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“Why is God taking their mother away?”

“Just dial up the morphine”

Moaning and groaning  on 2000 mg/morphine hour, 
intravenously— the literal embodiment of “total pain”



Goals of Medicine

So what’s a doctor to do?
The ability to provide compassionate attention 

to the patient as individual (i.e., with unique 
values, life experiences, family interactions, 
etc.), trustworthiness and self-discipline are 
required characteristics of a "good physician.”

Cassell, E. J. , "The nature of suffering and the goals of medicine," in 
The New England Journal of Medicine,  306:639-645,1982.



“Why is God taking their mother away?”

“Just dial up the morphine”

Moaning and groaning  on 2000 mg/morphine hour, 
intravenously— the literal embodiment of “total pain”



Goals of Medicine

So what’s a doctor to do?

Practice palliative care!



Definition of Palliative Care*
"Palliative care is an approach which improves quality 
of life of patients and their families facing life-
threatening illness, through the prevention and relief 
of suffering by means of early identification and 
impeccable assessment and treatment of pain and 
other problems, physical, psychosocial and spiritual"

*World Health Organization, 2002



Palliative Care  
What Is It?

• Symptom management
• Emotional support
• Spiritual support
• Care coordination and continuity
• Shared decision-making
• Social support
• Family support/bereavement
• Treatment goal identification



Hospice and Palliative Care-
Is it Beneficial?

The Evidence :
•Reduction in symptom burden
•Improved patient and family 
satisfaction
•Reduced costs



Temel et al.  New England J Med. 363; 8. 2010  

Early 
Palliative 
Care
Improves 
Survival

Institute of Medicine
Quality Health Care-Beneficial?



So what’s a 
doctor to do?



“Ministry…service based on 
an approach to caring for the 
sick and suffering that is 
critically informed by the 
insights and imperatives of 
theology and theological 
ethics….by attending to the 
unique lives and stories of the 
person (and family) with  
frailty and serious illness



Goals of Medicine

How does one practice the 
ministry of palliative care?



Problem Oriented Medical Record

• Data base-basic info for each patient 
– (e.g., age, occupation, social status, etc.)

• Problem list-major problems needing attention
• Plan-what is to be done for each problem
• Progress notes

– S ubjective
– O bjective
– A ssessment
– P lan

Not sufficient 
by itself



FINISHED FILES ARE THE RE-
SULT OF YEARS OF SCIENTIFIC 
STUDY COMBINED WITH THE
EXPERIENCE OF MANY YEARS

How many F’s are in the above sentence?



Listen to their stories



Formation of Clinicians
Narrative Medicine

• Narrative competence
– corrective for 

• lack of attention to singular 
aspects of patients

• lack of “imagination” in 
understanding patient 
suffering

• “cross-cultural blindness”
• fragmented approach to 

management

Rita Charon. A Narrative Medicine for Pain. Progress in Pain Research and Management, Vol. 34, p 
29-44



“The wolf, I’m afraid is inside, tearing up the place.”

-Flannery O’Connor, one month before her death from lupus



From The Journal of a Leper
by John Updike July 19, 1976

“I am silvery, scaly…Each morning I vacuum my bed. My torture is skin 
deep: there is no pain, not even itching; we lepers live a long 
time…Keen-sighted, though we hat to look upon ourselves. The name 
of the disease, spiritually speaking, is Humiliation.”

http://www.newyorker.com/magazine/bios/john_updike/search?contributorName=john updike�


Pain & Suffering
The Death of Ivan Ilyich

“They could see that he was in pain and said: 
‘We can stop if you’re tired. Rest for a while’. 
Rest? Why, he wasn’t the least bit tired, 
…Ivan Iyich knew he was responsible for the 
gloom that had descended but could do 
nothing to dispel it.  After supper his friends 
went home, leaving Ivan Ilyich alone with the 
knowledge that his life had been poisoned 
and was poisoning the lives of others, and 
that far from diminishing, that poison was 
penetrating deeper and deeper into his 
entire being”

There is no morphine dose for this!



