How Palliative Care Supports
Caregivers in Policy and Practice

Scott Bane, JD, MPA
Jonathan Cottor, MBA, MPH
Stacie Sinclair, MPP

Center to

Advance
Salom Teshale, PhD Palligtive Care™

capc



Speakers

Salom Teshale, PhD

Senior Policy Associate

National Academy for State
Health Policy

Scott Bane, JD, MPA
Senior Program Officer
The John A. Hartford Foundation

Stacie Sinclair, MPP, CSW
Associate Director, Policy
Center to Advance Palliative Care

Jonathan Cottor, MBA, MPH

Chief Executive Officer, Founder

National Center for Pediatric
Palliative Care Homes

Center to
Advance
Palliative Care”™ 2


https://www.capc.org/about/leadership-and-capc-team/stacie-sinclair/
https://www.johnahartford.org/about/staff/scott-bane-jd
https://nashp.org/author/steshale/
https://www.ncppch.org/board-of-directors-team

Objectives

* Describe the most pressing needs of caregivers for people
living with serious iliness

* Describe the relationship between palliative care and
Improved caregiver experience

 |dentify opportunities to support caregiver policy initiatives

Center to
Advance
Palliative Care™



Audience Question

How do you support caregivers in your
daily practice?

(Share in the chat!)

Center to
Advance
Palliative Care™
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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

DEDICATED TO IMPROVING THE CARE OF OLDER ADULTS



JAHF Family Caregiving Q) Fmaptaria
Grantmaking

Our grantmaking:

« Improves ability to support
caregivers

« Raises awareness to drive
change

» Creates large-scale change in
partnership with national efforts

DEDICATED TO IMPROVING THE CARE OF OLDER ADULTS
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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:

v’ Curable iliness
v Chronic illness
v’ Progressive/terminal illness

DEDICATED TO IMPROVING THE CARE OF OLDER ADULTS
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Family Caregiver
Perspective

Jonathan Cottor, MBA, MPH



ncppch.org

National Center for

Pediatric Palliative Care Homes
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January 23, 2002

Ryan and Big Brother Ethan Ryan at 17 years
9 mos.

National Center for
Pediatric Palliative Care Homes
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National Center for
Pediatric Palliative Care Homes

HELEN House is vibrant with col-
our and sunshine . . . its love and
happiness i practically tangible.

These were the feelings of the
Duchess of Keat when she arrived in
Oxford to apea the world's first hospice
for chronically sick children,

I8 3 short cercmony at the bome in
Leopold Street, Oxford, today she waveiled
the placque and told Mother Frances - the
oun who has spearheaded the cumpaign 1o
Buidd the £4m hospice — that she had created
something very special.

She suid: I understand totally your fore
for children and feel very . privileged, bat
Dumble, t0 be here with you''

The Duchess then made the day of three-
year-old Catherine, sister of Helen, the lirtle
giri_ who gives her name 1o the hospice.

Presents

After receiving a bouquet from Catherioe.
the Duchess affered hor 2 fower from it

Picking the bigggest Catherine whispered:
“P'Il give it to mummy (0 put in » vase.”

After giviag presents for the home and for
Helen's family the Duchess was thes shown.
round Helen House and was able (0 meet the
cight chibdren who are staying at the bospice
a5 well a5 Helen,

She was introduced 10 maay of the stall
and builders who have made the project
passible. |

Abso there fo meet the
Duchess was the Lord Lt
Sir Ashley Ponseaby and his
wife, the Lond Mayor of
Oxford, the Rev. Tony Wil
liamsoa and his wife, and
the nums of Al Saints” Coo-
venl where the hospice has

ile,

Today's official opening
marks the ¢nd of 2 two-year
wtrwaole 0 raise the money
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The Board of Visitors

ryan house

open doors, open hearts

] | 7
+54 === = 2667?

National Center for
Pediatric Palliative Care Homes




Lisa Thu, Aug 17,2023, 1238PM ¢ €
tohello +

Hi! I'm really interested on information and how to be more involved in my own communities in order to
found a pediatric hospice.

I would love to talk to someone to gain more knowledge, and direction, and possibly mentorship.

My name is Lisa | currently live in Tampa, FL and have a disabled daughter with a rare disease,

0 CHRA Website <jcottor@ncppeh orgs Thu, Aug 24, 2023, 2:45PM Y &

My name is joline and | have over 20 years of experience working with pediatric patients with life
threatening ilinesses and Med fragile children. | have always wanted to open a pediatric respite
home as there is a HUGE need in our islands. Any and all information you can help me with
would be greatly appreciated!

Mahalo

Valorie)
@ This is only a dream for so many of us. We've never been able to get respite. We've only

had a day away from our child 4 times in almost 20 years..bless those who so this

. n work. !
National Center for eeded work.

Pediatric Palliative Care Homes 1w Care Reply Hide




Why So Few Homes?

