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Why We're Here

« Committed to advancing Health Equity in
Palliative Care

« Highlighting the importance of solidarity across
diverse racial/ethnic communities amid growing
challenges

« Learning from diverse perspectives to
strengthen inclusive care

« Recognizing National Minority Health Month
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Palliative Care for Black
Communities

Addressing Health Disparities,
Cultural Considerations, and Best

Practices
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Community Overview & Terminology

Who makes up the Black Community?

« Diverse ethnic & national backgrounds: Includes African Americans, Afro-Caribbeans, Afro-Latinos, and African
immigrants from various countries.

* Preferred terms: Black, African American (varies by individual, generation, and regional context).

« Languages: Primarily English, but also includes Creole, French, Spanish, and various African languages spoken by
immigrants.

Common Misconceptions:

« Black Americans are a monolithic group — There is diversity in cultural traditions, health beliefs, and experiences.

« Black patients reject palliative care due to mistrust — While historical mistrust exists, systemic barriers may be
perpetuated by provider bias and lack of culturally competent care also contribute.

« Faith and spirituality mean a rejection of palliative care — Many Black patients value both faith and medical care, it is
important for providers to effectively engage in culturally competent conversations.
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Community History

Historical & Structural Barriers to Healthcare

« Legacy of medical racism & experimentation (e.g.,
hospital segregation, Tuskegee study, forced
sterilization, racial pain bias) contributes to mistrust

« Unequal access due to systemic discrimination and
socioeconomic disparities

« Underrepresentation of Black providers and lack of
culturally competent care

« Higher likelihood of pain undertreatment and implicit
bias in symptom management

« Spirituality and faith often shape care decisions,
impacting palliative care utilization
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Health Disparities in Serious lliness Care

* Black patients living with serious illness receive poorer quality pain management from
their health care providers.

« Other symptom management provided to Black patients living with serious iliness is
worse than that for White patients.

 Black patients with serious illness report poor-quality clinician-patient relationships and
communication.

 Black patients are less likely to have advance care planning (ACP) discussions or
documents, compared to White patients.

« Health care organizations providing care for people living with serious iliness have identified
cultural competency training and workforce diversity as areas in need of improvement.

https://www.capc.org/health-care-for-black-patients-with-serious-illness-a-literature-review/
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Care Experiences — Scoping Review

» Scoping review of the literature to * Most common topics focused on
categorize studies on care for Black documenting disparities in access
patients living with serious illness and to services and life-sustaining
their family. treatment rather than investigating

. January 2011 — June 2021 the root causes of disparities.

Further research should examine
the root causes of disparate care
experiences.

160 articles our of 433 articles screened
« 12% of 433: Intervention

The Experience of Black Patients With Serious lliness in
the United States: A Scoping Review

Rachael Heitner, MPH 2 = e Maggie Rogers, MPH e Brittany Chambers, MPH, MCHES = ...

Diane E. Meier, MD, FACP, FAAHPM e Brynn Bowman, MPA e« Kimberly S. Johnson, MD, MHS

Show all authors

Centert
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My Lived Experience:

Navigating Serious lliness Care as a
Caregiver

My Mother
My Caregiving Role

My Actions as a Change Agent
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Lived Experiences Matter:

. Older Adults, Historically Marginalized, Patient-Centered Care
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Access to Palliative Care

Barriers to Access

« Medical Mistrust & Historical Harms:

o Legacy of medical racism (e.g., Tuskegee Study, forced sterilizations, racial pain bias) fosters deep
mistrust in the healthcare system, leading to late or limited engagement with palliative care.

 Underrepresentation of Black Palliative Care Providers:

o Lack of racial concordance between patients and providers can contribute to communication gaps
and reduced trust.

« Spiritual & Religious Beliefs:

o Strong faith traditions emphasize divine intervention and healing, sometimes leading to a preference
for aggressive treatments over palliative care.

* Financial Strain & Policy Gaps:

o Black families are more likely to face economic barriers to accessing quality palliative care, including
limitations in Medicaid/Medicare coverage for home-based care.

