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Clockwise from left: 1) Miles and Ella Henderson with their son, Ronald. 2) The Butlers, one of our first families at the new LRC. 3) A girl in Zimbabwe from our Seke partnership announcement. 4) Razorback Ernie Murray with our Project Smile volunteers in PB. 5) AH patient & caregiver. 6) Seke partners and friends. 7) Dixie Church of Christ Benevolent Singers, who would sing in NLR each month. 8) AH certified volunteers at McAlmont Church of Christ.
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“African Americans and other minorities
are at greater risk of not dying well.”

Duke Divinity School Professor Richard Payne
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Institute of Medicine Study

e Race alone accounts for disparate rates of
medical treatment.

e African Americans are dying from
treatable and preventable illnesses with
more frequency than other ethnic groups.

e Show higher rates of disease and more
likely to die.

e Countless examples of African American
patients experiencing discrimination.
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2002 Study. Discrimination not “overt,” as such, but direct, including refusal of meds and inferior care. 


NHPCO Outreach Guide

African Americans are a vulnerable population:
 Lower incomes and educational attainment.
e Higher poverty and unemployment.

e Less likely to be married and more likely
women head-of-households, and caring for
grandchildren.

e Less health insurance, lower life expectancy,
& higher infant mortality.

e Largest concentration (55%) in the South.
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NHPCO — History Matters

e Just three generations from slavery.

 Many still remember segregation, Jim Crow,
and violence against them.

e Deeply distrustful of government and health
care system.

e 2003 study showed ~50% of African American
respondents believed AIDS was a plot to
exterminate blacks. (See Tuskegee Experiment)

e Regarding health care, especially at the end of
life, “it is little wonder that many worry that
hospice is just another way to hasten death.”
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NHPCO Outreach Guide

“Black people still don’t believe in the political process,
because the process has never served us. We’'ve been
betrayed by the political process, betrayed by the
medical process, betrayed by each and every process in
America, and it’s all based on racism. That distrust
affects our entire personality in a great many ways.”
African American Focus Group Member
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NHPCO Outreach Guide

“Among African Americans, non-acceptance of advance
directives appears to be part of a much broader pattern of
values regarding quality of life, as well as a historical legacy

of segregation. Do Not Resuscitate (DNR) orders may be

viewed as a way of limiting expensive healthcare or as
cutting costs by ceasing care prematurely. Historically, this
perspective may stem from a long history of distrust of the
white-dominated healthcare system.”
Searight & Gafford, American Family Physician 2005 e
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Duke University Study

e AH Participants, 2015 — Linda Bateman, Dena
Duckworth, Amy Thomason, and John Yarbrough.

 Why African Americans use hospice less — barriers:
1.

Knowledge — less exposed to information, more
misconceptions, like hospice is a place to die or
means giving up.

More likely to want life sustaining therapies.
More spiritual beliefs — only God can decide, even

suffering part of God’s plan, advance care planning
not needed.

Legacy of mistrust.

UJ Department of Medicine

Duke University School of Medicine

Kimberly S. Johnson, MD, MHS
Associate Professor of Medicine

Senior Fellow, Center for Study of Aging
and Human Development
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How underserved nationally?

Unlike other minority groups, African Americans’ numbers
have gone in the wrong direction since 2010.
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2010 US Census above, through 2015 ACS. 2000 US Census is Black 12.7% (so virtually unchanged to 2010) and White 81.1%. Hospice numbers from NHPCO. 


Are hospices concerned? (Duke Study)

How concerned are you about the % of
African Americans served by your hospice?

m Not Very/Not at all Somewhat  m Very/Extremely

Breaking the Color Barrier: What Can We Do to Increase Access to Hospice Care for African Americans? }ulq <
Kimberly S. Johnson, MD, MHS

Division of Geriatrics, Center for Aging, Duke Palliative Care, Duke University Medical Center, Durham, NC Arkansas Hospice



What are hospices doing?

Duke survey results (April 2017):

e 78% are setting goals...
but only 48% are measurable or reviewed.

* 83% have developed strategies...
but only 20% assessed if they were effective.

* Only 29% had participation from senior leadership.

Breaking the Color Barrier: What Can We Do to Increase Access to Hospice Care for African Americans? }vl <
Kimberly S. Johnson, MD, MHS

Division of Geriatrics, Center for Aging, Duke Palliative Care, Duke University Medical Center, Durham, NC Arkansas Hospice



“Getting started is the hardest part.”

