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How Y’ou Can Make

| o Talk about end of life with the

people you care about and with your
healthcare provider and complete
your Advance Care PlanWhat
matters to you?

\_* Promote an Advance Care Planning

~ Workplace Initiative in your
workplace or community utilizing
free resources provided by the
Arizona End of Life Care Partnership.

* Invest in the Arizona End of Life
Care Partnership so that we can
continue to harness the passion
and expertise of our Partners and
create a community in which people
UQFS FMJFI KTW YMJNW *
to ensure that their wishes are
honored.



A Message from Our Partnership

Our Partnership was built on the glaring need to improve end-of-life care systems in

our community and nationwide. The pandemic ignited a spark in our conversations
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individuals. How do we want to live each day of our lives and with whom? How do

we ensure that our loved ones and caregivers know our priorities and aren't left with

the burden of wondering how or where we wanted to die?

Our Partner organizations provide the critical resources and support locally

and statewide to help individuals and families talk to loved ones and healthcare
professionals, complete Advance Care Plans, access support for more days at
home, and receive help while grieving the losses of people they love. The strength of
our Partnership is in coordinating these services and producing collaborative shifts
to increase accessibility and familiarity.

Throughout this year of complex uncertainties, the strength of our community
remained constant and bolstered the foundation for the ongoing, essential work of
our Arizona End of Life Care Partnership, anchored at United Way of Tucson and
Southern Arizona.

We are encouraged and inspired by the impact that has been made and the clear
momentum moving forward. We invite you to join us and be a part of a national
movement to improve quality of life. Your support ensures the sustainability of our
mission to enhance the way we live by fundamentally changing the way we talk
about death.

Our Grantee Partners

Arizona Coalition to Transform Serious Iliness Care  Pima County Juvenile Court Center

Arizona Hospital and Healthcare Association Southeastern Arizona Governments Association
Banner Alzheimer’s Institute Southern Arizona Senior Pride

Catholic Community Services Southwest Folklife Alliance

Dunbar Coalition Step Up To Justice

El Rio Health Tohono O’'odham Nursing Care Authority (TONCA)
Goodwill of Southern Arizona Tu Nidito

Health Current Tucson Medical Center (TMC)

Interfaith Community Services United Way of Tucson and Southern Arizona

Pima Council on Aging University of Arizona Health Sciences



About the |
Arizona End of Life Care Partner

The Arizona End of Life Care Partnership
(EOLCP), anchored at United Way of Tucson
and Southern Arizona, is the largest funded
end-of-life community-based partnership

of its kind in the United States. Since 2017,
The David and Lura Lovell Foundation

and Community Foundation for Southern
Arizona have jointly awarded more than $8
RNQQNTS YT STSUWT*YX NS
Life Care Partnership that are cooperatively
addressing end-of-life care issues in greater
Tucson, Arizona. Our Grantee and Investing
Partners span healthcare, legal, and social
services, with a strong emphasis on diverse
communities as well as cultural and religious
traditions.

Our Partners provide education, resources,
services, and support to people of all ages in
our community, helping them navigate the
challenging issues of serious illness, death,
and dying.

A primary goal of the EOLCP is to normalize
conversations about death in our community.
Pre-pandemic, 75% of people in our
community believed that it is important to
discuss their end-of-life care wishes with o
family and loved ones; however, 53% said that [ & &8
they rarely or never discuss death and dying
with anyone. COVID-19 brought these issues
to the forefront of our minds. Planning for end |
of life can no longer be postponed or ignored.
We must promote Advance Care Planning

in our community. Doing so brings peace of
mind for the individual, reduces the burden for ¥
healthcare providers, family, and loved ones,
and can lead to reduced cost of care.




Current Focus Areas

As the anchor organization, United Way guides the wrk of all of our Partner organizations and
overall strategy of the Partnership through infrastucture, convening, shared outcome measures,
data reporting, funding, and collective impact.

O

WORKPLACE INITIATIVES

To fundamentally change the way we
talk about death, we must normalize
conversations about serious illness
and end of life in our community. Our
Partnership is prioritizing outreach to
workplaces through free interactive
presentations about end-of-life-care and
Advance Care Planning. We are also
encouraging employers to include
end-of-life planning information in
employee onboarding and training.

HEALTHCARE PROFESSIONAL

TRAINING

Conversations regarding wishes for
end-of-life care are essential for those
preferences to be respected. Healthcare
providers need training and tools to
facilitate serious illness and end-of-life
conversations. The David & Lura Lovell
Foundation has funded three initiatives
that focus on professional education.
UArizona Health Sciences received
funding to integrate end-of-life care
training into the curriculum across the
Colleges of Medicine, Nursing, Pharmacy,
and Public Health. TMC received funding
to incorporate tools system-wide to
ensure goal-concordant care. Banner
Alzheimer’s Institute received funding

to include Advance Care Planning
conversations in the early stages of
Dementia in an effort to be proactive
rather than reactive.

