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= |n 1914, Dr. Beoker 1. Washington, Innovator, educator,
health advocate, and most notably known as foeunder,
president of Tuskegee University, he with the collective
and individual efforts of other African American leaders
who recognized the link between health, and social and

economic well being, initiated Negro Health Improvement
Week, which later became National Negro Health Week,
April 1915, and then National Negro Health Movement.

L= procieber 2002, the 107th Congressipassed,a.joint
resolution (H.CoennRes: 388) 1o estalelish a National
W Winerty Healtirand Health Disparities Month. This joint
“Sresolution reinvigorated health organizatiens and
advocates nationally and locally to eliminate health
disparities among vulnerable populations much like the
movement in the early 1900’s.
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Mrs. Chisholm, and her obituaries
Inevitably led, as she knew they
would, with her litany of firsts -- first
 black woman in the House, first
pblack woman to seek a major party
presidential nomination.

Cause of Death:
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Actor, Writer, Director and Social Activist
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December 18, 1917 — February 04, 2005

Actor Ossie Davis, who pioneered roles for

African Africans In a stage and screen

career that spanned more than 50 years.

At the time of his death, the actor had been:
- shooting the film "Retirement.”

Cause of Death: Natural Causes
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October 02, 1937 — March 29, 2005

Age: 67

Johnnie Cochran Jr., an attorney who
rose to fame when he helped win an
acquittal for O.J. Simpson in a double-
murder trial.

——
—

Cause of Death: Brain Tumor
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June 30, 1956 — June 17, 2005

Age: 48

Ronald Winans, a Grammy-
winning member of The Winans
and of gospel's first family.

Cause of Death: Heart Attack
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Entertainment

June 14, 1936 — July 1, 2005

Age: 69

Renaldo "Obie" Benson was an African-American
soul and R&B singer and songwriter. He was best
known as a member of Motown group The Four
Tops. His last performance as a Four Top was on
April 8, 2005 live on Late Night with David

- Letterman.

Cause of Death: Lung Cancer
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April 20, 1951 — July 01, 2005

Age: 54

Grammy award winner Luther Vandross,
whose deep, lush voice on such hits as
"Here and Now" and "Any Love" sold more
than 25 million alboums while providing.the
romantic backdrop for millions of couples
“worldwide.

Cause of Death: Heart Attack/Stroke
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Publishing, Business-

January 19, 1918 — August 08, 2005

Age: 87

Publisher John H. Johnson, whose Ebony
and Jet magazines countered
stereotypical coverage of blacks after
World War Il and turned him into one of
the most influential black leaders in

" America.

Cause of Death: Heart Failure
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Actor Brock Peters, best known for his
heartbreaking performance as the black man

falsely accused of rape in "To Kill a Mockingbird."

Cause of Death: Pancreatic Cancer
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Entertarnment —
October 13, 1924 — October 02, 2005

Age: 80

Nipsey Russell, who played the
Tin Man alongside Diana Ross
and Michael Jackson in "The
Wiz" as part of a decades-long

~___career In stage, television and
film.

Cause of Death: Cancer
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April 27,1945 — Octob'er'OZ 2005
Age: 60

Mr. Wilson was a Pulitzer Prize-winning
American playwright. His singular
achievement and literary legacy Is a cycle of

ten plays, each set in a different decade,
depicting the comedy and tragedy of the
African-American experience in the 20th
century. Wilson's most famous playsare ...

. Fences; The Piano'lésson , Ma Rainey's
Black Bottom, and Joe Turner's Come and
Gone.

Cause of Death: Liver Cancer
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- Social Activist
February 04, 1913 — October 24, 2005

Age: 92

Rosa Lee Parks, whose refusal to give up
_her bus seat to a white man sparked the
-~ modern civil rights movement.

Cause of Death: Natural Causes
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December 01, 1940 — December 10, 2005

Age: 65

Richard Pryor, Considered one of the
greatest, most influential comics of all time,
showcased his skills in a trio of award-winning
concert films--Richard Pryor Live in Concert,
Richard Pryor Live on the Sunset Strip and
Richard Pryor Here and Now --and starred in more
than 30 films, including Silver Streak, Uptown
Saturday Night, Stir Crazy and the
autobiographical comedy-drama Jo Jo Dancer,
Your Life Is Calling.

Cause of Death: Heart Attack
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Decerhber 01, 1933 — Janua

Age: 72

Lou Rawls, who earned fame with his glorious
voice and respect through his prodigious

fundraising for the United Negro College
Fund.

Starting as a church choir boy, Rawls
_ultimately applied those silky tones to a
"variety of musical genres and more, including
movies, TV shows and commercials.

o——

Cause of Death: Cancer
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March 18, 1941 — January 19, 2006

Age: 64

Alabama native and veteran soul singer
Wilson Pickett, famed for his trademark
screams, flaming delivery and

flamboyant costumes, and known for
‘such hits as "Mustang Sally" and "In the
Midnight Hour.”

Cause of Death: Heart Attack
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~ Entertainment
October 20, 1914 — January 24, 2006

Age: 91

Fayard Nicholas, who with his brother
Harold wowed the tap dancing world with
their astonishing athleticism and who
Inspired generations of dancers, from
Fred Astaire to Savion Glover.

Cause of Death: Pneumonia/
complications of a Stroke
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April 27, 1927 — January 30, 2006
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Age: 78

Coretta Scott King, who surged to the
forefront of the fight for racial equality
after her husband Martin Luther King Jr.

— —-—#_

was murdered in 1968.

Cause of Death: Stroke/Heart Attack/
Ovarian Cancer
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Jheterm “racialfand ethnlc health dlsparltles IStant
umbrella term that includes disparities in health and
disparities in health care.

Disparities in health: differences between two or more

population groups In health outcomes andn:the
prevalence, incidence, or burden ofi disease; disability,
Injury, or death.

R

- Disparitiesiinshealthcare: differeneesietween tworer™
L mere pepllation groups in'hiealth care access,
coverage, and quality of care, Incltding differences in
preventive, diagnostic, and treatment services.
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= |pstitute of Medicine (I0M)

— racial or ethnic differences in the guality of
healthcare that are not due to access related
factors or clinical need.

