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105 Million
American adults provide unpaid care to an adult family 

member/friend

(RAND, 2024)

Key Numbers

11 Million 
Caring for 

PLWD
18 Billion 

Hours
Valued at 

$350 Billion

(Alzheimer’s Association, 2023)

PLWD=person living with dementia
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There are only four kinds of 

people in the world—those who 

have been caregivers, those who 

are currently caregivers, those 

who will be caregivers, and those 

who will need caregivers.

—Rosalynn Carter, Former First Lady of the US

Words Matter
Emergency Contact
Conveys to healthcare providers/emergency services who should 

be contacted in medical or mental health crisis

Support Person or Care Partner
Conveys people are working together to enhance care

Caregiver
Conveys someone is giving care and PLWD is more dependent

(Stall et al., 2019)
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Term to Avoid

Informal Caregiver

Can be insulting and invalidating, 

demonstrating that care is not 

complex 

(Stall et al., 2019)

A Public Health Crisis
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Caregiving Themes
◸ Caregivers often fulfill multiple caregiving roles across their lives

◸ The caregiving experience wears on people over time, leading to

adverse psychosocial and physical health outcomes

◸ Caregivers and care recipients each have goals that affect the

approach to care, and these can be aligned or not; they can also

change over time

◸ Transition periods increase the strain on caregivers and affect the

experience

◸ The health care system and related services are highly fragmented,

difficult to navigate, and result in significant disparities

(Rosalyn Carter Institute for Caregivers, Inc. & Duke University, 2024)

Factors That Affect Experiences
(Rosalyn Carter Institute for Caregivers, Inc. & Duke University, 2024)
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Stressors of Caregiving
(National Academies of Sciences, 

Engineering, and Medicine, 2016)

Phases of Caregiving

Crisis
Aging out of a 

System

Condition Becomes 

Unmanageable for 

Caregiver

Setting Change End of Life/Hospice
Beginning 

Treatment

Adjusting to a New 

Diagnosis
Recovery

(National Academies of Sciences, 

Engineering, and Medicine, 2016; Gitlin & 

Wolff, 2012)
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Goals of Caregiving

Adjust to a 

New Normal

Prevent a 

Crisis

Prepare for 

Independence

Stable Illness 

Management

Maintain 

Independence

Good Death

Case Study: Dale and Dawn
• Dale discharged home from hospital following a

knee replacement

• Experiencing changes in memory and difficulty

completing daily activities

• Dawn feels overwhelmed with increasing

caregiving tasks

• Dale falls at home 29 days after discharge while

walking to the bathroom

• Readmitted to hospital
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Could Dawn's identification and assessment 
have led to tailored training and the 

implementation of resources to optimize 
Dale’s home care?

Would Dawn’s training have altered Dale’s 
short- and long-term care trajectory?

Targets to Improve Caregiver/Care 
Partner Integration

Provider Training

Reimbursement and 
Financing

Identification and 
Assessment

Caregiver/Care 
Partner Training

(Riffin et al., 2022)
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Outreach Inclusion Services Finances Data

Policy Examples

‘Caregiver-friendly policies’

• Shopping discounts

• Inclusive advertising

‘Standardized caregiving questions’

• Caregiving resource hub

• Evidence-based interventions

• www.wisconsincaregiver.org

Goal 1: Outreach Goal 5: Data
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◸ State: Caregiver Advise Record

Enable (CARE) Act (law in 45 states

and territories)

◹ Ask the patient on admission

about caregiver

◹ Notify the caregiver of

discharge

◹ Provide caregiver training

Target 1: Identification

(Leighton et al., 2020; Lee et al., 2023; Griffin et al., 2024; AARP, 2014)

◸ Tools

◹ Care Partner Hospital

Assessment Tool

(CHAT)

◹ Dementia Care Partner

Hospital Assessment

Tool (DCHAT)

Target 2: Assessment

(Fields et al., 2023)

(Fields et al., 2024)
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Supporting Work

Participant Satisfaction

Right length Helpful Feasible

100%70%73% 90%

Overall
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(https://www.caregiver.org/uploads/legacy/pdfs/SelCGAssmtMeas_ResInv_FINAL_12.10.12.pdf) 

(Feinberg, 2014; National Alliance for Caregiving, 2021; Straus et al., 2011)
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◸ Mayo and VA Caregiver Support

Programs

◸ Interprofessional

◸ Occur throughout the patient’s hospital

stay (if possible)

◸ Multi-modal learning

◹ Written, teach back, audio

◸ Tailored to include diverse content

areas that address unmet needs

◸ Document!

Target 3:
Caregiver/Care Partner Training

(Griffin et al., 2024; Van Houtven et 

al., 2019)

(Carbery et al., 2021)

Evidence-based Trainings/Programs
◸ Skills2Care® (Gitlin et al., 2005)

◸ Best Practice Caregiving Database
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◸ CME courses, in-services

◸ Curriculum development

◸ Accreditation standards

Target 4: Provider Training

(Harvath, 2023)

Example: Occupational Therapy 2023 Standard B.3.19 
(Teaching -Learning Process and Health Literacy) 

“To instruct and train the client, caregiver, family, 
significant others, and communities at the level of the 
audience.”

(University of Alberta, 2023)

◸ NEW! CMS billing codes

◹ Effective January 1, 2024

◹ Allows physicians and other qualified

health care professionals to provide

training for caregivers of patients

(97550-97552)

◸ NEW! CMS approved 2025 Age-friendly

Hospital Measures

◹ Medicare’s Hospital Inpatient Quality

Reporting Program

◺ Assess social vulnerability

(e.g., caregiver stress)

Target 5: Reimbursement and Financing

(The John A. Hartford Foundation, 2024)

https://www.caregiving.org/

wp-

content/uploads/2021/12/N

AC_CaringForCaregiver_P

aper_121221.pdf
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Moving Towards 
Caregiver-Centered 

Care
(Parmar, 2019; Fields et al. 2024)

Positive Implications for Caregiver-Centered Care

Improve Health and 

Service Utilization 

Outcomes

Provide Tools to 

Support System 

and Clinical 

Decision Making

Champion 

Caregiving 

Policy

Recognize 

Caregivers
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Dale, Dawn, and Chichi

1.Point your camera at the code.

2.When your camera scans the
QR code, you'll see an icon or
web address on your screen near
the code.

3.You'll go to the associated
website via your phone's web
browser, which should launch
automatically.
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Thanks!

(608) 263-7975

ghsrl@education.wisc.edu

Follow us @ Geriatric Health Services 

Research Lab

Follow us @Fields_Lab

Check out our website

for more information!

Slide template from Slidesgo.com
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