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Building a community in which Chinese-

Americans are able to face the end of life with
dignity and respect
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Why CACCC?

Provide end of life services for
Chinese Americans
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What the Chinese American
Community Needed?
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Our Coalition Model

150 partner organizations &1,400 individual members
*Share Resources

*Train Bilingual volunteers

* Educate Health professionals



Hospice & Palliative Care Chinese Volunteer
30-Hour Training, E1 Camino Hospital
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What CACCC Did to
Meet Community Needs?
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Translated and Developed
Chinese End of Life Materials:

® Advance Health Care Directives

e POLST

* CCCC Decision Aids

* NHPCO Educational Series

* Hospice Foundation of America Series
* The Conversation Project

* Books, DVDs, short films

* Website: CACCC & Hawaii
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Health Care Directive SEpER

This form lets you have a say about how

you want to be treated if you get very sick. LRETEREIRARAEREREERAAENRE -

@ This form has 3 parts. It lefs you: ® EETRAR=EG - SEME :

Part 1: Choose a health care agent, -85 RE-OEWETA -
A health care agent is a person

who can make medical decisions for you
it you are too sick to make them yourselt

EERRRZOEOERAE

BS{BASHERAE

®
! - . =,
g Part 2: Make your own health care choices. 1‘7 RIBR: BCHERRE
This form lefs you choose the kind of health care you want. | é& FETRREREACHENSABNRE
This way, those who care for you will not have to guess < =% SEHRWAEMEZRITSERLE -

BB A RS K 1P R STy )
what you want it you are 100 sick 1o tell them yourselt. EEARRRENAFRZRNTNLE

Part 3: Sign the form.
It must be signed before it can be used.

=B : WWETE-

EHErTHOATETFTEEN

You can fill out Part 1, Part 2, or both. {FEIIRAE B — B0 (D S0 38 — 2643 - AMBRIOAH
Fill out only the paris you want. FARRWEIERARAOEG
Always sign the form in Part 3. B-EEEH=RSES .
Go to the next page ¥, BRHTE T (’ : 'j
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CCCC Chinese Decision Aids Series (4)
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What is a Ventilator e What is Tube Feedin;

TR 2SR EBTITIRG — @S - B MBHRERMBLEBTIHFROBANES SREEEARRMBUBTERNSHKERBNA - BRERYEGRRERR
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What is it like to be on a ventilator? EEeEmE 2

* B-REFTBROMEBERE (REHE)
R
© BRI HEIRABNETE - —MRBHE TEYIEHASHE S i o
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Does a feeding tube work?

. BASIDEREASENESHE - LAISRARSTUSTIE QR A RS IR A B + TEBPIE s R RO IS &
Ig o Bl PR T SREE - B ARSEEEnES

* WRYLBTITER @ SHIRREBE © IR - EERB AL EENSLEA o
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* BETERBERELMON0 - BAET < SEERUBR )] RREHREMRBIABREENRATRIIG?
EIs0fiT © S — Does a feeding tube help people near the end of life or in the late
* RANSTREEEEIR 2 Z A AT B 2R RV ZGEIE o stages of dementia?
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What do people say a ventilator feels like when a breathing tube I ERES o : L ;
is placed through their mouth? T .
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The Conversation Project Series (5)
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How To Talk To Your Doctor:

Discussing end-of-life care with your doctor, nurse,
or other health care provider.

Institute for

Health — .
H Improvement  the corNersation project

£ THE CONVERSATION PROJECT 88 THE INSTITUTE FOR HEALTHCARE IMPROVEMENT B/E

SRR —UEERAIEA
A — B RUEEA

How to Choose a Health Care Proxy &
How to Be a Health Care Proxy

A’d.
Institute for

=
Healthcare I (e g
H pethcre  the cor\ersatio sation project

£ THE CONVERSATION PROJECT STHE INSTITUTE FOR HEALTHCARE IMPROVEMENT 3¢/

When it comes to end-of-life care,
talking matters.