= Synonyms for disparity

— iInequality; unlikeness, disproportion or
- differences -

—

A

R —

(National Health Care Disparities Report-Executive Summary)
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= The problem of racial and ethnic
health disparities has been well
documented, leading the U.S.
Department of Health and Human
Services (HHS) to make eliminating
e jealth disparities by 204.0.a:nationales
g ][ 2| — -
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- _Soéially and econemically challenged
Persens are often at a disadvantage to
access health information, including end of

ife education, and they often die.inpain and
suffer needlessly

S

= Americashasianesponsibility’to all its people'
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= AL Americans have a right to
compassionate, quality end of life care

= Age, gender, socioeconoemic status, sexual
elientation, ethnicity, culture, diagnosis or
~prognosis sheuldwetintenfere with that right™

S
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= Health Professional Organizat_ions and

State Laws Require for CME

Reqguirements

= Patients feel empowered and respected

m—

= PatienisteveNncreasedrawareness of
proposed medical treatments and

available options
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= Patients from various cultural groups

are more willing to seek and receive
appropriate care, thus reducing health

disparties

m—

WENpPatients report greater satisfaction with

o —

the health care system
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Cardiac Disease
Cancer Screening and Management
Diabetes

HIV Infections/AIDS
mmunizations
nfant mortality

g
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= Reluctance of blacks
and Hispanics to use
hospIce Services @% AA)

= Reluctance of blacks

and Hispanics to
complete advance
W directives (20% generally)

a ReluciancCeroiniacks

“and Hispanics to
withdraw life-
sustaining treatment

Race/etthIty [STarpredictor of

end ofi life decision-making (even

when adjust for demographic and socioeconomic
status)

Black physicians remained more
likely than non-Hispanic whites
to choose aggressive treatment
options (Mebane; 1999)

Religion/religiosity/spirituality
associated with measures to
prolong life, reluctance to
withdraw: life support,.and
disappreval elrassisted suiciaen s

Women are more likely to
experience more pain and be
undertreated for pain.

Women are less likely than men
to prefer and receive aggressive
treatment at the end of life




Copyright © 2006 by USU Center for Health Disparities Research and Education

= History and Heritage
— Legacy of slavery
— Abuses Iin medical experimentation
— Economic Injustices

— Racial profiling practices
— Disproportionate numbers of incarceration
2 Socletal and ethical miscopeuet
"~ @eneralloss of credibility of institutions

R

Crawley L, Payne R, Bolden J, Payne T, Washington P, Williams S. Palliative and end-of-life care in the
African American community. Journal of the American Medical Association. 2000; 284(19): 2518-2521.




= Religion and  Spirtuality
— Pain and suffering is to be endured as part of a
spiritual commitment.

— Many African-Americans believe that suffering

IS redemptive.

— To avoid suffering could be seen as failing a
“test ofifaith”... because the experience Is belng
sent by Godio, to lest.one s laibi:

= I\Foblllty of sufferlng (struggle and sunrvival).

R

Copyright © 2006 by USU Center for Health Disparities Research and Education




= Breach of Trust

~— The bioethics and medical literature suggest that
cultural mistrust is a major factor in advance care
planning for African Americans.

— These conclusions are unsubstantiated....more research
must be done.

R—
-

— [ndividualsiandunstitutionsymustiwerk toward change tor™
B ensure that minority patients begin to, trust.
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An insider’s account of the shocking
medical experiment conducted by government
doctors against African American men.

FRED D. GRAY




= Education
— African. Americans like the general population lack

knowledge about the kind of care offered through
palliative or hospice programs.

— Physicians lack knowledge of the range of Issues
related to palliative and end-of-life care.

— African American physicians care for more minority
o patients than than do other physicians andithis impacisis
Upen thercemmumRiy ImmWRIChNSEerves.

R ———
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= Education
— Clergy lack knowledge of the range of issues related to
palliative and end-of-life care.

— Clergy are often called to assist members with death

and dying; however, they lack the skills to help family
make treatment decisions that are deemed aggressive,
Intrusive and futile.

-~ Clergy education may help fostereitectiverpartnershipsis
With physicianssandretierrnealtiiTcare professionals.

R ———
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APPEAL

A Progressive Palliative Care Educational
Curriculum for the Care of African Americans
at Life's End

Patient Centered Decision Making

e ——

"(Advance Care Planning)




= Advance directives are legal documents in
Which yourgive oral and written instructions
about your health care If, in the future, you
become unable to speak for yourself.

= Each state regulates the use ofiadvance
directives differently.

L =Advancerdirectives shouldienly be usedwhen, it
. Is determinedinatthesndiviatial’is incompetent
or lacks decision making capacity.
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Definitions: Benefits:
= Process of planning for = Increased trust

future medical care towards the health
= Values and goals are care provider

explored and Reduced uncertainty

documented

=_Determine.proxy.
decision maker
R —
EREPreiessional;legal
responsibility

| ess confusion and
conflict

Peace of mind
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=L ivingr\Will
= Durable Power of Attorney for

Health Care (I.e., health carerproxy;
health care agent, attorney-in-fact, or
surregate)

—
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Gloria Ramsey

NUSESAGIIEY
Uniformed Sietvicas Unlvarsity of tne slealin Seigncas, Vanyzisiel
Eormerly, NYU' Division o Nﬁmﬁgﬂmﬁmk-:-_—-f —

= A Durable Power of
Attorney for Health
Care names a person to
make decisions when
you are unable to.

= Aliving Willprevides;
[IISrUCtioNs on paper te
providers:.
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Both federal and state laws govern the use of advance
directives

Federal law I1s 1990 enacted the Patient Self

Determination Act (PSDA)

All 50 states and DC have laws authorizing use of
advance directives

Lawsvany.fiem;state to, state

@htainrstate specific forms:
WWW.caringinfo.org
WWW.NhpPco.org
1-800-658-8898
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Other decuments, that embraces: the

JOIHF Jf

-

Advance Directives —

\erbal statements

Personal letter or value statement indicating
preferences

Documents developed to address values and are
legally.binding (1.e, Five Wishes)

WALl Tele Wt eTelTelpl YA e) e —
————

——

e

Do Not Hospitalize or Do Not Transfer Orders
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Dying Is an éve_nt
that Is deeply

Influenced by
cultural mores

—

— O
practices




Bethsheba Johnsoen

reicririorier
Center. Il

S

= African American
Patients are

suspicious of Advance
directives.
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Introduce the topic

Engage In structured discussions
Document patient preferences
NREVIew, update
ApRIYAdirectivVeS When need arises
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) 12 WWny tne topic. ..