Pain & Suffering
The Death of Ivan Ilyich

“They gave him opium 
and began morphine 
injections, but this 
brought no relief.”
--p. 83
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A Proverb

“Every person is like all 
others, like some others, 

and like no other”



•“Dr. Payne, do you discuss this 
with all of your patients”

•“A generation ago, we could not 
set foot in this hospital…how can 
we believe that the hospital has 
our best interests in 
mind”…”How many other 
African-American MD’s are 
working here?”

•“If we can get in the door, let’s 
talk about access to surgery, BMT 
and chemotherapy”

Some “Issues”
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You’ll be happy to know that race played no part in this 
decision!! 

Excess Deaths Experienced by 
African-Americans

HEALTH A F FA I R S 
Vo l u m e 2 4 , Nu m b e r 2 45 9

David Satcher et al

What If We Were Equal? A Comparison 
Of The

Black-White Mortality Gap In 1960 
And 2000

Closing this gap could eliminate more 
than 83,000 excess deaths per year 

among African Americans!!



"Everybody wants to go to heaven, but nobody wants 
to die. It's not so much the act of dying itself, but 
the things that are surrounding death: injustice, 
poverty, mistreatment and evil... There's a sense 
that we won't be stopped by those things—our  
'somehow theology.' Some how, some way, we will 
get through this.”

Pastor Frank Jackson
Faith Presbyterian Church

Living in the Face of Death:
The African-American Experience
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Advance Care Planning
Racial/Ethnic Attitudes

0% 50% 100%

Chinese

Asian

African 
Am

Hispanic

White

Allow to Die

Always do everyhing

It depends

California Healthcare Foundation, 2008
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Black-White Physician Differences
EOL Decision-Making

Are tube 
feedings 
heroic?

White MDs

Black MDs

MD-assisted 
suicide 
acceptable?

ICU admit 
if in PVS?

15.4 % vs.. 2.5%

* p < 0.001

34% vs. 26.5%

* p < 0.05

53 % vs. 28%

* p < 0.001

% MDs 
responding 
yes

Mebane et  al JAGS 1999;47:579-91



“So now they are trying to get 
us comfortable with 

dying?”

-Dick Gregory
Comedian, Social Satirist and Civil Rights Activist

A “Political” Narrative (of Resistance)
The “Push Back” on Hospice Acceptance



APPEAL™ Curriculum
• Any clinician serving 
African-American patients 
and families

•Social Determinants of 
health

• Culturally appropriate 
communication

• Patient-centered care

• Pain management in 
subjective world

•Grief & Spiritual Concerns



African-American Initiatives



For I am persuaded that neither death, nor life…shall be able to separate use from 
the love of God, which is in Christ Jesus our Lord…   

Romans 8:38-39

Whereas,

•We are the image of God and every life has infinite worth

Whereas,

•Each life has purpose and meaning

Whereas,

•Care at the end of life recognizes the continuing personhood of 
those who are in transition, despite the sorrow that the end of 
life can bring, we hold fast to the assurance of the joy of Jesus

And

Whereas,

•Persons of African descent have higher death rates and shorter 
life expectancies than other ethnic groups:



Wherefore seeing we also are compassed about with so great a cloud 
of witnesses…Heb 12:1

Therefore, we covenant with one another to support and honor our 
dying by:

•Recognizing our mortality and practicing ministries of presence and 
action that overcome the alienation of death which threatens to 
separate us from body, community and God.

•Advocating for justice and access in healthcare and delivery

•Modeling the compassionate and caring spirit of Jesus Christ

•Challenging our faith communities to

•Foster greater awareness around death and dying and quality 
end of life care such as hospice and palliative care

•To address the continuing disparities of health care outcomes 
for African-Americans which have a negative impact on the well-
being of our communities.



Follow-Up on End of Life Covenant-of-
Care Statement 

• Volunteer spiritual care training

•Hospice-church partnerships

• Crossing over Jordan®  conferences

Wherefore seeing we also are compassed about with 
so great a cloud of witnesses…Heb 12:1
Therefore, we covenant with one another to support and honor 
our dying by:
Recognizing our mortality and practicing ministries of presence 
and action that overcomes the alienation of death which 
threatens to separate us from body, community and God.
Advocating for justice and access in healthcare and delivery
Modeling the compassionate and caring spirit of Jesus Christ
Challenging our faith communities to

Foster greater awareness around death and dying and 
quality end of life care such as hospice and palliative 
care
To address the continuing disparities of health care 
outcomes for African-Americans which have a 
negative impact on the well-being of our 
communities.



