


Death and Dying.....

m Conspiracy of silence
mpatients know they ate dying
mchoose not to speak about it
m families know the patients are dying
msame generation never speaks about death

Econversation happens across generations

Death and Dying.......

m Both diagnosis and prognosis ate kept hidden
m if patients don’t know, they will do better’
mif patients know, they will lose hope

m As long as patient is alive, a miracle can happen

Caring for Patients

m Family usually cares for patient
m Care usually given at home
m L.TC is anathema
m perceived as abandonment to strangers

m does not extend to ALFs

Staff Roles

m Home Health Aide
= Highly valued
m Cleanliness is of utmost importance
m important to do personal hygiene regularly
® Maintain function
W assist in getting patient out of bed
u help participation in family life

m preparation of ethnic meals

Staff Roles

m Physician
= Highly valued
m because of their knowledge
= power
m physician has education, therefore knows bester
m Do not want to offend physician

mwill agree to most of what physician recommends BUT
not necessarily comply

m concept of patient empowerment’ is lacking

Staff Roles

m Chaplain
m highly valued
m very powerful figure

m denomination less important

m “as long as you come in the name of God, you are
welcome”




Staff Roles

m Chaplain

m families often “multi-theological”
m Catholic
m Evangelical
® Santeria
m Spiritualism

m Will get opinions and counseling from parish priest,

santero, spititual advisor, curandero,

Culturally-sensitive Care

m Admissions process
m competent patient is allowed to be as informed as they
choose fo be
m agree they have 4llness’
m agree they do not want surgery, radiation, etc
m agree they want to be kept comfortable
m do not agree they want to know they have ‘cancer’

m Informed refusal

Culturally-sensitive Care

= Giving care
m expect families to be demonstrative
m touchy-feely, emotional
m need to accept food, coffee if offered
m once staff is accepted, family will open up

mwill say to staff what can never be said to patient

Culturally-sensitive Care

m Language
m absolute necessity of staff to speak Spanish

m if not possible, use medical staff to translate or use
ATT-line
m NEVER have family translate----they ‘interpret’

Culturally-sensitive Care

= Giving care
m cducation by staff has positive effect
u risks of PEGs
m risks of volume overload
m want to benefit patient without causing harm

m families will readily accept transfer to inpatient status
or continuous care

m resemble acute care treatment

Culturally-sensitive Care

= Giving care
m PsychoSocial issues more difficult

m cannot force traditional end-of-life hospice processes
m “death work”
u life-review

m reconciliation




Culturally-sensitive Care

= Giving care
m Social work role is difficult
m ot a traditional profession
m often suspect
m Placement
u L.TC looked down on
m may need to push envelope’ of ALF eligibility
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Death and Dying in the Black Community

Disparities in Access to Health Care

and Treatment

m Blacks have 33% higher death rate from cancer
compared to whites

m Blacks receive surgery for stage I lung cancer less often
than whites

m Blacks admitted to ICUs less often than whites

m Blacks (and women) referred for cardiac catherization
less often than W\ whites with similar symptoms

m Blacks referred less often for renal transplant

Coping strategies:
The Nobility of Suffering

The African American canon of literary and visual
arts is replete images that reinforce the nobility
of suffering.

Out of the huts of history's shame
I rise

Up from a past that's rooted in pain
I rise.

Maya Angelou

African American Spiritual Beliefs
and Practices

m Spiritual perspectives around death and dying may

seem contradictory and ambivalent:

DEATH

a “welcomed friend,” a struggle to
bringing the VS. overcome
decedent “home”

Death in film




North Carolina-AARP Survey Data*

*The Carolina Center for Hospice and End of Life Care & AARP, Sept. 2003

Majority of Blacks & Whites Agreed as “Very Important”
and Relatively Little Disagreement:

m At peace spiritually m Understanding treatment

= Not being a burden options
m Knowing what meds are = Free from pain
available m Finances in order
m Honest answers from MDs m Visits from family/friends
m Things settled with family m Knowing how to say
= Physical comfort goodbye

North Carolina-AARP Survey Data*

Very Important Issues of Dealing With or Thinking
About Dying: Il
(For at least 60-80% of African-Americans)

Ability to Stay
Home

Sense of Self-
Worth

Comfort from
Spiritual Persons

Completing a Will

Being Off Life
Support
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*The Carolina Center for Hospice and End of Life Care & AARP, Sept. 2003

North Carolina-AARP Survey Data*

Completed an Advance Directive
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*The Carolina Center for Hospice and End of Life Care & AARP, Sept. 2003

Veterans and End of Life Care

1. 54,000 American veterans die each month and
account for one quarter of all US deaths.

2. Inquiring about military service has both
practical and therapeutic benefits. Hospice care
is now a covered benefit for all enrolled

3. Veterans and the Veterans Administration will
purchase hospice services from local
communities it serves.

4. Military service can be a core experience in
defining the way veterans live and the way they

die. EPERC Fast Fact #152

Veterans continued......

1. Knowing the components of a military history can
be a useful tool in bridging the silence that often
surrounds the war experience

2. Can actas a catalyst for discussions about end of
life preferences.

3. Establishing an environment of trust is critical
when speaking with war veterans about end of life
care.

4. A polite inquiry about military service is a good way
to create an atmosphere of respect, keeping in
mind that not all veterans will want to speak with
you about the details of their war experience.

5. Because a discussion of combat experiences can
reactivate deeply buried issues, it is important to
make this known to the veteran and ask if he/she
wishes to.