—*—_ SR ———— E

—

Explain that you discuss advance
directives and advance care
planning with ALL patients.
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Richard Payne
JD

nysicleir
plRE CEner Cale at-t dlelkeiid jie

Co-=ounder Initiatigé‘td'Irﬁﬁove‘PéﬂTé‘w:lvg Careor
African Americans, North Carolina

= African American and
Latino patients know

that they can be
treated differently in
the health care

Sy/Stem:

“Are yoeu talking to
Mrs. Sally down the
hall about this?”
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= Tell patient they are not dying, if they are not
= Allow time to process information

= Tell patient they have time to think about it and do
not have to make a decision that moment

= Allow time to build trust

= Address issues of cultural paraneia and distrust
=rEXplore and discuss cultural values and.behavioss,

= [DiScuss effectsiornet making a decision

“(RX, family)
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*—Be straightferward and routine

= Be prepared to introduce and reintroduce topic
over time

= |dentify a health care professional ofithe same
race to speak with patient and family, when
. possible

S =l LEealtn care professionalsishiotidoe sensitive to
“the cultural values, beliefs and perceptions ofi the
patient and family

—

Copyright © 2006 by USU Center for Health Disparities Research and Education




Nurse Praciitlonear

Cogger Greeq) |

Edwina diayiier
\

osolizl], Alzigzirriel

= Advance Directives
are hard to get —

‘| look like arwhite
woman trying to rush
you to your death -~

*
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= Determine patient familiarity.
= Explain the process

Determine comfort level
Determine health care prexy, If any.
Determine person Whormakes: decisions

I

REVISIt the process as oftenias needed
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Mis, Ginger Biyant
Omlo& Jemor Cer r fllemr

= She knows she
“doesn’t want all those
tubes In her.”

3
: = She doesn’t have a

formg_l_ advanee
directive.
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= Placing Advance Care
planning on the
“problem list” and

reviewing It 1n regular
clinical sessions
Improyves the process
andsaliews patients'ior

Exercise autonemy.
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= Nature of the Illness
= Recommended treatment

= Reasonable alternatives

=.Chance ofieach alternative achieving Its
ntended goalis -

—

"s"Burdens, benefits of each alternative
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= Proxy decision maker(s) present
Describe scenarios, options for care

Elicit patient’s values, goals
Allow time for discussion

Be available to answerguestions

Eheckfer inconsistencies and issues
that need clarification
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Sydney . \Welnstien
Farnily Caregh /er/”:glurmrun Business Owrier

‘J

(‘Ar y |—_. A | e (ol -"- —
SC cl[ E-' :-9@ al- C)fr e ——————l

= | see (Advance
Directives) as a guide
for my daughter.

= Daughters are often
Limesthe child most™
relied upon.
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= Aware of reguest to act as proxy
= Entrusted to speak for the patient

= |nvolved In the discussions

= Must be willing and able torassume the
= liesponsipility of the proxyanole

S =iAbleto'jealously advocate
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Eledie \Watson Stone

rlorre /rlonerNllr Speclalisi

= Believes her family
knows what'she
wants.
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Litfezicrl Coordlinetor/ 200 Care Hes
Jrnveur/ Of r\lrlorlmrl

= |[f you want to talk
advance directives
do 1t withi the whole
family.
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Edwina diayior

MNurs ciltiorier
I Glleziel Cogoar Grezn Flosliel Alegeme

A=

= Define key medical
terms in language the
patient, proxy.and/or

family-understands;
= Terminology counts -

e.q., allowsnatural
deatn’s better
language than DNR.
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= Rayiew advance directive

= Advise health care proxy and family

= Sign the documentation
= Enter into the medical record

=L Recommend statutory deeuments —

I

. Ensure‘ﬁortébility (state tostate as well as
In and out-of- hospital orders)
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Glonia Ramsey

= African Americans
are less likely to
complete advance
directives... lots of
speculation --
inclbding suspicion™
oft “writing things
down....”
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Dererrrilretiorne
- Decision=Meakiric Caozac

-_Clinical Determination
= Mental Status Test

= Functional Capability
— Patient understands own right to make a choice
— Patient understands the medical situation
— Patient can communicate
— Patient’s decision Is consistent andistable over time

-

=L Decision-Specific Capacity
=N ReAsSess aiter each decision
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= Prexy-decision-maker

= Sources of Information
— Wwritten advance directives

patient’s verbal statements

patient’s general values:and beliefis

S ———

How patient lived his / her: life

nest Interest determinations
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= Follow up periodically

= Note major life events
Discuss, document changes

piseuss:status of the health, care
oroxy/agentﬂt,torney In-laci/strrogate

’Wlthholdlng vs. Withdrawing Treatment
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Llfe Sustalnln Treatments

= Stanvation... the term carries emotional
overtones, iImplying the physically
uncomfortable process and the spectrum of

physical changes that healthy.and hungry
persons undergo If they are inveluntarily
W deprived of food

—
- —F,'

sSNOrevidence that terminal dehydration Is a
painful process
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S \Willilams
Farmnily Care Giver/Quality of Life Consuliani

R — N —'_—A Tall 7zm Y T o= Y ——
E—— NS ANJdele allfornie —

/) ~ 411
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= “ ..It's bad for the
living to let people

starve.to death.”
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= Determine applicability
= Read and interpret the advance directive

= Consult with the health care proxy
(health care agent, attorney-in-fact,
o sUrrogate) and spiritualiadyvisor

— —F,'
—

E——
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Yusel Shaheen

osClUe

= People are more
conscientious about

religious practice near the
end of life and
accommodations need to

bermade for this;
-
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Glona Ramsey

University of tne rlealin Sciences, Waryland

Formenly, Ny DGO G NITSITIG, INEAYO e

= Many African
Americans choose
their minister as
pProxy -- ministers
need help to
shouldenthesbunden..
and'fight the health
care system.
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=Carry out t

i

= Consult with Ethics Committee for
disagreements. Committee members
should be sensitive to the values of the

patient anc

family

———

E——
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Lack.of trust
=ear
Hopelessness

nadequate knowledge
nability.to. identify with providers
Lackieifmedicaliinsuramnce

"= Secrecy of medical condition
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Lack-oef-information
~aillure to plan
Healthcare Proxy absent for discussions

Unclear patient preferences
L= Eecusitoo narrow

s

L =L Communicative patients are ignored
= Making assumptions
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Key Take-Home Points. . .