Duke survey recommendations (April 2017):

Do some research. Assess your hospice’s service to African Americans,
consider local demographics.

e Llearn about the needs of your community.

e Gather support and form a team: senior leadership, volunteers,
community leaders.

e Set measurable goals.
e Develop a strategy to accomplish those goals.
e Measure the impact of your work, short & long term.

Breaking the Color Barrier: What Can We Do to Increase Access to Hospice Care for African Americans? }vl <

Kimberly S. Johnson, MD, MHS

Division of Geriatrics, Center for Aging, Duke Palliative Care, Duke University Medical Center, Durham, NC Arkansas Hospice



What about Arkansas Hospice?

Also low and trending in the wrong direction, our percentage of
African American families is at its lowest point in 10 years.
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Presentation Notes
2010 US Census above, through 2015 ACS. 2000 US Census is Black 15.7% and White 80%, so both virtually unchanged in 15 years. AH numbers compiled from our Compliance Dept.’s UTA reports.


Our Strategy (begun 2015)

e Research issues & data for AH, AR, and US.

e Develop plan & propose idea to

e Program buy-in critical.
e No pilot without local program support. (No Linda, no pilot. She was our linchpin.)

e Approvals & vetting — and
e Executive & management buy-in not optional.
& Communications’ involvement also important — a big component.

* Prospect grantors & develop proposals:
e Local groups key — relevant, credible, trusted.
e Perfect partners:

* Develop materials & relationships, coordinate releases, launch, monitor,
adjust, and report. e
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Our Plan

|dentify pilot area.
Meet with staff and coordinate responsibilities and objectives.

Create project plan to gather information from the community,
including focus groups and surveys.

ldentify community groups, members, and leaders to participate.
Finalize survey, engage appropriate groups or members.
Inform, create, or revise outreach methods and materials.

N o Uk

Attend community and church events to build trust, learn needs,

and educate about hospice services.
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Why Pine Bluff?

Arkansas Hospice Mission-Relevant Vulnerabilities
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Perfect choice: 500% more Af-Ams than nation with more than double the poverty, lower rates of Bachelor’s Degrees +, with more uninsured and disabled. 


Why Pine Bluff?

* Majority African American population.

* Rich cultural heritage.

e Active community and philanthropic groups.

e Active business-, educational-, and medical institutions.

e Arkansas Hospice part of the community for 12 years.

e Linda Bateman, Linda Bateman, Linda Bateman.

e John Yarbrough’s program development experience in PB & Delta.
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Our Survey

The survey helped me initiate conversation with
African Americans about the term, “hospice.”
More people | visited did not understand the
term than those who did. “Hospice” meant
death and death only to them. People went
from being uncomfortable to comfortable
having the discussion and asking questions.
After the surveys and meetings, | am receiving
calls from people looking for more information,
saying they are more open to using hospice.

— Linda Bateman
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Local Outreach by Linda Bateman

e Distributed 250 surveys and received 100. (Corey’s later Facebook boost
brought in over 200 more.)

e Visited groups & events, including: RSVP; Area Agency on Aging of
Southeast Arkansas; Caregiver’s/Alzheimer’s Support Group; the Retired
Teachers Association; SEARK College Resource Fair; UAPB Social Work
Students; the LINKS; Circle of Friends Group; Parents from the lvy Center
for Education; Parents from Project Smile; National Association of
University Women; Whispering Knoll’s 2016 Resident’s Care Day Event; the
Jefferson County Emotional Wellness Summit, Taking Action to Build
Healthier African American Communities.

* Visited many churches, including: First Presbyterian, First United Methodist
Church, Mt. Calvary Baptist Church, Pilgrim Missionary Baptist Church, First
Baptist Church, and Kings Highway Baptist Church.

* Personal network. A
> <
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RSVP (Retired Seniors Volunteer Program); SEARK (Southeast Arkansas College); The LINKS is a local women’s group in Pine Bluff.


Email Outreach

e Celebrating Diversity, Equality, and
Community.

* On the occasion of Black History Month.

e Recognizing the issue of underserved
African Americans.

* Accepting responsibility for our role as a
blessing to serve. This is mission.

e Pledging not just to teach, but to listen, % ~~‘:'....;::f.;-;:'::-- .
to learn. Promoting the survey.
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Website Outreach

e Article addresses issues and
embraces our role.

e Linked to our survey and shared
initial results.

 Multi-media presentation.
e Shared internally & externally.

e Audience — prospective patients &
participants, but also partners and
funders.

e Recognized pilot partners/funders.