Care of the Dying Veteran

m The demographics of veterans dying in the VA
system: higher degree of social isolation, lack of
family support, or low income

m The veteran’s experience with military culture

and the camaraderie of other veterans

m A culture of stoicism that might prevent
veterans from admitting to being in pain, or
from asking for pain medication;




Care of the Dying Veteran... continued

m The causes of terminal agitation, which may be
related to PTSD or to disease-related terminal
restlessness;

= Most dying people resist physical and chemical
restraints—but for dying veterans, such
restraints may be even more overwhelming

m ¢ The possibility of paradoxical reactions to
medications.

Doug Weadick, chaplain hospice unit Orlando,
Fla., VA Health notes,

‘When you’re dying, you look back on
significant events. Combat is a form of
intimacy—very traumatic, life changing. It
defined who they were and became. What |
see is that they [veterans] want to process
these events at the end of their lives.”

VA Transforms End-of-Life Care for Veterans- va care brochure

Weadick noted: there is almost an audible sigh of
relief for veterans who meet others like
themselves on the hospice unit.

“They’re home—they’re with people who have
gone through the same things. They don’t
have to share their war stories. They just
know the other person has gone down the
same path.”

(http:/ /www.va.gov/publ/direc/health /publications.asp

VA Transforms End-of-Life Care for Veterans- va care brochure

For more information regarding VA
please refer to the following:

1. www.va.gov

2.www.myhealth.va.gov
3.www.nhpco.org/veterans

Call to Action

How Do We Move
Forward?

If we do not
help to
solve this
problem,
who will?

National Initiatives to
n anie Eliminate Disparities

*Many major institutions in US
have programs and initiatives

*NIH, CDC, major private
foundations

*Role of academic health centers?
*Harold Freeman key
individual

«Director, Ralph Lauren Cancer

Center

L — *Special assistant to Dr. Klausner,
National Cancer Institute for Health
Disparities

«Chair, President’s Cancer Panel

«Former President of ACS
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Influence of Race & Ethnicity in
Pain Management

® Summary
m Acute and chronic pain is not usually managed optimally
n many patient groups
m In milieu of undertreatment, minotity groups are at
particular risk

m Reasons for increased risks of undertreatment in minority
groups is unclear

m Behavioral & self-reporting factors in patients
m Physician bias
m Genetic & other biological factors

Cancer Pain in Minorities

Cleeland et al. AIM 1997;127:813-16

m Conclusions

improvement

m Awateness of increased risk may itself lead to

m Specific minority heritage issues
m English fluency, cultural expectations, etc.

m Targeted pain education programs needed

b

Death is universal & everyone has the same wishes for
care!

m Not to die alone
m Death free of physical symptoms

m Care in accordance with personal (especially spiritual)
preferences, and in way that honors the individual’s
life

= Not to be a burden to family

Culturally Sensitive Approach
To End-of-Life Care

Culturally Sensitive Approach To  End-of-Life

Issue

Possible Consequences of Ignoring
the Issue

Techniques and Strategies to Address the Issue

Care (continued)
Tssue Possible C of Ignoring i and Strategies to
the Tssue Address the Tssue

Responses to inequities

Lack of trust

Address directly “T wonder whether it's hard for you

Religion and Spirituality Lack of acherence to treatment What is important for Us to know about
regimen your faith and spiritual needs, and how

can we support them.

Truth Teling Anger, mistrust or removal from “Sorme patients want to know
healthcare systems everything, others prefer that the
Hopelessness doctors talk to their families”. What
would you prefer, and how much do
you wart to know?

spiritual suffering

in care to trust a physician who is not from your same
Increased desire for futile aggressive care | background?”
at the end of life
Make explict that you and the patient and their
Lack of collaboration with patient and with | farmily wil work together in achieving the best care
the family possible
Work to improve access and reduce inequities
Understand and accommodate desires for more
aggressive care, and use respectful negotiation when
this is contraindicated or medicaly futlle
Communication Unnecessary physical, emotional, and Take time to

Avoid medical or complex jargon

Check for understanding: “So I can make sure I'm
explaining this well for you, please tell me what your
understanding is about your lness and treatment
we're considering”

Avoid use of family as translators

Farrily Involvernent in Decision Making | Anger, mistrust or removal from “Sorme patients want to know
healthcare systems everything, others prefer that the
Hopelessness doctors talk to their families”. What
would you prefer, and how much do
you wart to know?

Hospice Care Reduced use leads to decreased quality | Emphasize hospice as an adjunct to the
of Life family




ETHNIC: A Framework for Cultural Competence

E: Explanation

T: Treatment

H: Healers

N: Negotiate

What do you think may be the reason you have these symptoms?
What do friends, family, others say about these symptoms?
Do you know anyone else who has had or who has this kind of problem?

Have you heard it on TWiradi ? (If patient
cannot offer explanation, ask what most concems them about their
problems).

What kinds of medicine, home remedies other treatments have you tried for
this illness?
Is there anything you eat, drink, or do (or avoid) on a regular basis to stay
healthy? Tell me about it.
Whatkind of treatment are you seeking from me?

Have you sought any advice from alternativefolk healers, friends or other
people (non-doctors) for help with your problems? Tell me about it?

Negotiate options that will be mutually acceptable to you and your patient
and that do not contradict, but rather incorporate your patient’s beliefs.

C: Collaboration

ani ion with your patient. May include incorporation of
alternative treatments, spirituality, and healers as well as other cultural
practices (e.g. foods eaten or avoided in general, and when sick).

Collaborate with the patient, family members, other health care team
members, healers and community resources.

Adapted From Reverend Rosa Caraballo

“Every life is different from any that has
gone before it, and so is every death.
The uniqueness of each of us extends

even to the way we die”

(Nuland 1994)