= Advance care planning and or patient
centered decision making Is a process and
not a “one shot deal.” Thus, multiple
COnNVersations may oceulilbeiore.decisionsy...
are madeyifat all. il
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EVery person has a personal sense of how
he orshe would like to live and die that will be
based on personal, cultural, spiritual and
religious values, belief, and preferences.

= Most patients welcome the opportunity to
discuss their preferences with their physician
g health care provider.

i

— Even/ipersenrhas the gt tJEarticipate In the
planning of his or her own healthcare.

E——
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Diannelbeesie
rlosplce Adrminisiraior

S HOSDICE AOIS

= \We need to teach

patients that Advance
Directives can be

empowering.
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= African Americans do complete advance directives
1t provided the information by trusted sources and

given sufficient time to process, understand and
feel comfortable with the information.




= Engage patients, family members or surrogates in

authentic dialogue to enable them to emerge from their
cultural silence to define their own reality and make
choices.

=L Advance directives is a process andiet anievent. —

S Gontinte tofollow through and follow: upawith patients and

families because African Americans complete directives.
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“Of all the forms of
inequality, injustice in
health is the most

shocking and
inhumane.”

—




__Gloria Ramsey, JD, RN
Di[_ector, Community Outreach and

Infermation Dissemination Learning to Cﬁfrﬁ for
those in harm's way

Uniformed Services University

Center for Health Disparities
Research and Education

8484 Georgia Avenue, Suite 950
Silver Spring, MD 20910

Tel:  (301)589-1175/%16
~ Fax: (301)589-5569

Email: gramsey@usuhs.mil
WWW.Usuhs.mil
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= The churchiis an important institution for
African-Americans of all ages, but especially
the elderly

= Historically, black churches provided a wide
range of resources and opportunities that
Were Inacecessible to African-AmercansHiems
S maiRstreanNIsutitons
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Draw on African Americans’

~confidence in their religious
institutions In order enhance their
awareness about advance

directives, advance care planning

and organ and tissue donation.

B Construct an educational program
tnat is culturally;dinguistically; and

' = . - "
spIrttally sensitive about advance
directives, advance care planning

and organ and tissue donation.
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.. Increase the rate of

advance directive

completion among

older African
Americans,

e

——
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Ocaforl. Wiy Ferlenr:
= The total population:of West

Harlemis.111.,724 Manhattan
Community
District 9
=  African Americans humber
34,924 and make up 31% of the

population

= They are the second largest
ethnic greuprinithe district

S 02 pEOPIE; OI"919% of these
are 65 years of age and over.
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= [Large urban population

~— over 2000 people
attend

— holds 3 services every

Sunday

— smaller churches may
not give a large enough
POoI of potential

PArtICIPARISE S
T - Eev. Clarence P Grant, DD, Pastor
="large concentration of i S s e

'".--||_.|. Ls & ..I ..T T |'_ W g o e X .._" |

African Americans et
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« Already existing methods of: training within
the church

— Spiritual Big Brothers and Big Sisters Ministry
Sunday School classes which range from Kindergarten to Adults

Children’s Ministry

Mentoring Ministry

Young Adult Ministry

Sister 2 Sister

Pg_r_ents Mjnis{fi-/--““

Parish Nurse Ministry orHe _._.. .......__

Copyright © 2006 by USU Center for Health Disparities Research and Education




Tfhe preject-has Three Phases:

Phase |: Congregation Survey & Focus Groups

Phase |I: Educational Training

s Phase lllxbBissemination

—
—
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Prepar;ation for Project
_Personal Values (Self Assessment, Passion, Commitment)
Demonstrate that you Care
|dentify a Respected Member of the Community

Meet with “Community Leader” (RFP, Recruitment Process, Incentives for Participation)

Attend events regularly (be seen and learn practices of group)

. nguire whoe might alse be included and informed abeuixpLeject

m—

B =

R ——
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Conducting Project
Meet with “Community Leader” (RFP, Recruitment Process, Incentives

for Participation)

ldentify team members with similar backgrounds; where possible

Attend events regularly (be seen and learn practices of group)

R

S pevelop Trrust (Tnusted ntenpreters’ of Daia)s
e

R ———

Copyright © 2006 by USU Center for Health Disparities Research and Education




Conducting Project

Project Timelines and Community Timelines May Differ

Be prepared to participate in activities that are important to the group
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Tfhe preject-has Three Phases:

Phase |: Congregation Survey & Focus Groups

Phase |I: Educational Training

s Phase lllxbBissemination

—
—
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What Can You Do to
Help?

Who We Are

Researchers from New York University Division of We need your help i the following three (3) ways:

Nursing, in collaboration with the Health Ministry of 1 @ Sy = FlE=s il i sy
Convent Avenue Baptist Church, are doing a study about your bulletin and put it in the drop box in the walkway
after service, or leave it in the “drop box” in the
ways to assure that people are able to make their own health Education Building during the week.
care decisions. The project seeks to provide a better
Focus Groups - Please participate in our focus groups
(a small group discussion where people share their
African Americans. opinions and insights on certain issues). To do so
please either call; complete and retum the attached
form to the “drop box in the walkway; or sign up in the
walkway after service or during the week in the
Education Building. The focus groups will last 1% to 2
hours. A light dinner will be served.

understanding of the health care decision making process for

Educational Training Program — Learn how you can

start caring conversations with your loved ones. Please
join us in educational training sessions where you learn
about Health Care Proxies, Living Wills, Durable
Power of Attorney for Health Care, and additional
information about end of life care matters. A light
dinner will be served

Please join us in the upcoming weeks as we sit
and talk about these important questions.