Center to
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Solutions for Clinicians & Health
Systems

 Normalize early palliative care conversations:

o Build trust by integrating discussions into primary care visits rather than end-of-life crises.

* Increase Black provider representation:

o Invest in pipeline programs to train and recruit Black clinicians in palliative care.

 Engage faith-based and community organizations:

o Partner with Black churches and trusted leaders to provide education and culturally aligned support.

« Address financial barriers:

o Advocate for Medicaid/Medicare reforms that expand coverage for home-based and community
palliative care services.

Center to
Advance
Palliative Care
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Providing Culturally Competent
Palliative Care for Asian American

Communities

Addressing Health Disparities,
Cultural Considerations, and Best

Practices

Stephanie Chow, MD, MPH
Center to

Advance
Palliative Care”
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Community
Overview &
Terminology
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What is the Asian American
Community?

e \We are non-monolithic

« > 50 countries, > 100 Different
languages, ethnicities, religions

« 25 million Americans labeled
Into 1 group by our government

« Different decades of United
States history and impact

Common misconceptions
« Perpetual foreigner

*  “Yellow Peril”

* Model Minority

« COVID-19, “Asian Flu”

Shares of Asian Americans in the U.S. middle
other income tiers varied greatly across origi

% of Asian Americans in each income tier, by origin group, 201

Lower income = Middle income = Uy

Aslan Indian alone -
or In combination 15% 46
Chinese alone or
In combination 29 43 I
Japanese alone or
in combination 2 54 |
Malaysian 28 47
Sri Lankan 25 50
Korean alone or in
combination 27 48
Pakistani 34 i
Filipino alnr?e D[ in 18 62
combination
Thai 26 54
Indonesian 28 53
Other Asian 38 45

Vietnamese alone

or in combination C L
Mepalese 39 48
Mongolian 49 40
Bangladeshi 48 41
Cambodian 35 55
Bhutanese 39 52
Laatian 32 58
Hmong 35 59
Burmese 57

PEW RESEARCH CENTER



Community History

History and "Set-up" for discrimination, poverty, hate, isolation, fear

1765 first Filipino

1863-1869

1871 Los Angeles

attack

, 1848-1852 “Gold 1850s "Coolie _ ,
Americans settle ) Transcontinental Chinatown
, o Mountain” trade" ,
in Louisiana Railroad Massacre
1875 Page Act é?\?r?a(aé?(?:ltljzi)? 1941 Pearl ilrmsi:fngnasrinese 1982 Murder of
age Ac Harbor, WWII Vincent Chin
Act camps
. 2001 9/11 World
2021 Atl
,,199.7 Bird 'I':Iu, Trade Center 2019 COVID-19 0 ar_lta
Asian Flu"... spa shooting

Center to
Advance
Palliative Care”
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Community History & Health Disparities

Key Health Disparity notes

W Research « V\ﬂay 28, 2024
How Anti-Asian Hate 1s

By Laura Lépez Gonzélez

« Cancer (ie. Liver, stomach, breast), Hepatitis B S Worsening Older San
= Franciscans’ Health
» Diabetes screening criteria is different ‘ ol oo ethal

Heart disease, Hypertension

/’ e NEW ENGLAND
¢/ JOURNAL of MEDICINE

COPD - smoking, tuberculosis

EEEEEEEEEEE f X in @ W
Combating Anti-Asian Sentiment — A Practical

Mental health as personal weakness

Guide for Clinicians

Author: James H. Lee, M.D.  Author Info & Affiliations

1 |n 3 AAPI |nd|V|dua|S faced raC|a| abuse |n 2023 Published March 24, 2021 | N Engl | Med 2021;384:2367-2369 | DOI: 10.1056/NE|Mp2102656 | YOL. 384 NO. 25

Copyright © 2021

*Asian Americans are the only U.S. population suffering cancer as the leading cause of death

*1985 Heckler Report concluded that Asians — largely because they were all clumped into one group —
were “healthier than all racial/ethnic groups in the United States.”