ADVANCE CARE PLANNING

Our Partnership is committed to increasing
knowledge and completion of Advance
Care Planning (ACP) in Tucson and
Southern Arizona. Our Partner, Health
Current, is the only Health Information
Exchange in Arizona. They recently
launched a statewide registry to allow
individuals to upload ACP documents. This
will increase accessibility to all Advance
Directives in real time for all types of
healthcare providers and help to ensure
that wishes documented are wishes
honored. All of our Partners, big and small,
work together to educate our community
about ACP and the registry.

OPPORTUNITY YOUTH

Our Partners, Goodwill METRO Youth
Center, Tu Nidito, and Pima County
Juvenile Court Center, are working
together to provide services to
Opportunity Youth (OY) who are not
engaged in school or work and have
become involved in the Juvenile Court

XAXYJR 4> NIJSYN*JI LWNJIK F

trauma contributing to disengagement.
EOLCP received a systems change grant
from the Vitalyst Health Foundation to
fund Goodwill METRO, Tu Nidito, and the
Courts to create peer support groups for
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to recognize youth needing services to
prevent recidivism.



Pima County by the Numbers

In 2019, our Partnership commissioned a survey to gain an understanding of our
community’s thoughts about death and dying. This survey of Pima County has
become an important benchmark for our community’s perceptions of and experiences
surrounding end of life prior to the COVID-19 pandemic, which dramatically illuminated
end-of-life care issues in our day-to-day lives.

39% of People

said they have not discussed their
wishes with anyone.

5% o o 53% of Peape

of respondents said they Sé.ald they rasgisl =
. oy discuss death and dying
believe it's important to with familv and friends
discuss their end-of-life y '
wishes with loved ones.

(%

of respondents said they
are concerned about not
being able to
communicate their
wishes to loved ones.

said they have not written
down their wishes.

Of those respondents...

Their perception of how often
medical providers honored the
person’s wishes:

489% All of the time

6 ! ) /O 33% Some of the time
of respondents said they
had someone close to

them die in the past five

years.

None of the time



0 of respondents said
I /()they had discussed their
end-of-life care wishes.

Of those respondents...

0O, have spoken with their
9 5 /O family, spouse, or partner

about their wishes.

0O, have spoken with a doctor or
1 2 /o other healthcare professional

about their wishes.

These factors were most often rated
as very important by respondents:

Receiving honest answers from doctors. Having good pain management available.
Understanding treatment options. Being physically comfortable.
Not being a physical burden to loved ones. Balancing alertness and pain management.

There is still work to do...

of respondents said they
8 O/ have not written down
Otheir end-of-life wishes.
of respondents said theyrarely
3 O/ or never discuss death and
Odying with family or friends.

The Arizona End of Life Care Partnership, anchored at United Way of Tucson and Southern Arizona, contracted LeCroy & Milligan
Associates, Inc., to develop and conduct a survey with a representative sample of adult residents of Pima County, Arizona, about their
attitudes and beliefs about death and dying, end-of-life care planning, and their experiences with the death of a loved one. In October
2019, the survey was administered via phone and Internet to a sample of 600 adults that was representative of Pima County with
respect to age, gender, and Hispanic ethnicity. Results will inform programming and education efforts related to end-of-life care in Pima
County and provide baseline measures with which future survey results can be compared.



Community Impact

Since our Partnership began in 2017, our Partners have provided services, education, and
resources to individuals and organizations throughout our community in our mission to
enhance the way we live by fundamentally changing the way we talk about death.

Health Since 2017,
1,228 Fiessomats  More Than

5,237 Sommunity 28,000

Members

attended free community workshops
presented by our Partnership in 2021.

Advance Directives
have been distributed
in our community.

ARIZONA

Healthcare Directives

In 2021, our Partner Health Current, a Contexture
organization, became the new home for the

Arizona Healthcare Directives Registry (AzZHDR), 4 ‘ ‘

transitioning the registry from the Secretary of i ; A

BYFYJCX TKEHJ YT YMJ &WN_TSF 55 QtM ofdfybi REXAERS oung people
Xehange. ens b S grieving the loss of a loved one. Through a project

e e et gy | Wi Goodwil METRO, Tu i, and Pma Couty
to Advance Care Planning documents, including Juvenile Court gpter, wel

. . ' impact of death loss on Opportunity Youth who

living wills, healthcare power of attorney forms, NIJSYN*Jl ZSXZUUTWYJl LWNJIK EX
<eHRIIE, <=L eiciio i One of the young people receiving support

through this project was Tim, and this year we

were fortunate to have him share his story with

us. To hear Tim’s Story, visit:

To learn more about the registry, and to upload
your advance care plans, visit:

AzHDR.org https:/uwt.onl/Tim




Banner Alzheimer’s Institute

Banner Alzheimer’s Institute (BAI) educates providers -~
regarding conversations around diagnosis, stages of I'm not so focused on not
dementia, and end of life. Additionally, memory cafés and knowing what’s going to

support groups for Ambiguous Loss are provided by BAI MEUUJS GZY WJI+JH"

social workers. In a recent Steps to HOPE Ambiguous

Loss group therapy program for family caregivers, on shorter term goals, like
Maryanne* attended and shared that she and her ; -

husband, Douglas,* had worked for the U.S. Forest Service taklljlg time for myself and

over the years and were quite active and adventurous. getting the house sold and
They enjoyed traveling and ended up settling in an RV moving closer to Douglas.”