Unclear Licensing Lack of Funding

* The system is designed for adults e Existing houses run mostly on
philanthropy donations

* No clear licensing for children’s * No appropriate Medicaid
programs reimbursement

National Center for
Pediatric Palliative Care Homes
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KChildren’s Respite

Homes of America

L.
(1)

Existing Homes

¢
LA -
@ Stat
o ©
o

A Children’s Respite Home is an
extension of a family’s own support

and home.

Conversations
Beginning

Bahamay

National Center for
Pediatric Palliative Care Homes

7 Existing
+ 17 Emerging

+13
Beginning

= 37
25 States

ChildrensRespiteHomes.org
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The Intersection
between Palliative Care
and Caregiving

Stacie Sinclair, MPP



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

Other 3%

Asian American 5%

White 61%

Hispanic 17%

N

African
American
14%

X

9% of family caregivers identify as LGBTQ+

https://www.aarp.org/pri/topics/Itss/family-caregiving /valuing-the-invaluable-2015-update/

Center to
Advance
Palliative Care™

AARP Public Policy Institute
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Caregiving Responsibilities and Impact

- Lifting - Positive experiences — feeling
- Bathing 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
Cq p C ’52.7@:&‘: Care” 22

- Delivering Meals

— Transportation

- Handling Difficult Behaviors
- Managing Medications

- Navigating Family Dynamics
- Etc.



Caregiving Impact

* Informal caregiving associated with higher incidence of
depression, anxiety, pain, hypertension, diabetes, and reduced

QOL @anson et al., 2022)

« Unpaid family caregivers lose $522 billion in wages annually (char
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)

Center to
Advance
Palliative Care™
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IT’S ANOTHER DAY.
JUST LIKE YESTERDAY.

| DON‘T KNOW HOW | CAN

DO THIS AGAIN.

I'M SO TIRED.
SHE DIDN'T FALL
ASLEEP 'TIL 3.
PLEASE LET HER
GO BACK TO

THREE MINUTES LATER...

OOWWOO!

HELP!

MARTHA!

PIA

OH MY GOD! WHAT
HAPPENED?? ARE YOU
OKAY?

THE DOCTOR’'S OFFICE IS CLOSED.
IF THIS IS AN EMERGENCY, HANG UP
AND CALL 9-1-1.

IS THIS AN EMERGENCY?? | CAN'T GET HER UP AND
SHE’S PANICKING. | JUST CAN'T WATCH THIS
ANYMORE.

=

= S o
N\ -©
) \ )€
,‘-34 _/‘ Y- R ]
- Sy
: \ /’ /;‘S
2 e
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Recognizing the changes to the practice of palliative care in all care settings, the National Consensus
Project for Quality Palliative Care defines palliative care as follows:

N C P Beneficial at any stage of a serious illness, palliative care is an interdisciplinary care delivery system

designed to anticipate, prevent, and WM ical, social, and spiritual suffering to
G u id el i n es optimize quality of life for patients,|their families and caregivers]Palliative care can be delivered in
any care setting through the collaboration of many types of care providers. Through early integration
into the care plan of seriously ill people, palliative care improves quality of life for both the patient

and the family.

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

Clinical Practice patient, family caregivers, clinicians, and others according to the patient’s
Guidelines preferences
for « Criteria 1.2.4: The initial assessment ... is documented, and includes:
Quality (i) Social and cultural factors and caregiving support, including
Palliative Care 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
O o B safe and appropriate care to the patient, including medication
administration, safe transfers, and use of medical equipment

 Etc.



Palliative Care Supports Caregivers by:

Ensuring the caregiver
stays informed

Providing useful tools and
resources

Helping manage stress

26



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 (ei-sawanri et al., 2017)

» Telemedicine in pal care reduced caregiving burden and
anxiety of informal caregivers (vang et al., 2024)

Center to
Advance
Palliative Care™
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Martha and Bernard (with Palliative Care)

UH OH. HER BACK MUST
BE BOTHERING HER.
IF | GIVE HER THE
PAIN MEDS, SHE

MIGHT FEEL
BETTER AND STAY
IN BED. CAN'T
FORGET THE
LAXATIVE
THAT GOES
WITH IT.

HERE YOU GO, HONEY - THE

ICE CREAM YOU LIKE TO EAT WITH
YOUR MEDICINE. \/_\_4
IT’S TUESDAY,
SO THE LADY
FROM OUR
CHURCH IS
COMING TO
VISIT YOU
THIS
§ AFTERNOON.

IT’S GOING TO TAKE A BIT FOR
HER MEDICINE TO WORK. I'LL
PUT ON HER FAVORITE RECORD
IN THE MEANTIME...

IT’S SO EARLY. HOPE SHE
TAKES HER PILLS, AND WE
CAN BOTH GET SOME SLEEP.
IT’S TUESDAY - | HAVE
MY CARD GAME TODAY!

THIRTY MINUTES LATER...