*Between 1992-2018 — just 0.17% NIH budget spent on research focused on AAPI, despite being the
United States's fastest growing ethnic group

Center to
Advance
Palliative Care 1 7



Lived Experiences:

* Reluctance to burden one's family with o
prolonged disease > 2 Ao

« Stigmata of dementia and mental health

«  Chronic pain as part of normal aging that
should be endured

i ] % Pew Research Center
« Mistrust of Western science and fears of

discrimination

Portrayed in books and movies: Eves

the

”n

vellow peril" “dragon lady” 7 Kis:‘ |
: : : ——=2* Corners
« Books and movies: Joyluck Club, The Farewell, Crazy Rich Asians

Center to
Advance
Palliative Care” 1 8
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Access to Palliative Care & Systemic
Solutions

ASlan Am e rl can « Family-centric

* Non-Monolithic!

CO mm u N |ty * Different decades of immigration = different lived experiences

* Lack of knowledge and consequent fear of unknown
« Cultural or family practice of withholding “serious news” for the patient
C h al I en g es « End-of-life discussion as "taboo"
* Not wanting to burden loved ones with a prolonged illness
 Mistrust of Western medicine and technologies

Opportunities for [y
O 1a1 T =TaISR=TaTo NI - i< fc tnique cutural and religious belifs and concens
Health Systems

* Educate and normalize early palliative care conversations in primary care

19



Providing Culturally Competent
Palliative Care for Indigenous
Communities

Addressing Health Disparities, Cultural Considerations, and
Best Practices

Jeanna Ford, DNP, APRN, ACNS-BC, ACHPN, FPCN, FCNS Center to

a g . . . . . Advqnce
Affiliations: University of New Mexico Hospital System Palliative Care™
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Community Overview

The US government recognized 574 Tribes and Alaska Native entities in 37 US States.

« This is important since only those federally recognized tribes can be eligible to receive health
care services through tribal benefits and programs, including Indian Health Services.

Nearly 2 million Americans are members of the 574 federally recognized tribes and entities.
9.7 million people identify as Indigenous alone or in combination with another race group.

Each Tribe is a sovereign nation with its government, life-ways, religions, traditions, and
culture.

Preferred terms: Indigenous, Native, or asking what tribe, pueblo, band, or clan they are affiliated
with.

Center to
Advance
Palliative Care 2 1



New York City

Top Ten (%)

Kusilvak, AK - 95.08%
Oglala Lakota, SD - 93.80%
Todd, SD - 88.75%
Menominee, WI - 85.69%
Sioux, ND - 85.51%
Bethel, AK - 83.89%
Northwest Arctic, AK - 83.29%
Buffalo, SD - 81.37%
Ziebach, SD - 79.90%
Dewey, SD - 78.97%

S

a_mS)

Source: 2020 United
States Census,
Redistricting Data
Summary File

*Includes 50 states, District of Columbia, and Puerto Rico

RvZdl

Center to
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Meaning American Indian,
Alaska Native, Native Hawaiian,
and Other Pacific Islanders

% Population
~ Indigenous Alone

80% or more
50% to 80%
35% to 50%

| 20% to 35%

10% to 20%
5% to 10%
2% to 5%
Less than 2%

In 2020, there were 4,447,431%
Americans with only Indigenous ancestry.

= Total:

1.3%*
Top Ten (#)

Los Angeles, CA - 188,363
Maricopa, AZ - 111,906
Honolulu, HI - 104,921

Harris, TX - 59,251
Cook, IL - 58,855
McKinley, NM - 57,006
San Diego, CA - 56,473
Riverside, CA - 52,057
San Juan, NM - 50,131
San Bernardino, CA - 49,301
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Community History with
Historical Trauma

-FORC E b . :
“‘K"lumk

Center to
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Health Disparities

capc
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Life expectancy for IAis ~7 years less than Caucasians living in the U.S.

The mortality rates are significantly higher compared to the general population, including
all ethnicities.

Within the IA community, health risks are higher as well.
« Substance abuse is 638% higher than in the general population.

» Tuberculosis is 400% higher, accidental & unintentional death is 215% higher,
suicide is over 90% higher, followed by homicide at 80% higher than the remainder

of the U.S. population.