=2"""< Arkansas Hospice

erved Communities

African Americans at Risk

"African Americans and other minorities are at risk of not dying well.”

uuuuuuuuuu

Subscribe

Take Our Survey

From Foundation site, go to:
Learn/Our Purpose/Underserved Communities
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Magazine Article

e A “special publication” of the
Arkansas Times.

e Focused on minority populations
where there are higher rates of:
* Food deserts
e Life-threatening diseases
e Social distress & challenges

e Qur article was double-sized &
dual language.

e Great job, Communications Team.

D id you know that hospice care is an option for paticnts
facing serious illness or end-ofife decisions? That
specinlized care, aimed at providing comifort while allow
ing a patient to retain their digniry ailuble o anyvome
on Med

There's a congeption that hospice care only happens in
hospice care facilitics. However, abour 60 percent of all

icaid, Medicare, and most private insurances,

h
Iz tv, places that provide the comfort of familinrty in
the final days,

Going inte hozpice docsn™t mean you give up vour dog-
ror. Inscead, other ream members are added o your care,
including & chaplain, social worker, nurse, certified nurs-
ing assistant and other professionals who exeel in end-of-
life care.

ce paitivnts are cared for at home or in a residential

The Hospice Option

BY KAT ROBINSON

Hospice care is not reserved for the elderly. 1t's an end-
of-life service for anyone. Arkansas Hospice, a communi-
ty-based not-for-profit organization, cven has a pediatric
wnit o assist children ond their families

That care dovsn't end after a patient's death, Bereave
ment services are made available to patient familics and
any member of the community for a minimum of 13 months
after the patient has passed amay,

A recent study by the Teahn School of Medi
Simal shows higher guality services and berrer ourcomes
for

ine ar M.

ety and family with hospice.

If you wonld like more information on hospice care,
contact Arkansas Hospice at (877) 713-2348 or by visiting
arkansashoapice.ory.
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Magazine Ad

Communications also developed ads
addressing two destructive myths
persisting in African American
communities about hospice:

"
e
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»A g
Arkansas Hospice helps patients and families make the mast 3 é,_
of each moment with compassionate, award-winning care.

§ W www.arkansashospice.org + Toll-free: 877-713-2348 Arkansas H'uspice

1. Does not mean “giving up” on
loved ones.

2. Not a place where patients are
left — care is most often at
patient’s home, surrounded by
family, loved ones, community
and church leaders...

>
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Radio Ads

e Aired on stations popular in the local
community.

e Aired four months in 2015 & 2016,
including the holiday season.

e Spoke directly to common
misconceptions:

* Not a place to die, can stay at home with
all loved ones

e Covered by Medicare, Medicaid, VA,
private insurance

o

P /Q@E 105 E

ARKANSAS' INSPIRATION STATION!
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Transcript of ad: When I was growing up, my dad had all the answers. Now, he's counting on me. My dad's now at the end of his life and I feel helpless. My world is falling apart. What do I do? I don't have all the answers, but fortunately I found someone who can help. I called Arkansas Hospice. I wanted somebody with experience. I didn't want my dad to hurt; I wanted to make every moment count. We all know what people think when they hear the word 'hospice.' Naturally, my dad was afraid. I had to reassure him that you don't have to go anywhere, but hospice takes care of you in the comfort of your own home, where you're surrounded by the people and things you love the most. Hospice isn't about giving up; it's about living your last days to the fullest. I'm glad I called Arkansas Hospice. [Announcer: Hospice services are covered by Medicare, Medicaid, VA, and most private insurance. If you or a loved one is struggling to help a family member needing end-of-life care, please call the experts at Arkansas Hospice, toll-free at 877.713.2348.]


Social Media

. Arkansas Hospice
Fublished by Scoft Christian [?1- May 4 at 7-:33p

Tanika Nabrit regrets that she didn't learn about hospice services sooner
for her mother, who died peacefully at home |ast February. Initially, though
some of her family members were skeplical about hospice care — as are

many other African Americans. Ultimately, Tanika said hospice helped b > |
improve her mother's quality of life; plus, it helped Tanika deal with Arkansas Hospice

mother's loss. "We all love her, miss her and cherish her,” Tanika { Fublished by Scolt Christian [7]- February 3

"But her memory and legacy live on, and hospice helped get us th

it" Statistics show thal many African Americans remain skeplical of ht
. care. This report offers some interesting insights as to why this tre
| exists — as well as a look at some of the steps being taken lo helg
F around.

|

¢

r A% R
Blacks less likely than whites to use hospice care

Tanlka Nabrit had zlways thought hospice was a place where people wen
Even after her mother, Josephine Bell, a bighearted woman who cared for
everyone as if they were family leamed in Seplember 2014 that she had |

