing family caregiving through research, 
innovation, and advocacy.  

 Nearly 60 organizational members, including non-
profits, corporations, and federal agencies 

 Advocacy network of 80+ state/local caregiving 
coalitions and caregiver advocates 

 Secretariat for the International Alliance of Carer 
Organizations  

 

 



 Conducted with the Alzheimer’s Association and 
supported by Home Instead Senior Care & Eli Lilly   

 Secondary analyses of the nationally representative 
study, Caregiving in the U.S. 2015, comparing 372 
dementia caregivers to 963 non-dementia caregivers 

 Respondents indicated that that Alzheimer's disease, 
dementia, or other “mental confusion” was the 
problem or illness requiring care  

 Research recommendations draw from research 
findings and existing gaps 
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Dementia 
Caregiving in 
the U.S.  National Alliance for Caregiving in partnership with the Alzheimer’s Association, Dementia Caregiving in the U.S. (February 2017) 

available at www.caregiving.org/research/condition-specific. See also, Dementia Caregiving in the U.S.: Research 
Recommendations (October 2017), at www.caregiving.org/research/condition-specific.  
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National Alliance for Caregiving & AARP, Caregiving in the U.S. (2015), caregiving.org/caregiving2015 and see also, Cancer 
Caregiving in the U.S. (2016) and Dementia Caregiving in the U.S. (2017), caregiving.org/research/condition-specific. 

*Indicates statistically significant difference when compared to all caregivers.  

Caregiving Activity  
All Caregivers 

(n=1,248) 

Cancer 
Caregivers 

(n=111) 

Dementia 
Caregivers 

(n=372) 

Communicating with healthcare professionals (doctors, 
nurses, social workers) about his/her care 66%  82%* 80%* 

Monitoring severity of recipient’s condition to adjust 
care accordingly 

63% 76%* 79%* 

Advocating for him/her with health care providers, 
community services, government agencies 

50% 62%* 65%* 

Caregivers Provide Care Within Health & LTSS Systems 

http://www.caregiving.org/caregiving2015
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“Unpaid 
care” has a 
societal and 
personal  
cost 

• Nearly 44 million people are family caregivers  

• $470 billion: The estimated value of family 
caregivers’ unpaid service to care for an adult, more 
than total Medicaid including both federal/state 
healthcare and LTSS ($449 billion)  

• $33.6 billion annually: Estimated lost productivity in 
the workforce due to the impact of caregiving 

• Individuals spend nearly $7,000 out-of-pocket to pay 
for care; those caring for older adults lose $300,000 
in forgone retirement and Social Security income  
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NAC and AARP: Caregiving in the U.S. 2015 at www.caregiving.org/caregiving2015; AARP: Valuing the Invaluable 2015 at aarp.org/ppi/info-
2015/valuing-the-invaluable-2015-update.html; NAC: The MetLife Caregiving Cost Study: Productivity Losses to U.S. Businesses at 
www.caregiving.org/pdf/research/Caregiver%20Cost%20Study.pdf ;  AARP Out-of-Pocket Costs at www.aarp.org/caregivercosts; NAC: 
Double Jeopardy at http://www.caregiving.org/wp-content/uploads/2011/06/mmi-caregiving-costs-working-caregivers.pdf  
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Promising 
Policy 
Initiatives 

Federal “Wins”:  

• RAISE Family Caregivers Act (2018) (P.L.115-119)  

• FY2018 Budget: Lifespan Respite Care program 
increases by $700,000 for a total of $4.1 million (a 
20.6% increase) and the National Family Caregiver 
Support Program increases by $30 million for total of 
$180.6 million (a 19.9% increase). 

State Momentum:  

• Care, Advise, Record, and Enable (“C.A.R.E. Act”) for 
hospital discharge passed in 39 states  
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Paid Family 
and Medical 
Leave is  
a Public-
Private Issue 

• Proposed Federal Legislation on Family Leave 

• FAMILY Act (S. 337/H.R. 947) 

• Tax credits bills, i.e. Workflex in the 21st Century Act 
(H.R. 4219) and Strong Families Act (S. 1716/H.R. 3595) 

• Senator Marco Rubio/Ms. Ivanka Trump?  

• State Laws: CA, NJ, RI, NY, DC, WA 

• Employer Support 

• Companies like Facebook, Deloitte, Wells Fargo, Adobe 

• Benefits vary – not always available for elder/disability 
care or for relationships outside of immediate family 
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RAISE Family 
Caregivers Act 
(Public Law 
No: 115-119) 

 First introduced in 2015; signed into law 
January 2018 

 Similar in concept to NAPA—creating a national 
Caregiving strategy with input from a national 
Advisory Council 

Definition: Family member or other individual 
who has a significant relationship with and who 
provides a broad range of assistance to 
individual who has a chronic condition, 
disability, or functional limitation. 

No new funding 

From https://alzimpact.org/priorities/research  

https://alzimpact.org/priorities/research


RAISE Act: 
Plan Areas 
of Focus 

 The plan identifies actions that feds, state/local 
govts, communities, healthcare and LTSS providers 
can take: 

 greater adoption of person and family-centered care 

 assessment and service planning, including care 
transitions  

 info, education & training on hospice, palliative care 
and advance care planning 

 respite 

 financial security and workplace issues 

 delivery of services based on performance and mission 
and eliminating redundancies 

 

From https://alzimpact.org/priorities/research  

https://alzimpact.org/priorities/research


RAISE Act: 
Strategy 
Report Will 
Include 

Best practices and inventory of federal 
programs 

New developments, challenges and 
solutions 

Review of programs and recommendations 
to improve implementation  

Evaluation of how caregiving impacts 
Medicare, Medicaid, and other federal 
programs 
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RAISE Act: 
Advisory 
Council 

15 non-federal 
representatives; at least 
one in each category: 

 caregiver 

 older adult needing LTSS 

 person with disability 

 healthcare and social 
service provider 

 LTSS provider 

 employer 

 paraprofessional worker 
    

 
 

 state and local officials 

 accreditation bodies 

 military Veterans 

 experts and advocacy 
orgs 

 
And Feds:  CMS, ACL, VA, 
etc. 
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National 
Strategy 
Impact? 

From https://alzimpact.org/priorities/research  

https://alzimpact.org/priorities/research


Thank 
You!  

National Alliance for Caregiving 
C. Grace Whiting, J.D.  

Email: grace@caregiving.org 

Phone: 301-718-8444  

Online: Caregiving.org 

Twitter: @NA4Caregiving @CGraceTweet 

Facebook: @NA4Caregiving 
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