Marie Taylor, RN, MA Gloria Ramsey, RN, JD
Convent Avenue Baptist Church New York University
Parish Nurse Project Director
(212) 234-6767 (212) 998-5356
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The African American Church and
Community Perspectives for End of Life Care:
An Educational Initiative for Urban Ministers, Lay Faith Leaders and
Health Professionals Caring for African Americans

Congregation Survey

9. Have you talked to your
loved ones about how you
want to be cared for at the
end of life?

1. Are you?

___Male
___Female

2. Do you live alone?

__Yes
__No

3. What year were you born?

4. How often do you attend
religious services?

__ Never

__ Rarely
__Occasionally
__Regularly

5. What kind of work do you
do?

__ Professional
___Technical
__Service
__Sales
__Clerical

__ Other:

6. What is your main
ethnic/racial group?

_ Yes
~ No

12. Would you complete a
Health Care Proxy if consent
for organ donation were
included?

__ Black/African
American

__Latino of
descent

__Black of
descent

__ Other (specify)

7. What kind of health
insurance do you have?
Check ALL that apply

__hone
__through current
employer
__self pay
___Medicare
___Medicaid
__HMO/PPO
__other federal/
military subsidy

10. Do you have a signed
Living Will, [a document where
you write down what your wishes
are for treatment should you be
unable to make them yourself]; or
Durable Power of Attorney
for Health Care (Health Care
Proxy), [a document in which
you appoint someone to make
treatment decisions for you should
you be unable to make them
yourself. Treatment may include
starting your heart if it stops
beating, using a breathing machine,
and tube feeding]?

__Yes, Living Will

__Yes, Health Care
Proxy

__Yes, Both

__No

__Don’t know

11. Have you signed an
Organ Donation Card?

8. Have you ever heard the
words “advance directive”?

Yes

_Yes
__No

_Yes
_ No
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FOCUS- Gl OUPS

The African American Church and
Community Perspectives for End of Life Care:
: . An Educational Initiative for Urban Ministers, Lay Faith Leaders and
Marie Taylor, RN, MA Health Professionals Caring for African Americans

&
Convent Avenue Baptist Church
Parish Nurse

(212) 234-6767

\ame

Make it Better!

Researchers from NYU Division of Nursing, in collaboration
with the Health Ministry, are doing a study about ways to Address:

assure that people are able to make their own health care
decisions. The project seeks to provide a better understanding
of the health care decision making process for African
Americans. We need your help in the following two ways:

1) Congregational Survey — Please fill out the survey attached
and put it in the “drop box™ in the walkway after service, or Zip:
leave it in the “drop box™ in the Education Building during the
week; i

and 3est times to reach you:
2) Focus Groups — Please participate in our focus groups (a
small group discussion where people share their opinions and
insights on certain issues). To do so please either call;
complete and return the attached form to the “drop box” in the >hone Number(s)
walkway; The focus groups will last 1 % to 2 hours. A light
dinner will be served. (

2 Morning O Afternoon QO Evening

y -
If you have further questions, please feel free to contact us.

Gloria Ramsey, RN, JD 2 YES, | want to participate
New Your University
Project Director

(212) 998-5356

>lease detach and return to the “drop box” labeled FOCUS
GROUPS located in the walkway.




Ao

= Participants
—\Women'’s Fellowship
— Men’s Fellowship

— Health and Wholeness Ministry
— Deacons
L=Sick and Shut-In
~__—Ministers

R —
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~ - ~f

= [ogistics
— Telephone interested participants
— Confirm attendance (1-3 days prior)

= Day of meeting

— Food (culturally appropriate)

— [Donation te' church

— Proyideiconsentionms, execttive summary and survey
“"Z"Open meeting with prayer

m—

A
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o

Q_u'es_tions (same'as Congregation Survey: )

f you were terminally ill, where would you
ke to die?

_Ist persons whose death had a significant
Impact.on.you.

OW familiaRareyeuithiiesSpIce service?
JowW familiar are you with palliative care?
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..FOCUS Grouos. .

=== =S —

_.I'n__"—

= 2 hours in duration
= Tape Recorded
= Weekdays (6:00 p.m.-8:00 p.m.)or

Saturday (10:00 a.m.-12:00 p.m.)
= Held at the church
—u Durlng Eebruanyand Marctizz003
"Severe Winter
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LLack of Trust
_ack of Education
Daughters were identified as significant

decision makers and care givers

= Church Is the right place to teach health
education

S

i

"[1e phenemenaofifoodisimportant in the™
NENgageEmMeENnt process
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= Member check
= Presented and acknowledge the parish

nurse and the deacon supervisor of:the
Health and Wholeness Ministry

= _Proyvide Certificates of Appreciation to all
Who participated,in, the 10CUSigroups
"SRPUbliIsh findings in the church newspaper
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Advisory Board Meeting

Five hour Training
IHeld at the Church

= Satu rdayms—t?aem‘ewed d
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WHO MAKES DECISIONS FOR YOU IF YOU'RE HOSPITALIZED,
BECOME SICK OR FAINT?

DID YOU KNOW THAT IF YOU BECAME iLL YOUR .FAMIL"K MIGHT NOT BE
ABLE TO MAKE DECISIONS FOR YOU?

Join us for educational training sessions where you leam about
how you can start “Caring Conversations” with loved ones.
Learn about Health Care Proxies, Living Wills, Do-Mot-Resuscitate Orders,
Hospice, Palliative Care, Taking Care of Yourself to Take Care of Others,
and the Affects of Grief and Bereavement for Traumatic, Natural and Sudden Death.