1 THE CONVERSATION PROJECT
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Your Conversation Starter Kit
For Families and Loved Ones of People with Alzheimer’s
Disease or Other Forms of Dementia

Institute for

-
| |locithenre the con\ersation project

Improvement

e c
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Pediatric Starter Kit

Having the conversation with your
seriously ill child

the corNersation project
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Kathy & Windy Documentary
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In this film, Kathy reveals how she overcame the challenge of
confronting death to finally be at peace with the fact that she was
departing soon. Windy, her daughter, lost her son only months
before she lost her mom, yet she has been able to step out of the
shadow of grief to live every day to the fullest. Their story is a
beacon in a herce storm, providing direction for those struggling

with death.
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PALLIATIVE CARE

What is Palliative Care?

You may have heard of a new medical term -
palliative care (pronounced PAH-LEE-UH-TIVE).
For the last thirty years, palliative care has

been provided by hospice programs for dying
Americans. Currently these programs serve more
than 1 million patients and their families each
year.

Now this very same approach to care is being
used by other healthcare providers, including
teams in hospitals, nursing facilities and home
health agencies in combination with other
medical treatments to help people who are
seriously ill.

Palliative care is care for persons with a serious
illness, regardless of life expectancy. The goal
of palliative care is to improve the quality of a
seriously ill person’s life and support that person
and their family during and after treatment.
Many of the providers of palliative care are also
the same doctors, nurses, social workers and
other professionals who provide hospice care.

To palliate means to make comfortable by
treating a person’s symptoms from an illness.
Hospice and palliative care both focus on helping
a person be comfortable by addressing issues
causing physical or emotional pain, or suffering.
Hospice and other palliative care providers have
teams of people working together to provide care.

a program of the
National Hospice and Palliative Care Organization

Cd/‘é/é/‘ Cvnnections
(-

FES A LT
Chinese American Coalition

= for Compassionate Care
Www.caccc-usa.org

Hospice focuses on relieving symptoms and
supporting patients with a life expectancy of
months not years, and their families. However,
palliative care may be given at any time during
a patient’s illness, from diagnosis on. Most
hospices have a set of defined services, team
members and rules and regulations. Some
hospice providers provide palliative care as a
separate program or service, which can be very
confusing to patients and families. The list of
questions below provides answers to common
questions about the difference between hospice
and palliative care.
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NHPCO Series (5)
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Reaching the Community

* CACCC’s Website
* Using the Media
* Community Outreach program
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World Journal Column
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e UChannel TV: AHCD & POLST

= Allied Pacific TV:

= AHCD & POLST

" Heart to Heart® Café
Crossings TV: = Hospice Care

Community Inspiration " Palliative Care



https://www.youtube.com/watch?v=46WN-szvNiw&feature=youtu.be
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Community Services

* Advance Health Care Planning

* The CACCC Speaker’s Bureau

e Qutreach Presentations and workshops

e Caregiver Support and Training

* Warm Line

* Patient Visits

* Hospital Chinese Volunteer Ambassador
Programs
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Facing the Taboo

Heart to Heart® program
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Heart to Heart® cards
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If I'm going to die
anyway, [ don’t want to
be kept alive
by machines. &
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After I die, don’t touch

my body for ___

hours.




Heart to Hearte cards

¥ [ ZEFE K Hearts: Spiritual concerns
¢ A FEFE SR Diamonds: Financial concerns
&\ BR=ER Clubs: Social concerns

® 3 FEFE 3R Spades: Physical concerns
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At the Cafe...

People eat pastries, drink tea
and use our Heart to Heart cards
to talk about end-of-life issues in

a friendly, non-threatening
environment.

Sandy Stokes April 4, 2019



CACCC’s continuing goals...

