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A national catalyst for change
— transforming how the
United States recognizes,
supports, and values family
caregivers.

30 years advancing family

caregiving

29 years of the Caregiving in the US data project
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organizations

OUR PRIORITIES
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Champion caregiver health & wellness

Put caregivers' own physical and mental
health on the national agenda.

Drive economic inclusion
Address the financial toll of caregiving
through policy and workplace change.

Foster caregiver-friendly communities

Build the local supports that let
caregivers thrive where they live.



THE SCALE

Family caregiving by the numbers.

63M+

Americans are family caregivers.
= 1in 4 adults. Up 46% since 2015.
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20% 34%

$1.01T

value of care provided annually

29%

are "sandwich" caregivers
— care for kids and adults
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27.3

hours of care per
week, on average

47%

report negative
financial impacts

Source: AARP / NAC, Caregiving in the U.S. 2025



HEALTHCARE INFRASTRUCTURE

Family caregivers are essential to healthcare delivery

559 22% 96%

of family caregivers perform receive training for these of those trained say it
medical/nursing tasks. clinical tasks prepared them well

= 32M+ people. Injections, wound care, tube feedings, vitals
monitoring, medical equipment.

Family caregivers as health navigators 5 8 % 6 2 %

Monitor condition severity 70%

of women perform medical of Black caregivers do these

o —
Communicate with health tasks vs. 51% of men tasks most of any group

professionals

64%

Advocate with providers & agencies 58% Source: AARP / NAC, Caregiving in the U.S. 2025



Poll Question

Who’s in the room?
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TRANSPLANT CAREGIVING

Caregivers are Present at Every Stage —

Essential

HHHHHH

* Caregivers influence transplant eligibility, recovery, and long-term  After loved ones’ long-awaited organ
transplants, caregivers often find

outcomes. : -
challenges are just beginning
Expected T ,
* Caregivers manage medical, logistical,and emotional n 7 g"\
responsibilities. x I & ; -

N

Under-supported

* Support systems are inconsistent and rarely focused on caregiver
needs.

To understand how transplant centers support caregivers, NAC surveyed transplant centers across the U.S.

© National Alliance for Caregiving 2026 6 ;ﬁi Egrl:I‘OCNRIheLGLII\?IN"lCé



The

TRANSPLANT CAREGIVING

works to strengthen the recognition,

inclusion, and support of family caregivers across the transplant system.

Initiated a project focused
on the needs of family
caregivers of transplant

patients/candidates

JAN 2022

{;
Trans, givin
in the for
yster

NOV 2023

Released Transplant
Caregiving in the U.S.: A Call
for System Change

© National Alliance for Caregiving 2026

Hosted first Champions in

Care Forum

AUG 2024

Released Gaps and

Opportunities: Family
Caregiver Programs in U.S.

Transplant Centers

Launched the Transplant

Caregiving Collaborative

JAN 2025
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Disparities

and Missed
Opportunities in
Support Services 2
Across U.S.
Transplant Centers

AUG 2025

Released Disparities and
Missed Opportunities in
Support Services Across

U.S. Transplant Centers

Peer Learning Network &

Transplant Caregiving Hub

PRESENT
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TRANSPLANT CAREGIVING

Caregiver Support Programs in U.S. Transplant Centers

All respondents were recruited from US transplant centers April 30 - May 18, 2024.

Director of Care%iYer Support 62 | 43%

Director:

Support Transplant Center Nurse
Staff: 26/ 18%

Programs

Psychalogist
24/ 17%

Unique Transplant Centers

| 14
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Caregiver Assessment
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Assessing Family Caregiver
Needs

Assessment is inconsistent, patient-
focused, and eligibility-driven, so
caregivers' own needs are rarely captured

* 58% have a written process
« 27% No written process
* 15% are not sure

TRANSPLANT CAREGIVING

58%

Transplant centers with a written
process to assess the support
needs of caregivers.
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TRANSPLANT CAREGIVING

Even when centers assess, they don’t address the caregiver's own
need or challenges.