28



Supporting
Caregivers of People
With Serious lliness:
A State Policy
PerspeCtive Salom Teshale, Senior Policy Associate

JU/y 31, 2024 Aging and Disability Team

SO\ The
‘| John A.Hartford

Foundation

nashp.org



mailto:steshale@nashp.org

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. N A S H P

NASHP provides a unique forum for the NATIONAL ACADEMY
productive exchange of strategies across FOR STATE HEALTH POLICY
state government, including the executive
and legislative branches.

/7~ 2\
NASHP nashp.org
N 30




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: Careaqiver Priorities and Recommendations,” LeadingAge LTSS Center at UMass
Boston and Community Catalyst, 2021)

/7~ 2\
NASHP nashp.org
N 31


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

What current policy activity supports family

caregivers?

* 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

7~ N\

NASHP  nashp.org
\ 32
S


https://www.medicare.gov/coverage/caregiver-training-services

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
S
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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

Policy activity supporting family caregivers

* Respite
- Washington State

+ Oklahoma

/7 \

NASHP nashp.org
N/ 34
S



States with Palliative Care Information
Programs

7~ N\
NASHP  nashp.org
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Palliative care helps people with serious illness by reducing
symptoms, stress, and hospitalizations — and increasing
quality of life

By helping people better manage symptoms and make
decisions about their care, research shows that palliative
care services can lead to positive outcomes:

J Lower service utilization and more cost savings
during the last three months of life

. 37% reduction in Intensive Care Unit admissions

" ' costs of care

36




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.qg.
training on communicating with caregivers)

 Provide access to respite
* Provide outreach about and access to other caregiver support services

/7~ 2\
NASHP nashp.org
\_ 37



The RAISE Act Family Caregiver Implementation

and Technical Assistance Center

AR ¢ AURGLAND DCASLTRY FAMRLY CARLGIANG

nashp.org/family-caregiving

ToMC

Family Caregiving

The RAISE Act Family Caregiver Implementation
and Technical Assistance Center

Featured Content

ACIORS The Nation, SLNe BalA Rrograms dopend On Caregivers who DIovide <rtical supecrn 1o holp Funded by |
Papp T W A Herford Fou -
relotves, friends, and neighbors age in place while contributing about $£00 Lilon in urgakd healh care - - - The Panily Careshie Addnary
£.0er Famaiy Sareehents \ Councl aoed Faouly
woeces. Yo beter support family caregivers, Congress passed the Becoonae. Assel Inciude Suoood. and 7
Enoeos RAISE Fasiiv Catsshoes Al in 2058, which established the Family Caregiving Adviscry Councl

The
Laskad with Creating the country’s first national Family Caregiver Strategy. NASHP supponts the counci’s joha A !\I‘x:’t;-.rd“

Cound Megting Meterwh and
Arsiaries

o
NASHP nashp.org
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SupportCaregiving.org

SUPPORT Fulfilling the Nationa! Strategy fo RESOURCE GUIDES ~ ABOUT WHO WE ARE

CAR EG IVING | Support Family Caregivers in Yow Community

A NATIONA RATEGYTO
SUPPORT FA CAREGIVERS

ﬁ na

A new, first-of-its-kind National Strategy to Support Family Caregivers
provides hundreds of actions that federal, state, and local governments,
businesses, and communities can take to support caregivers.

@P hashp.om Explore the resource guides on this site to find out what you can do to help caregivers achieve the

balance and stability they need for their families — and for themselves.




SupportCaregiving.org

What You Can Do

We all can work together to lighten the load for family caregivers. Explore the resource guides on
this site for strategies that you can take to better support family caregivers.

Each guide provides concrete actions for a specific source of potential caregiver support — check
back here as more are added

Resources for:

Family Caregivers >

Employers > Funders > Managed Care Plans >

Resources for State Officials:

Respite Care > Direct Care Workforce > State Policy Strategies >

7~ N\
NASHP  nashp.org
\—/



Resource Guide Examples
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The National Strategy to Support
Family Caregivers

* Released in 2022 — nearly 350 federal
govern.ment actions, c?ver 150 state TRt SEiicanlo
and private sector actions Support Family Caregivers

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?

Center to
Advance
Palliative Care™

44



Questions? uestions =~ Comments"

Feedback

o




Center to
Advance
Palliative Care™

capc

55 West 125 Street
13th Floor

New York, NY 10027
347-802-6231
capc.org



Resources/References

« https://acl.gov/programs/support-careqivers/raise-family-careqiving-
advisory-council

 https://ryanhouse.org/

 https://childrensrespitehomes.orqg/

 https://www.johnahartford.orqg/

 https://nashp.orqg/palliative-care/

 https://supportcareqgiving.orqg/
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https://childrensrespitehomes.org/
https://www.johnahartford.org/
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Resources/References (cont’d)

 https://getpalliativecare.org/palliative-care-helps-the-caregiver-too/

 https://nashp.orqg/policy/aging-and-disabilities/family-careqiving/

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