SPATCH COM A Matter Of Faith And Trust: Why African-Americans’

| Don't Use Hospice

~

939 people reached

1,211 people reached

Arkansas Hospice

Hospice care is on the rise in the U.S., as half of while Medicare reci
enroll in hospice care before death. But black Americans are signing
much lower numbers. HuffPost Live takes an in-depth look at why thi
racial divide In hospice care

Why Don't Black Americans Trust Hospice Care? -
HuffPost Live

Hospice care is on the rise in the 'S as half of white Medicare recipients eni §

hospice care before death. But black Americans are signing up in much lowg

338 people reached

—

Even as end-oHife planning gains favor with more Americans, African-Amencans,
research shows, remain very skeptical of eptions like hospice and advance

Boost Post

.
Arkansas Hospice
D Published k ore -
What does it mean that "African Americans and other minorities are at
greater risk of not dying well," as Duke Divinity School Professor Richard
Payne says? Since our mission is to provide end-of-life care to everyone
absolutely equally, it means that we have work o do, because it's frue
nationally and in Arkansas, hospice services to minorities are
disproportionately low. Stories like this one help to ilustrate the problem,
raise awareness, and point toward solutions. Would you like to learn more
about our work to address this problem? Or do you have something to
share that would help us learn more about it? Please leave feedback or
contact us today.
http: i nytimes.comy'... fa-rac ial-gap-in-attitudes-toward-h

T

i o —_— ' L A : [}
M ™ A & — :
A Racial Gap in Attitudes Toward Hospice Care

Suspicions about end-of-ife oplions remain strong among many African-

Americans. Some doctors and dergy members are going to church to reshape
Views,

169 people reached

Boost Post
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Did it work?

* In 2016 Arkansas Hospice dropped a full
percentage point in service to African
Americans, a 10-year low.

e Percentage change from 2015 was -9%.

 Site-by-site, percentage change from
2015 was -26%.

* One of the few sites with an increase in
the percentage of African American
patients served in 2016 and the largest by
far was... Pine Bluff at +17%.
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Percentage change is of percentage of patients, not number. The dynamic is consistent, however, after removing Russellville and RVH, where the patient count and percentages were so small it skewed the results.


Survey Results

Areas of significant difference between our
African American and Caucasian respondents.
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Our Respondents

Which race/ethnicity best describes you?
250
200
150
100
| .
0

Race/Ethnicity

B White/Cacasian  ® Black or African American
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Also predominantly female – 83% for Af-Ams and 87% for Caucasians.


Significant Age Difference
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Significantly More Single African Americans

80
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What is your current marital status?
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B Caucasian M African-Am
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African Americans More Highly Educated

What is the highest level of education that you completed?
45
40
35

30
25
20
15
B B
. B ==

Associate Degree Bachelor's Degree Master's Degree Prof. or Doctorate

M African-Am
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M Caucasian
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Less than HS, HS Grad, Some College, and Trade/Vocation Training not statistically different.


African Americans More Religious

60
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40
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20

10 ©

Very Religious

How do you consider yourself?

Somewhat Religious Not Very Religious  Spiritual/Not Religious

B Caucasian M African-Am

Not at all Religious
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African Americans More Church-Going

How often do you attend religious or spiritual services?
90 " g ™
80 ’ 4 \

60 y
50 ¥
40

30

20 '
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Regularly Occasionally Rarely Never

M African-Am

M Caucasian
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Strength from Spirituality Similar

80
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How often do you find strength in your religion or spirituality?

Once or More Daily

Several Times
Weekly

Several Times
Monthly

B Caucasian

Once Several
Months

M African-Am

Never Not
Religious/Spiritual
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Much commonality on this question. No significant differences, except “Once Several Months,” but little relevance there.


More Caucasians Never Talked about Death

Growing up, how often did your family talk about death or dying?

18
16
14
12

i Other options not significantly different:

Often, Sometimes, Rarely, and Not Sure.

Never

o N B~ O

B Caucasian M African-Am
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No statistically significant difference between races on related question: “Growing up, how often did you think about death or dying?” But they’re more confident and comfortable with EOL issues and planning.


Advanced Planning Favors Caucasians

80
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4
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Today, how comfortable are you...

Making a will?

Preplanning your funeral?

B Caucasian

M African-Am

Seeing stories about death?
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No significant differences to “Talking about death?” and “Attending funerals?” Other options: Somewhat, Not Very, Not at All, and Not Sure.