« The primary mortality risks are chronic liver disease, cirrhosis, diabetes mellitus
type 2, unintentional injuries such as motor vehicle accidents and hypothermia,
homicide, suicide, and chronic lower respiratory diseases.

* Most deaths occur between the ages of 15 — 50 years.

24



Indigenous Youth

» Suicide is the 2nd leading cause of death — 2.5 times the national rate — in the 15 to 24 age group.
In the US, between 1in 9 and 1 in 5 report attempting suicide each year (CDC).

* Arrested at a rate of three times the national average, and 79% of youth in the Federal Bureau of
Prison’s custody were Indigenous (Bureau of Justice Statistics, 2004).

» About 90% of all students attend regular public schools, and about 8% attend schools administered
by the Bureau of Indian Affairs (National Indian Education Association Statistics).

» Disproportionately suspended and expelled, representing less than 1% of the student population, only
2% of out-of-school suspensions, and 3% of expulsions (White House Native Youth Report).

» The national high school graduation rate hovers around 79%, compared to over 94% for white
students (including GED) (Childstats.gov).

* The National Indian Child Welfare Association reports that Indigenous children are overrepresented
in foster care — at more than 2.4 times the general population — and 2 to 4 times the expected level
are awaiting adoption.

» They have the 3rd highest rate of victimization at 11.6 per 1,000 children of the same race or
ethnicity. In 2009, 7,335 were victims of child maltreatment (NICWA).

* In 2013, the rate of death among infants was the second-lowest among ethnic groups, at 401 per
100,000. However, Indigenous peoples had the 2" highest death rate for children ages 1 to 4 and 15
to 19. (childtrends.org)

25
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COVID-19

American Indians and Alaska Natives Have a Higher
Risk of Serious lliness if Infected with the Coronavirus

Share of Adults Ages 18-64 at Higher Risk, by Race/Ethnicity:

34%

White Black Hispanic Asian American Indian  Native Hawaiian or
or Alaska Native Other Pacific Islander

a>itysh COVID-8
~StavHome -
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Access to Palliative Care

Attempt to facilitate goals of care conversation can be

challenging when it is generally considered culturally offensive to Med_l C_al d

discuss Reciplents

« Explain purpose VA $5,234
» Assess knowledge and acceptance by asking questions Beneficiaries

» Ask for permission to share an understanding of the situation :
*ASSURE NO HARM IS INTENDED AND YOU WILL Medicare $7’631
CONTINUE TO HOPE AND TREAT THEIR LOVED ONE**

Bureau of $3,985
» Assess goals Prisons
« Summarize _
“Before we go, is there anything you want to tell me or share Indian Health $2 ) 130
about the patient....” Services

Center to
Advance
Palliative Care™

27



AMEN protocol: Affirm, meet, educate, no
matter what

Affirm the patient's belief. Validate his or her position: "Ms. X, | am
hopeful, too."

Meet the patient or family member where they are. "l join you in hoping
(or praying) for a miracle."

Educate from your role as a medical provider. "And | want to speak to
you about some medical issues."

No matter what, assure the patient and family you are committed to
them. "No matter what happens, | will be with you every step of the way."

Center to
Advance
Palliative Care”
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L

What should | do Iin practice?

Determine tribal affiliation of patient and their family as well as degree of acculturation
Primary and secondary languages should be determined as well as the level of education
Soft tones and polite speech are appreciated by most individuals

Do not interrupt the patient as they speak as long pauses may be part of communication

Consents and decision making should include asking the individual if others need to be consulted

Value is placed on personal autonomy but often the family will need to be included, written consents may be
viewed with distrust

Discussion of terminal illness with the individual and the family should be approached with
compassion and respect for the culture and beliefs.

Center to
Advance
Palliative Care™
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Providing Culturally

Competent Palliative Care for
Latino Communities

Addressing Health Disparities, Cultural Considerations,
and Best Practices

Sasha Perez, MPH, PhD Student in Nursing

Affiliations: Brookdale Department of Geriatrics and Palliative Medicine, Icahn School of
Medicine at Mount Sinai

University of Utah College of Nursing



Community Overview & Terminology

Who is the Latino Community?