Hope--Definition
“Hope is definitely not the  

same thing as optimism. 
It is not the conviction 
that something will turn 
out well, but the 
certainty that something 
makes sense, not matter 
how it turns out.”
--Vaclav Havel
Disturbing the Peace



Hope-Another Definition

“Hope does 
not lie in a  
way out, but 
in a way 
through.”

How do you help loved ones 
“through” the journey?



Spiritual Care
BARRIERS & FACILITATORS

Impediments to Spiritual Care
•Lack of sufficient time
•Social/religious/cultural discordance
•Mistrust
•absence of privacy, 
•Limited/no continuity between provider & patient

Being Present Co-CreatingOpen Eyes

Facilitators of Spiritual care
Ample time
Effective Communication
Provider’s prior family experience with serious illness or death



Hope-Reframed

• Hope not to die alone
• Hope not to suffer
• Hope not to have pain
• Hope for meaning and joy 
• Hope not to be a burden
• Hope to be remembered
• Hope to be at peace with decisions and with 

family/loved ones



Medicine as Ministry at EOL
Summary

• Healing w/o curing
• Non-abandonment-walking the journey
• Listening to the story-attending to suffering
• Competent medical care, including 

management of physical symptoms such as 
pain and suffering

• Reframing hope



Intensity of Care at End of Life

• 1/5 elderly Americans die in ICU
– Just days before death

• 50%  are on ventilators
• 25% have CPR

• Paradox—
– Areas of high use are associated with lower 

quality and lower perceptions of quality of dying 
by families



Intensity of Care at End of Life
• Why paradox—high intensity, lower perceptions 

of quality of care
– Patient’s overly optimistic about chances for survival
– Doctors less likely to talk about prognosis and goal 

setting, especially when no one is “in charge”

• When end of life discussions were done, patients 
opted for less aggressive medical care near death 
and earlier hospice referrals

Wright A et al. JAMA 2008; 300:1665-1673



Hospital Care Intensity Index
Methodist Healthcare-Univ Hosp (Memphis, TN)
HCI Index: HCI Index Percentile compared to all U.S. hospitals 92.2

Patient Experience Report:
Care during last six months 

of lifeHospital days per patient 17.85 

Physician visits per patient 53.98 

Percent seeing 10 or more physicians 44.61 

Percent of deaths in hospital 44.30 

Percent of deaths with ICU admission 25.32 

Percent enrolled in hospice 27.04 

Average co-payment for physician 
care per patient during last two years 
of life 

$3,619

Tennessee is 15th in nation

New Jersey & New York-1st and 2nd

Utah is 50th



Hospital Care Index
Implications

• Hospital care at end of life not necessarily 
good
– Isolation from family
– More procedures of questionable  value
– Higher costs
– Increased mortality??

• Alternatives?
– Better home and community-based care
– Greater utilization of hospice



• People live in community-not 
hospitals

• Health care and spiritual 
resources are in community

• Emphasize important role of 
faith communities in end of life 
caring

Hopeful Communities
Why Community?



Community Partnerships
to promote quality of life at end of 

life



Hopeful Communities
What do they do?

attention to body, mind, spirit

•Safe & comfortable dying

•Self-determined life closure

•effective grieving

Hospice
Examples

• Duke-St. John Palliative Care 
Collaborative

• Harlem Palliative Care Network

Faith 
Community

Hospital



• First new hospice beds 
opened north of 96th

street in Manhattan last 
50 years

•12 bed inpatient unit

•Significant community 
support

Harlem Palliative Care Network

• Better  pain and symptom 
management
• Faith community 
partnerships
•Few deaths in ICU
• Better utilization of hospice

http://www.nydailynews.com/img/2010/06/29/450x384-alg_north_general.jpg�
http://www.mskcc.org/44�


“Dying is a spiritual 
event with medical 
implications”

-Gwen London, 
former ICEOL Director

“Dying lays bare the 
spiritual dimension 
of human 
experience”
--Ira Byock, MD



Concept of “Total Pain”

•Guilt

•Why me?