Asked only of centers answering “Yes” to having a written process to assess caregivers’ needs for support
n = 82 of 143 centers

Ability to identify / respond to adverse events or emergencies | EEEEEEEEE—ER ., 3%
Nutrition/meal preparation and food safety | IEEm—S N, 0%

What transplant ,
Education on necessary medical procedures, tests and treatments | R REREEE 39

caregiver needs Managing the transplant recipient’s symptoms R > .
are assessed? Understanding transplant recipient's health condition, including prognosis | 37
(Select all that Managing and administering medications N 357

Understanding the scope/responsibilities of the caregiving role | NG 32%
Planning for the future and/or advance care planning [ EENEGTGTNINININININGNGEGEGEEEEEEEEEEEEEEEE 30%
Communicating with the transplant team | NNRNREREEEGGGEGEEEEEEE  30%
Caregiver's relationship with transplant recipient | ENEGTcNGGGGGGG 26%
Housing/living arrangements | ENGTGNIININGNGNGGEGEGEEGEEEEE 26%
Health insurance | 26
Caregiver self-care/wellness (physical and mental health) [ NI 049%
Caregiver's relationship with family, friends, children e
Coordinating care between providers [ ININGIGIGNGIGIGIGNGNGNGEGEGEGEGEGEGEEGENEGEGEEEEEEEEEEEEEEEEN 22
Finances/work/employment [ NG 2 %
Helping transplant recipients make healthcare/ life decisions | I - (o
Transportation I  207%
Wound care | (5
Physical intimacy/sexual health | NNRRRRREEEN (2 000 NATIONAL ALLIANCE
Religious and spiritual distress L A 'ﬁ, FOR CAREG'VING

apply)



Caregivers are
screened for
eligibility, not
supported over
time

Eligibility screening,
not needs
assessment: only 3%
of transplant centers
review caregiver
circumstances at
regular intervals.

TRANSPLANT CAREGIVING

On average, how frequently are individual caregivers’ circumstances reviewed to ensure the caregiver
is meeting the minimum requirements of your center?

All Respondents
n=143

While recipient is on waitlist

During hospitalization for transplantation
Post-discharge

When experience a dry run

Caregiver or transplant recipient asks for help

Recipient has medical issue, complication, or adverse event

When a transplant recipient is screened for waitlist

While recipient is enrolled
Recommendation of care team

Change in transplant recipient or caregiver’s life circumstances

At regular intervals

No process

I, 37
. /| %
[
. 35
. [JEI
I, 52
I 299
I, 297
I, 279
I

B 3

B 3%
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Support, Education, and
Training




Support offerings vary
across centers, with 70%
most providing 2-4 types
of caregiver support.

0%

Transplant centers have a caregiver
support program.

© National Alliance for Caregiving 2026

Availability ()f Caregiver TRANSPLANT CAREGIVING
Support Programs

To the best of your knowledge, which of the following types of support programs
does your transplant center currently offer to caregivers of transplant
recipients?(Select all that apply)
All Respondents
n= 143
Group psychosocial programs | 5
Complementary and integrative health.. || GcINcININNEINE ;5
Individual psychosocial programs || GG 35
Spiritual and/or religious support programs || GcTcNGGEEEEEEEE 34
Peer mentor programs | NN 3+
Education classes focused on caregiver. . | GcINcINININIIIIIIIE 34
Caregiver specific training or education. . || GcINGNGNGNGEGEGE 32
Caregiver-specific distress screening.. || GGcNGNGNGNGNGEGEGEGEGEG 32
Financial or employment-related counseling || GcINEINIIIIGGzG 3!
Information and referral services.. | GKcINGNG 23

Programs for caregivers age |18 or younger | EGzGz<G 7%
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TRANSPLANT CAREGIVING

Just over half of centers 1pr()vide caregiver-specific
education and training, leaving nearly half with

none.

This specific type of education and training is slightly more common in pediatric centers compared to adult-
only transplant centers.