Please call or complete this form and return it to the “drop box” labeled "Training” in the
walkway after the 8 am and 11 am services:

Marie Taylor, RN, MA " Gloria Ramsey, RN, JD
Parish Murse: B e Projec! Dieclor
Convent Avenue Baplist Church r Mew York University

(212) 234-6767 [212) 998-5356
Food will be Served
The African American Church and Community Perspective on End-of-Life Care:

An Educational Initiative for Urban Ministers, Lay Faith Leaders
and Health Professionals Caring for African Americans

Name:

Best Times To Reach You: U Morning U Afternoon [ Evening

Phone Numberis): { ) - ( )

Best Times For Training (indicate 1, 2, 3, 4 by order of preference):
Month: Mid-Auvgust Mid-September Mid-October Mid-November
Day and Time: Q Tuesday, 6:30 pm —8:30 pm & Thursday, 6:30 pm — 9:00 pm

OR
4 Saturday, 9:00 am — 2:00 pm (includes breaks)
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*The Training Sessions, derved from the Tocus groups,
addressed:

1. Taking Charge of Your Health
Care

2. What Happens When You Die?
S Spintuality:

28 Grief'and Bereavemeg;

e ——

- e - .
5 End of Life Care Decision-
Making

6. Organ and Tissue Donation
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At the end of this session, you will be able to:

= Understand how to have “caring conversations”
with loved ones.

= |dentify the leading causes of deathiamong African
Americans.

e bDefine Advance Directives.
- = Discuss LiferSusiainingdieatments.

"SPIscuss the importance of Advance Care
Planning.
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Nzt Flappens Wrien (ol Dig”

- ! __I.-'.:—-\_ —

R

At the end of this session, you will be able to:

Define death.
Describe the process of dying.

Describe the signs and symptomsas death
approaches.

=mdentity physical, psychological, social.andsspinituall
_ Care neegsiopanimminently dying patient and
Sis/er ramily.
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R

At the end of this session, you will be able to:

= Discuss the spiritual beliefs of African Americans.

= Describe your faith, spirituality and prayer during
times of iliness.

S

. = Jdentify.yeurspintialbeliefs'concerning the end of
“ife.
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O Understand grief, loss, mourning and
bereavement during traumatic, natural and
sudden death.

O Describe the mourning process.

O |dentify the impact suffering has on the
weindividual, family and caregiver at the end. of

- life: e -

~®ldentify ways to help yourself'and to help
others during the time of grief and loss.

= |dentify local resources to support coping with
grief and bereavement




Copyright © 2006 by USU Center for Health Disparities Research and Education

At'the end of this session, you V_\Hli-” be able to:

Discuss “fact and myths” about organ
donation

yright © 2006 by USU Center for Health Disparities Research and Education

State five (5) reasons that African Americans
are reluctant to donate.

list.three (3) Bible scriptures supporting
ergan anditissue,donation. ==

Discliss the benefits of organ and tissue
donation.

Articulate who and what is the New York
Organ Donor Network.




I-Lire Decisior Vizilrlg

-
——mag—— o = =
- —_— —

R

At the end of this session, you will be able to:

O Define Advance Directives.
© Define Do Not Resuscitate Orders (DNR).

SWiIDEline Hospice and PalliativerCare.

S ———
A —

ifD—CompIete a Living Will and Health Care Proxy.
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d-or-Lire Decisior Wiel«lrg

—

At the end of this session, you will be able to:

= |dentify characteristics of an effective proxy.

= Discuss caregiver’s stress andways to
cope.
~ =L dentify local resources to; support guality =
L end-oftlife care.
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FIVE

The Person I Want to Make Care Decisions for Me When | Can’t
The Kind of Medical Treatment I' Want or Don’t Want
How Comfortable I want to Be

How | Want People to Treat Me

What | Want My Loved Ones to Know

=i L b pcrl B b e

www.adIngwithdignIty.oerg
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Who Should Use Five Wishes

Five Wishes is for anyone 18 or older works so well, lawyers, doctors, h

married, singl

parents, adult children, and hospices, churches and syna

Five Wishes

here are many things in life that are out of our hands. This
Five Wishes booklet gives vou a way to control something very

important—how vou are treated if vou get seriously ill. It is an easy-to

and friends. Over one million Americans employers, and retiree groups are handing

out this document

Because it

Five Wishes States

If you live in the District of Col

d y y X ) 0 it is filled out bia or one of the 35 states listed below, you can use
omplete form that lels vou say exactly whal vou want. nce iris I.'l'l't'l il - I 1 ’
L piele | ¢ Five Wishes and have the peace of mind to know that it substantially meets your state's

and properly signed it is valid under the laws of most states. requirements under the

Minr
Mis

What Is Five Wishes?
Five Wishes is the first living will that talks t seriously ill. It was

Ip of The American Bar

wishes. It lets Ass

your med
vou choose the person you want to make Problems of the Elderly

health care decisions £

y find that Five Wishes

How Five Wishes Can Help You And Your Family

family members,

It lets you talk with your family,

friends and doctor about how you

want to be treated if you become

seriously ill

You may al

y have a v

or health care. If you

e Five Wishes inst 1 a new Five Wisk

want t

as directed. As soon as you you had before

make sure the right form is us

How Five Wishes Began

man named Jim T

hes and the *  Destroy all copies of your old living will . Tell your Health Care Agent. family

or durable power of attomey for health members, and doctor that you have

Iming. It has

{and NBC's Today Show care. Or you can write “revoked” in hige filled out the new Five Wishes
letters across the copy you have. Tell Make sure they know about your

your lawyer if he or she helped prepare new wishes.

those old forms for you, AND
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W/ IS H

vv 1011 |

The Person | Want To Make Health Care Decisions For Me
When | Can’t Make Them For Myself.
] {1 am ne

make these

Health Ca

Wrredarnir s d am no

form name

This

o make he

WK

are professic

n these people are

to make these choice

(R this person has died, the next ch

City/St

Phone

Picking The Right Person To Be Your Health Care Agent

Choose someone who knows you very well, and follow your wishes. Your Health Care

ild be at le

cares about you, and who cz ke difficult

ast 18 vears or older (in

decisions. A spouse or family member may

. 21 years or older) and should not be:

not be the best choice because L i .
*  Your health care provider, includin;

emotionally involved. Sometim e the
best choice. You know best, Choose someone

OF COMIMURILY Car

who is abl

to stand up for you so that your

wishes are

ed. Also, we someone who .