« Diverse ethnic & national backgrounds

 Preferred terms: Latino, Latina, Latinx (varies by generation)
 Languages: Spanish, bilingual, Indigenous dialects

Common Misconceptions

« Latinos are a monolithic group — vast diversity exists

« Palliative care = hospice? — Many reject care due to misunderstandings

« Latinos don'’t trust healthcare? — Barriers are structural & linguistic, not just mistrust

Center to
Advance
Palliative Care”
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Community History & Health Disparities

Historical & Structural Barriers to Healthcare
 Limited access due to insurance gaps, immigration fears, language barriers
*  Lack of culturally competent providers leads to mistrust

«  Misinformation about palliative care — Faith & miracles often prioritized

Key Health Disparities
« Latinos are 1.5x more likely to develop dementia but are less likely to receive a timely diagnosis.
* Higher rates diabetes, cancer, CVD

o Palliative care underutilized — Many engage late in illness

—Pain & symptom management disparities — Under-treatment common

Sources*
Alzheimer’s Association

‘ q ‘ ﬁSCZiLZ" Hispanic Americans and
Palliative Care” AIzheimer’s, 2022 32
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Navigating Palliative Care as a Caregiver

Challenges
—aced and
_essons

_earned...

Center to
Advance
Palliative Care™
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Access to Palliative Care & Systemic
Solutions

e Lack of bilingual palliative care providers e Normalize early palliative care conversations in
e Familismo & Respeto: Family-centered decisions primary care
require engaging extended family e Use trained interpreters & culturally competent
e Familisimo: emphasizes family loyalty and care models
solidarity and can lead to care being perceived as e Expand community-based programs
a moral obligation, especially in the case of e Advocate for Medicaid/Medicare reforms to
women. support home-based family caregiving

e Respecto: related to the hierarchical
relationships, such as, children are expected to
listen to adults (e.g., the elderly, parents) and
comply with their requests

e Financial strain & policy gaps: Medicaid doesn’t
cover all caregiving needs

Center to %
Advance Sources
Palliative Care” Stein et al, 2014

Van der Lippe, and Lippényi, 2020
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Shared Principles for Equitable

Palliative Care

Acknowledge Approach patients
. 9e PP ' P Honor Cultural
mistrust stemming with humility and a
. Values and
from past harms and | | commitment to
Preferences

Listen first—Iet
patients and families
guide discussions on

systemic inequities rebuilding trust

Ccare

Respect traditions,
spirituality, and
decision-making
preferences

Avoid Assumptions:
cultural identity does
not determine
preferences

Engage in open-
ended conversations
to understand

unique needs

Center to
Advance
Palliative Care™
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Driving Systemic Change for
Health Equity

Ensure
representation in
healthcare
leadership and
workforce

Support policies that
Improve access to
Medicare, Medicaid,
and palliative care
services

Advocate for
culturally responsive
and community-
driven care models

Build Inclusive Care
Systems

Recognize that
equity work is
ongoing—stay
engaged and
adaptable

Collaborate with
community leaders
and patient
advocates

Implement ongoing

training on implicit

bias and culturally
responsive care

Commit to
Continuous Learning
& Partnership

Center to
Advance
Palliative Care”
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nversation. ion. -
Conversation. Connection @ AT

Community.

Join us on the CAPC Circles platform to connect and engage
with palliative care and serious iliness leaders dedicated to
advancing health equity! This Iis a space where you can share
resources, ask questions, and participate in meaningful
discussions anytime. We look forward to your contributions and
can’t wait to foster a vibrant community together!

Center to
Advance
Palliative Care”
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Sources (African American Presentation)

* Reverby, Susan M. Examining Tuskegee: The Infamous Syphilis Study and Its Legacy. Chapel Hill: University of North Carolina
Press, 2009.

*  Washington, Harriet A. Medical Apartheid: The Dark History of Medical Experimentation on Black Americans from Colonial Times to
the Present. New York: Doubleday, 2007.