Does your transplant center provide caregiver-specific education and training?

M Pediatric M Adult Only

63% n=63 n=80
54%
28%
24%
19%
Yes No

Not Sure

900 NATIONAL ALLIANCE

All d
Pl W FOR CAREGIVING

Percentage of Center Type Who Selected This Option




TRANSPLANT CAREGIVING
Training centers on the patient: the two most common topics are
medical procedures in transplantation and managing the recipient's

symptoms.

Which caregiver-specific education and training are available on-site or through referral from your transplant center?

Does your transplant center provide caregiver-specific education and training? = “Yes”
n=110

Education on necessary medical procedures required in transplantation | 45 9/,
Managing the transplant recipient's symptom:s | 45 9/,
Managing and administering medications | 3 8%
Understanding transplant recipient's health condition I —— S 3 3%

Ability to identify and respond to transplant recipient adverse events or.. N 3 7 %/,

Coordinating care between providers | 3 5 9/,
Planning for the future and/or advance care planning I 3 %,
Understanding the scope/responsibilities of the caregiving role I ————————— 30 %
Caregiver's relationship with transplant recipient I — ————— ) 97,
Nutrition/meal preparation and food safety I N 9%
Helping transplant recipients make healthcare & other life decisions I G ) (%
Health insurance T ? 3%
Communicating with the transplant team I ? | %
Caregiver's relationship with family, friends, children S ———— | (%
Caregiver self-care/wellness while caring for the transplant recipient T ——— | 5%
Housing/living arrangements m—“"—— | 5%
Transportation I | 5%
Finances/work/employment m— | 2%
Wound care m—— | 2%

Physical intimacy/sexual health ~m———— | 0% 000 NATIONAL ALLIANCE
Religious and spiritual distress E— 9% UMY FCR CAREGIVING



TRANSPLANT CAREGIVING

Caregivers are usually trained alongside the ™
patient, not for their own role

The caregiver and transplant recipient usually receive

education and training at the same time in 42% of
transplant centers. - lezs

42%

TRAINED TOGETHER

Most transplant centers educate
caregivers and recipients together.

|

When do transplant recipients and caregivers receive education and/or training?

7

CAREGIVER
BEFORE

34%

& ®
Y7 R - =
In most cases, the caregiver receives

receives education and training before
before recipient.

s

Excluded respondent answers = “Not sure
n=128

.

SAME TIME
TIME

§4 = b=
In most cases, the caregiver and

recipient receive education and training
together.

42%

r

24%

In most cases, the caregiver receives

CAREGIVER
AFTER

e - &

education and training after
recipient. )

0@ NATIONAL ALLIANCE
YUY FOR CAREGIVING



TRANSPLANT CAREGIVING

The barriers are perceived, not structural: limited awareness of the
need for caregiver support, followed by financial and time
constraints.

What are the main perceived barriers to your center providing caregiver support programs?

All Respondents
n=143
48%
43% 42%
32% 9 o
I I I. | | | |
Limited awareness of a need  [Financial limitations of ~ Time limitations of current Lack of educational/training Limited “buy in” about the Reimbursement is lacking or  Caregivers show lack of Lack of skilled trained
for this type of support center as a whole staff resources/interventions benefits of this type of inconsistent. participation or low workforce
program program engagement

0@ NATIONAL ALLIANCE
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Continue Exploring Our Research

2023 REPORT

Transplant Caregiving
in the U.S.: A Call for
System Change

© National Alliance for Caregiving 2026
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THE FAMILY CAREGIVER GAP
Disparities

and Missed
Opportunities in
Support Services
Across U.S.
Transplant Centers

Gaps and Opportunities:
Family Caregiver
Programs in U.S.
Transplant Centers
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In the chat, share what
surprised you most about
the availability of caregiver
support in transplantation?

OOOOOOOOOOOOOOOOOOO



Poll Question

What caregiver support service would have the greatest impact if available at every transplant
center?
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Thank you to our Funders!

A Takedad

Sanofi

e Biogen
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