* Translate Chinese Advance Health Care Directives
& MOLST/POLST for each state

* Expand our partnerships with agencies in the U.S.
who serve Chinese-Americans

* Global partnerships with agencies in Chinese-
speaking countries

e Share what we’ve learned with other diverse
populations so they can replicate what we’re doing

* Research project for Chinese Americans in EOL



Reimagine NY Heart to Heart® Café
Facilitator Training, New York, 2018




Senior Home Care, Boston




Project HOPE - ELNEC Wuhan, China
Train the Trainer Course, October 2017




Heart to Heart Cafés Poster
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= Planning for death and dying, even talking
about it, is taboo for most Chinese
Americans.

= Sending a loved one to hospice is often
viewed as “sending him/her to die”.

= As a result, Chinese Americans are the
least likely U.S. population to use hospice.

= There is a widespread fear in the Chinese
American population that pain medication
will lead to drug addiction.

= Family discussion of medical treatment in
life threatening situations often excludes
the patient even though Chinese seniors,
for example, generally prefer to be
involved.

The Chinese American Coalition for
Compassionate Care (CACCC), founded in
2005, is the only coalition in the nation
devoted to end-of-life concerns in the
Chinese community. It is an active working
coalition of 80 partner agencies and over
1,300 individual members.

Using interventions at the

patient, family, community, e— ~e
health professional and

health service levels,

CACCC provides education, training, and
culturally appropriate end-of-life resources
for the Chinese American community and
the health care providers who serve them.

= A group activity designed to encourage
discussion of end-of-life preferences
with family members, caregivers, or
health providers.
= CACCC’s Heart to Heart® cards draw
attention to various end-of-life issues,
each suit focusing on a specific area:
Hearts for spiritual concerns
Diamonds for financial concerns
Clubs for social concerns
Spades for physical concerns

= Assisted by the facilitator, a participant
selects three cards from each suit
that contain the issues that matter
the most to him/her.

= Then participants discuss why they
have chosen their cards and what
their concerns are.

= Participants complete a questionnaire
that asks about their top three choices
and provides a set of questions
regarding their Café experience.

Heart to Heart® Café

A Game to Enhance Discussion of End-of-Life issues

CACCC conducted 151 Heart to
Heart® Cafés throughout California
between 2014 and 2016 with 1,118
participants ranging from 16 to 102
years old.

Age not
Age <=50 |Age51-64| Age >=65
e i e identified
255 316 225 322

80% showed an interest in
completing Advance Health Care
Directives and 97% reported that
playing Heart to Heart® cards made
it easier to discuss end-of-life
issues.

Of the top 5 preferences, two are
of particular interest to health
providers: “Not to be kept alive by
machines” and “I don’t want to
suffer”. In other words, no
prolonging life artificially and good
pain management. The financial
concerns are not ranked in top 5 in
any age group.

Participants age 65 and above
were 1.6 times more concerned
about not wanting to be kept alive
by machines than participants age
50 and younger. But the under 50
group was 1.3 times more
concerned about dying without
regret than the older group.

Data gathered in the Café are used
to design end-of-life training
programs for volunteers and health
care providers.

" Most Preferred Top 5 Cards by Age Group
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% Heart to Heart® Message

13 of Spades |'9.3 I don’t want to be kept alive
by machines.

|Ace of Clubs |'8.8 I don’t want to be a burden to
my family.

|Ace of Spades [7.1]1 don’t want to suffer.
|Ace of Hearts | 6.5 | want to maintain my dignity.

|Queen of Hearts | 6.3 || want to die without regret.

= Responses indicate the importance of
Advance Care Planning.

= Participants have shown a strong
interest in completing an Advance
Health Care Directive.

= Participants provided strong evidence
for the efficacy of using the Café to
facilitate end-of-life discussion.

ABS of USA, California HealthCare
Foundation, Coalition for Compassionate
Care of California (CCCC), Palo Alto
Medical Foundation, SCAN Health Plan and
private donations provided funding to hold
Heart to Heart® Cafés. CACCC Volunteers
helped facilitate 151 Cafés and helped
analyze data from the surveys.

A community in which Chinese Americans are able to face the end of life with dignity and respect

March, 2017
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(916) 835-4007
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