’ An employee of your health care
vy s0 that they can help when

is likely to be provider

you need them. Whether you choose a spouse,
*  Serving as an

family member, or friend as your nt or proxy for [0 or

A

more people unless he or she is your
and be sure that this person agrees to respect

t. make sure you talk about thes

spouse or close relative

1 undersiand thar my Health Care

A

gent can make health care decisions for me. want my Agent to be able to do the

g you don’t want your Agent to do that is listed below.)

following: (Please cross out anyth

*  Make choices for me about my medical care

ind approve release of my medical records

or services, like tests, medicine, or surgery and personal files. If I need to sign my name to

This care or service could be to find out what my get any of the s, my Health Care Agent can
health problem is. or how to treat it. It can also sign it for me.
include care to keep me alive, If the e,

Move me

her state the care | need

out my wishes,

\uthorize or refuse to

horize any medication
Interpret any instructions | have given in

r procedure nee

Ip with pan
this form or < N

other discussions, ac

to my Health Care Agent's understanding of my *  Tuke any legal action needed 1o cary ot shes
wishes and values
. Donate useable organs or tissues of mine as
: law
b Apply for Medicare, Medicaid, or other programs

nefits for me, My Health Care

Make the decision to request

give medical treatments, including artificially

provide wd water, and any other

treatments to keep me alive

If 1 Change My Mind About Having A Health Care Agent, | Will

*  Destroy all copies of this part of the
Five Wishes form. OR *  Write the word “Revoked" in large
*  Tell someone, such as my doctor or letters across the name of each agent

1 whose authority | want to cance
family, that T wa i y I want to cancel

il to cancel or change

. Sig name on that page
my Health Care Agent. OR Agn my:name:on thal page.

Copyright © 2006 by USU Center for Health Disparities Research and Education




WISH 2
My Wish For The Kind Of Medical Treatment

1 believe that my life is precious and | deserve to be treated

Lam very sick and am not able 1o speak fo

directions I have given to my He

myself, [ want the follov

th Care Agent, to be respected ¢

| Want Or Don't Want.

digniry. When the time comes

wishes, and any other

What You Should Keep In Mind As My Caregiver

I do not want to be in pain. I want my doctor to
give me enough medicine to relieve my pain,
even if that means that | will be drowsy or sleep

maore than I would otherwise

* I do not want anything done or omitted by my
doctors or nurses with the intention of taking
my life

I want to be offered food and fluids by

mouth, and kept clean and warm

What “Life-Support Treatment” Means To Me

Life-support treatment means i

medical proce

dure, device or medication to keep me alive

Life-support treatment includes: medical
devices put in me to help me breathe; food and
water supplied by medical device (tube feeding);

cardiopulmonary resuscitation (CPR); major

surgery; blood transfusions: dialysis; antibiotics;

In Case Of An Emergency

If you have n medical emergency and
ambulance personnel ammive, they may look
to see if you have a Do Not Resuscitate form
or bracelet. Many states require a person o

have a Do Not Resuse

e form filled out and

inything else meant to keep me alive

If T wish to limit the meaning of life-support
treatment because of my religious or personal
beliefs, | write this limitation in the space below.
I do this to make very clear what | want and

under what conditions

signed by a doctor, This form lets ambulance
personnel know that you don’t want them 1o use

life-support tre:

ent when you are dying. Please

check with vour doctor to se

a Do Not Resuscitate |

you need o have

1 filled out

Here is the kind of medical treatment thar I want or don’t wani in the four situations listed below. |

Care Agent, my family, my doctors and other h

Close to death:

If my doctor and another health care professional both
decide that | am likely to die within a short period of
time, and life-support treatment would only delay the

moment of my death (Choose one of the following)

< I'want to have life-support treatment.

o Idonot want life-support treatment. If it has

been started, | want it stopped

- Twant to have life-support treatment if my doctor
believes it could help. But I want my doctor 1o

stop giving me life-support treatment if it is not

helping my health condition or symptoms.

In A Coma And Not Expected To Wake
Up Or Recover:

If my doctor and another health care professional

hoth
decide that I am in a coma from which 1 am not expected

to wake up or recover, and | have brain dar and life-

support treatment would only delay the moment of my
death (Choose ene of the following).
] want to have life-support treatment
< 1 do not want life-support treatment. I it has
been started, I want it stopped.

< ['want to have life-support treatment if my doctor

believes it could help. But 1 want my doctor o

sSlop giving me |I€L‘-\\I|‘|\III treatment if it 1s not

helping my health condition or symptoms.

dth care p

1 my Health

iders, my friends and all others to know these directions

Permanent And Severe Brain Damage
And Not Expected To Recover:

If my doctor and another health care professional both

decide that I have permanent and severe brain dam

(for example, I can open my eyes. but I can not speak
or understand) and [ am not expected to get better, and

life-support treatment would only delay the moment of

my death (Choose one of the following

-1 Iwant to have life-support treatment.

- 1donot want life-support treatment. If it has
been started, [ want it stopped

< Dwant to have life-support treatment if my doctor
believes it could help. But I want my doctor to

ent if it is not

ing me life-support treat

helping my health condition or symptoms.

In Another Condition Under Which |
Do Not Wish To Be Kept Alive:

If there is another condition under which I do not wish
to have life-support reatment, [ describe it below. In

this condition, I believe that the costs and burdens of
life-support treatment are too much and not worth the
benefits to me. Therefore, in this condition, 1 do not want

life-support treatm

(For example, you may write

“end-stage condition.” That means that your health has

gotten worse. You are not able to take

of yourself in

T

any way, mentally or physically. Life-support treatment
will not help you recover. Please leave the space blank if

you have no other condition to describe.)
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with my personal, spiritual and emotional wishes. They are impo

"-' Y he next three wishes dea
me. ant to be treated with dignity near the end of my life, so I would like people 1o do the things

care providers, my friends, and others may not be able to do these

Id

gEore

I I, MNease ¢
e not required by law to do these things {Please cross out

rlln"l(

naot expect the following wishes 1o place new «

duties en my doctors or other health care pre

* [ wish to have my family

ther |

1 also do not expect these wishes to excuse my doctor o h care providers from g mi¢ the proper care

know love them

asked for by faw

* | wish to be forgiven for the times 1 |

\\\J l t\‘ I i g % hurt family, friends, and others
MyWISh For How Comfortable | WantTo Be. « T wish to have my family, fr