Caucasians Significantly More Confident

... that loved ones know ... that you know how your
how you would want to be loved ones would want to
cared for? be cared for?
60 50
>0 40
40
30
30
20
20
o _ o
Very Not Very Very
B Caucasian M African-Am W Caucasian M African-Am
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All options: Very | Somewhat | Not Very | Not at All | Not Sure


End-of-Life Fears

How afraid are you of...
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Getting Old

Very or Somewhat

Dying Alone
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Dying in Pain Not Enough Becoming a Unable to Unable to
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Also significantly more Af-Ams “Not at All” afraid of being able to communicate wishes to medical staff. Implication of the number of differences here: Are we (or society) better at assuaging Caucasians fears, are they better prepared or more privileged, or is there more ground to gain with African Americans? 


Aging and Dying, Differences
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Very similar responses to all other questions: Dying is an important part of life; You would want to know when you’re going to die; Making peace with yourself and loved ones before you die is important.


Aging and Dying, Similarities

African Americans and Caucasians are much agreed that...
* Dying is an important part of life.
* You would want to know when you’re going to die.

* Making peace with yourself and loved ones before you
die is important.
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Wills and Advance Directives
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How much do you know about...

| Know & Completed I | Know & Completed |

Living Will/AD
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Funeral pre-planning comparable.


The Big One, Part 1

Have you heard of hospice services?
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93% of Caucasians have heard Very Much about hospice services – the more you hear about it…


The Big One, Part 2

If you were dying, would you want hospice services?
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Since 93% of Caucasians have heard Very Much about hospice services – 93% want it. 0% don’t want it. As many African Americans aren’t sure as want it. They need more information! We can close this gap by learning how to communicate better with this community, and we can mission the @#%*! out of this problem and stop a large swath of our community from dying badly. That’s why we’re here. This is mission.


Recommendations

Possible Next Steps
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Recommendations

* Do research
e Evaluate data

e Get program and executive buy-in on proposal

e Create plan, assign responsibilities, and set goals

* Prospect funders and develop community partners
* Implement plan

e Report results

e Evaluate and strategize

>
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Duke said the “hardest part is getting started.” We’ve done the hardest part!


Recommendations, Next Steps

Continue what we started.
e Do what works.
e Develop toolkit.

Expand effort:
* |teratively? Repeat model in next area.

e Broadly? Assume entire service area is next goal & go for
scale.

e Funding should realize program plans.

e Train:

e Use remaining funds to begin training with Just
Communities of Arkansas.

e Start with Leadership Team, then plan growth.
e “If you can’t hire diversely, then train for diversity.”

Increase staff diversity.
e |Increase board diversity.

From NHPCQ’s Inclusion and Access Toolbox:
Assess, Engage, Educate, Evaluate, Repeat

>
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Arkansas Hospice’s Organizational Diversity

st | ooards | sstate | i totin
Cuasn [ s s s | 71
N aneron | 124 | 65 | 157 | B3
o o5 | 0 | 16 | 56

R

Unknown ( 11.3 )
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Clearly our boards’ diversity shows the most room for growth and most urgent action area. Concerns for the staff count include the large percentage of Unknowns, and representation in higher-level positions (managers and executives) vs. entry or lower-level ones.


Openness to Diversity

110
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100 1%

95 More white, conservative, & male, = |
90 older, and less educated.
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80 More color, liberal, & female,

75 younger, and more educated.
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More Recommendations

Maintain & grow partnerships, including:

 Michelle R. Smith, director of Office of Minority Health &
Health Disparities

 Michael Knox, former director of Arkansas Minority Health
Commission

e Donald Wood, executive director of Just Communities of
Arkansas Michelle R. Smith, PhD, MPH

e Arkansas Black Hall of Fame Foundation and our other
funders, including Komen Arkansas

e Health Care Community and Arkansas Dept. of Health
e Area Agencies, Community Organizations, Churches, etc.
e Many Regional, National, & Governmental Organizations >t

Arkansas Hospice
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CMS, NHPCO, Duke University, IOM, and so many more national groups & entities & funders.


Thank You

Linda Bateman & Sherry Collins in Pine Bluff
Judy, Andy, and Donald
Dan Marchetti
Corey, Scott, and Tim
Our Boards
Our Funders
Our Community Partners
Our Survey Respondents

Most importantly, our patients and their loved ones and our staff who serve them
every day. Specific thanks to our African American patients and families.

We recognize that social justice doesn't just happen, and it's not just our responsibility,
it’s our privilege to serve the cause. It’s our mission. g

Arkansas Hospice
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And all the staff who’ve shown such interest in this along the way – like Barb and Deanna most recently, but there’ve been so many. Such a blessing. We can do this.
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