*  American Medical Association. “How the Legacy of Medical Racism Shapes U.S. Health Care Today.” Last modified March 29,
2021. https://www.ama-assn.org/delivering-care/health-equity/how-legacy-medical-racism-shapes-us-health-care-today.

* Hoffman, Kelly M., Sophie Trawalter, Jordan R. Axt, and M. Norman Oliver. “Racial Bias in Pain Assessment and Treatment
Recommendations, and False Beliefs about Biological Differences between Blacks and Whites.” Proceedings of the National
Academy of Sciences 113, no. 16 (2016): 4296-4301. https://doi.org/10.1073/pnas.1516047113.

*  Yearby, Ruqgaiijah. “Racial Inequality in Health Care.” The Century Foundation, July 16, 2020. https://tcf.org/content/report/racism-
inequality-health-care-african-americans.

* Alcorn, Ted. “Pain and Prejudice: How the Medical System Ignores Black Suffering.” The New York Times, August 14, 2020.
https://www.nytimes.com/2020/08/14/opinion/sunday/blacks-pain-medicine.html.

« Johnson, Keisha L., et al. “Faith, Spirituality, and Palliative Care Utilization Among African Americans: A Systematic Review.”
International Journal for Equity in Health 17, no. 1 (2018): 44. https://equityhealthj.biomedcentral.com/articles/10.1186/s12939-018-
0744-x.
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https://www.ama-assn.org/delivering-care/health-equity/how-legacy-medical-racism-shapes-us-health-care-today
https://doi.org/10.1073/pnas.1516047113
https://tcf.org/content/report/racism-inequality-health-care-african-americans
https://www.nytimes.com/2020/08/14/opinion/sunday/blacks-pain-medicine.html
https://equityhealthj.biomedcentral.com/articles/10.1186/s12939-018-0744-x

Resources (Indigenous American)

https://www.cms.gov/Outreach-and-Education/American-Indian-Alaska-Native/AIAN/LTSS-TA-Center/pdf/CMS-Literature-Review.pdf

https://www.chay.org/resource-hub/fast-facts/

https://www.advocatehealth.com/assets/documents/faith/cg-native american.pdf

https://www.fiercehealthcare.com/practices/amen-tool-helps-physicians-bridge-gap-between-science-and-faith

. Marr L, Neale D, Wolfe V, Kitzes J. Confronting myths: The Native American experience in an academic inpatient palliative care consultation program.
Journal of Palliative Medicine. 2012;15(1):71-76. doi:10.1089/jpm.2011.0197

https://www.navajo-nsn.gov/

https://www.ihs.gov/

https://www.nchi.nlm.nih.gov/pmc/articles/PMC6175620/#:~:text=Doctors%20listen%2011%20seconds%20before%20interrupting%20patients%20accordin
g,the%20answer%20after%20a%20median%200f%2011%20seconds.

Ford JA, Dahlin C. Cultural Advocacy for Indigenous Individuals With Serious lliness. American Journal of Hospice and Palliative Medicine®. 2024;0(0).
doi:10.1177/10499091231224794

Guthrie, R., Piromalli, C., & Ford, J. (2023, June 16). Fast Facts #468 Serious lliness Considerations for Indigenous People of North America. Palliative
Care Network of Wisconsin. https://www.mypcnow.org/fast-facts/
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https://www.cms.gov/Outreach-and-Education/American-Indian-Alaska-Native/AIAN/LTSS-TA-Center/pdf/CMS-Literature-Review.pdf
https://www.cnay.org/resource-hub/fast-facts/
https://www.advocatehealth.com/assets/documents/faith/cg-native_american.pdf
https://www.fiercehealthcare.com/practices/amen-tool-helps-physicians-bridge-gap-between-science-and-faith
https://www.navajo-nsn.gov/
https://www.ihs.gov/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC6175620/#:~:text=Doctors%20listen%2011%20seconds%20before%20interrupting%20patients%20according,the%20answer%20after%20a%20median%20of%2011%20seconds
https://www.mypcnow.org/fast-facts/
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