(Please cross out anything that you don't agree with.)

nds ur

¢ them for wl

% know that [ fol

urt me in my life
* 1 donot want to be in | :

n. | want my doctor * [ wish to have warm baths often. [ wish 1o be

and friends

« 1 wish for fat

ive me e h medicine to relieve

kept fresh and clean at all times

at | do not fear death wself. I think it is n

it means [ w drowsy or sleep

* [ wish to be massaged with warm oils as often

the end, but a new t ning for me

mare than [ wol

as | can be
= [ wish for all of my fumily members 1o

. W SIENS ¢ S8
i i i . I wish to have my music played when wce with each other before my
h, or hallucinations, | want s . '
possible until my time of death. 1, if they can
can to help me i

*  ['wish to have personal care like shaving, nail * 1 wish for my family and friends to th

*  1wish to have a cool me loth put on my :
! . clipping, hair brushing, and teeth b as hout wi ume

head if | have a fever ¥
they do not cause me pain or discomfort seriously il 0 reme

= |want and mouth kept moist o in this way after my death

*  I'wish to have religious readings and well

Wishes 3, 4, and 5 when they can be done. Funderstand that my family, my doctors and other health — MY Wish For What | Want MY Loved Ones To Know.

vthing that you don’t :

gree with.)

I wish for my family and frier

cal ers Lo re wis

they don’t agree with them

I wish for my family and friends 10 look

at my dyin, I

me. This will |

for ever e, including

me li

1 meaningful life in my final da
I wish for my family and friends 1o get

seling if they have trouble with r

death. I want memories of my life to give

them joy and not sorrow

After my death, 1 would like my b

k

y body or rem

d be put

wing location

dr
L3
loved poems read aloud when | am near death
\\ [ l l 1 If anyone asks how | want to be remembered, please s ng
| |
My Wish For How | Want PeopleToTreat Me.
(Please cross out anything that you don’t agree v
* I wish to have people with me whe e » 1 wish to be cared for with kindness and If there is to be a memorial service for me, [ wish for this service to include the followi
T wi cheerfulness. and not sadness. (list music, song lings or other specific requests that you have):
hat death may come T wich
=  lwishtoh es of my loved ones in
* I wish to have my hand held and to be 1 my room, near my bed
1o when possible, even if 1 don’t seem to " 1
*  If I am not able to control my bowel or
respond to the voice or touch of others. 1d v I wist
der functions, | wish for r and (Please use the space below for any «r wishes. For example, you may want to donate

* I wish o have others by my si

2d linens to be kept clean, and for them to

body when vou die. Please o

me when poss d as soon

they can be if they

have been soile
= [ wish 1o have the members of my church or have been soiled

synagogue told that I am sick

and asked to = Iwant to die in my home, if that can

pray for me and visit me be done
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tach a separate sheet of paper if you need m

spece. )




Signing The Five Wishes Form

Please make sure you sign your Five Wishes form in the presence of the two witnesses.

I, —— . ask that my family, my doctors, and other health care providers,

my friends, and all others, follow my wishes as communicated by my Health Care Agent (if | have one and he
or she is available), or as otherwise expressed in this form. This form becomes valid when I am unable to make
decisions or speak for myself. If any part of this form cannot be legally followed, I ask that all other parts of this
form be followed. [ also revoke any health care advance directives | have made before.

Signature: _ Social Security Number:

Address:

Phone: _ Date:_

Witness Statement - (2 witnesses needed):

o1 “person’’) is personally known to
and th

n{s)] in my presence,
appears to be of sound mind and ur no duress, fraud, or undue influence

I also declare that I am over 18 years of age and am NOT

* The individual appointed as (agent/proxy/
surrogate/patient advocate/representative) by
this document or his/her successor,

T'he person’s health care
OWNEr or op:

or other resid

« Anemployee of the person’s h

provider,

e states mad

Signature of Witness #1
Printed Name of Witness
Address

Phone

Financially responsible for the person’s
health care

An employee of a life or health insurance
provider for the person,

Related to the person by blood, marriage, or
adoption, and,

To the best of my knowled
person or entitled to any p

, 4 creditor of
of his/her estate

ure of Witness #2

Printed Name of Witness

Address

Phone

Notarization - Only required for residents of Missouri, North Carolina, Tennessee and West Virginia

STATE OF

Om this day of

trument

ission Expires

If you live in North Caroling, Tennessee

r signature, and the

Wilnesses, 1

COUNTY OF

d County aforesaid, and
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Total trained: 100
Total clinic attendees: 23
Total number ADs completed at training/clinics: 74

--- @ Completed AD at session
m Did not complete AD at se
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Total trained: 100
Total clinic attendees: 23
- |Total number ADs completed at training/clinics: 74 e —

——

e —— —

= C—
—— —=

O Completed AD at ClI
B Did not complete Al
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Do you know how many people you told completed an
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After Project

Report back to the group
Strengthen Trust (‘Trusted Interpreters’ of Data)

Invite someone who benefited from the project to be an advocate
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=

— =

= African Americans do complete advance directives
1t provided the information by trusted sources and

given sufficient time to process, understand and
feel comfortable with the information.
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= Engage patients, family members or surrogates in

authentic dialogue to enable them to emerge from their
cultural silence to define their own reality and make
choices.

=L Advance directives is a process andiet anievent. —

S Gontinte tofollow through and follow: upawith patients and

families because African Americans complete directives.
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“Of all the forms of
inequality, injustice in
health is the most

shocking and
inhumane.”

—
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__Gloria Ramsey, JD, RN
Di[_ector, Community Outreach and

Infermation Dissemination Learning to Cﬁfrﬁ for
those in harm's way

Uniformed Services University

Center for Health Disparities
Research and Education

8484 Georgia Avenue, Suite 950
Silver Spring, MD 20910

Tel:  (301)589-1175/%16
~ Fax: (301)589-5569

Email: gramsey@usuhs.mil
WWW.Usuhs.mil
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