•Life closure issues

•Redemptive Suffering

SPIRITUAL

EMOTIONAL

FINANCIAL

PHYSICAL
•From disease

•From treatment

•Direct costs

•Indirect costs

•Loss of function

•Coping abilities

PAIN



The act of serving; ministration.
One that serves as a means; an 
instrumentality.

Ministry



“Try to see the world as others 
around you see the world.  When 
you do that, you realize that 
anything is possible.”

-Michael Corleone

“The Godfather”  Lesson



“Ministry…service based on 
an approach to caring for the 
sick and suffering that is 
critically informed by the 
insights and imperatives of 
theology and theological 
ethics.”

healing community needs the particpation not only of medical professinals, but  
also of lay minsters of healing, consolation, and presence, and of ordanied
ministeres of healing, sacramental restoration, and blessing…to all of us who in 
whaterver fashion seed to serve those who are sick or in pain.
“
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The Stories
[How we come to know] what is life 
and what is death and sickness is 
shaped by the messages we get from 
birth, from our families, and from 
society.

Those messages are encoded in 
stories we are told, in celebrations, in 
the language we use, and in the 
rituals that surround all of this.

-Lavera Crawley, MD 
Partnership for Care Audio Series: Heart-to-Heart



Starting in 2011, the number of 
deaths is predicted to increase 
70%, from 2.4 mm deaths per year 
to 4.1 mm deaths. That’s 70 mm 
U.S. deaths projected over the 
following 17 years.

-National Hospice and Palliative Care Organization

The Challenge



The Challenge
< 50 years from now

• How should our 
communities and social 
networks be organized?

• How should our churches 
& faith-based institutions 
respond?

• What must the health care 
system (Medicare) look 
like? 0

100000
200000
300000
400000
500000
600000
700000
800000
900000

2000 2010 2020 2030 2040 2050

Number of Projected Centenarians by Race, 
2000-2050

Black and Other
White



By permission of Johnny Hart and Creators Syndicate, Inc.



Pain & Suffering
The Death of Ivan Ilyich

“After supper his friends went home, leaving 
Ivan Ilyich alone with the knowledge that his 
life had been poisoned and was poisoning 
the lives of others, and that far from 
diminishing, that poison was penetrating 
deeper and deeper into his entire being”

--p. 71

“They gave him opium and began 
morphine injections, but this 
brought no relief.”
--p. 83



"Everybody wants to go to heaven, but nobody wants to 
die. It's not so much the act of dying itself, but the things 
that are surrounding death: injustice, poverty, 
mistreatment and evil... There's a sense that we won't be 
stopped by those things—our  'somehow theology.' 
Some how, some way, we will get through this.”

Pastor Frank Jackson
Faith Presbyterian Church

Living in the Face of Death:

The African-American Experience



Module #4

What you might say...

• “What is your understanding of…(your current 
condition, your illness, why you are here)?”

• “What have you been told about your 
condition/illness?”

• “What have your doctors told you?”



Life Completion & Preparation
Life Story Forgiveness Heritage & Legacy

-Tell me about your 
life
-What are the 
cherished times?
-Of what are you 
most proud?
-If someone were to 
make a movie of your 
life, what would be 
important to include?

-If you were to do things 
again, what might you do 
differently?
-Are there things or times 
you regret?
-Is there anyone to whom 
you would like to offer 
forgiveness?
-Is there anyone from 
whom you would like to 
ask forgiveness?
-Are you at peace?

-What are your most 
valuable lessons learned?
-What would you like to 
share with future 
generations?
-If you could choose one 
thing to pass on as your 
legacy what would that 
be?
-What things would you 
like to accomplish?

Steinhauser KE et al.  J Pall Med 2008;11:1234



Module #4

Some Questions to Elicit Values

• “What are your overall goals of care?”
• “I’m trying to understand how you see the big picture.  We’ll 

get to the specifics in a moment.  Do you have a major goal in 
your care?  What is most important to you?”

• “If you think about getting very sick, what worries you the 
most?”

• “Some people want to be kept alive as long as possible at any 
cost,  some focus on being as comfortable as possible, and 
other people want only modest life-prolonging interventions.”
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