park in Casa Grande, AZ where they developed a solid
community of friends. Douglas developed Alzheimer’s
disease and after several years of caregiving, Maryanne
placed him in a memory care facility. The Steps to HOPE
group offered her a virtual community of support. She - -
shared her thoughts about participating in Steps to HOPE S ., J
program: : ™ ~ =

“The program has really been helpful as things with
Douglas have gotten worse. It's hard to explain, but | had
a change in attitude and expectations because of the
Ambiguous Loss program. I’'m not so focused on not o
PST\NSL \MFYcX LTNSL YT MFUUJS '
shorter term goals, like taking time for myself and getting
the house sold and moving closer to Douglas. | want to
thank you again for all the support you gave us. By having
a better understanding of the type of loss I've experienced,
| have been able to cope better.”

*Real names have not been used.

Southern Arizona Senior Pi

Southern Arizona Senior Pride provides Advance
Care Planning education that raises awareness,
inspires discussion, and encourages completion of
Advance Directives for the LGBTQ+ community in
Southern Arizona. One participant had a 15-year-
old set of documents registered with the State of
Arizona. They were excited to be able to add The
Sixth Wish document to their Advance Directives
and have the assistance that was provided to “round
out their records.” The Sixth Wish ensures that the
person’s gender identity, pronouns, and name are
honored at the end of life.




Community Impact

Dunbar Coalition

Dunbar Coalition, through the Coalition for African
American Health & Wellness, provides Advance

Care Planning education that is tailored for the

Black community and conducted in spaces that

are comfortable, allowing open exchange of ideas.

A participant in one of the educational sessions
shared that she found her experience to be of utmost
importance. After 51 years of marriage, this participant
and her spouse had completed their Advance
Directives. When her husband became ill, she had to
remind her husband of what they had planned. He
spent 22 days in hospice where he could be treated as
he had wished. She reported, “Hospice was great and
was a good support for me so that | could spend my
time talking with my husband and holding his hand.
The gift of this precious time with my husband in his
*SFQ IFAX HFSSTY GJ UZY NSYT \TWIX

Step Up To Justice

The volunteer attorneys at Step Up To Justice (SU2J) f"
help individuals prepare their Advance Care Planning i

documents through Prep with Tech Clinics. At one of
these clinics, a young single mother sought help with the
preparation of her end-of-life documents. Preparing the
documents was important to her because she has three
children under the age of eighteen and wanted to be sure
that her children were cared for in case something were to
happen to her. Prior to the appointment, she was worried
about being able to complete the required documentation
ahead of time, SU2J staff were able to assist her and
ensure that she was prepared for her appointment. During
the appointment with the volunteer attorney, she was
FGQJ YT HTRUQJYJ *[J ITHZRJSYX 8 v
Tech Leader that she left the appointment with “a sense

of relief” because she now had a plan for her children

in case something were to happen to her. Step Up To

Justice helped alleviate the client’s concerns and helped

her achieve her goals by designating caregivers for her

children.




Southwest Folklife Alliance
“The cohort space helped

Southwest Folklife Alliance (SFA) is funded to conduct her in the caregiving
ethnographic studies of home-based caregivers. The SFA

facilitators gather with the cohort of ethnographers for Process _and to be pres_ent
weekly trainings via Zoom. They report that these weekly for her friends and famlly
sessions have become safe and nurturing spaces for the members during this
ethnographers to express themselves openly about death. . :

Several cohort members voiced their gratitude for this time of uncertamty and
work and this opportunity especially during COVID, atime |ncreased need?”

so full of grief and loss. As it happened, one of the cohort
members was actively caring for a dying friend. She was
providing medications throughout the night so that his
wife could sleep, running errands, preparing food, and
keeping her friend company. She shared that the cohort
space had nurtured her during this challenging caregiving
process and helped her be present for her friends and
family members in their time of uncertainty and increased
SJJI -JW JJUIJWNJISHJ FQXT TKKJWJI
knowledge to the cohort as they provided support to one
another during this challenging time.

Tucson Community Memorial

To honor the loss of life in our community throughout

the past two years, our Partnership created the Tucson
Community Memorial to provide space through which our
community could collectively honor and grieve loved ones
who died throughout the pandemic from any cause. As
you know, a death of any kind meant giving up or limiting
funeral services and often not being able to say goodbye.
Since the online memorial was launched in October
2021, more than 140 names have been submitted to the
memorial wall.

To visit the memorial and submit a name, visit:
tucsonremembers.orq.




Community Impact
TMC Healthcare

_ TMC Healthcare (TMC) educates healthcare
“The care that was prov|ded professionals about honoring Advance Care Plans

- and ways to intervene so that the care provided in the
to the patient matched the Emergency Department (ED) is in accordance with the

wishes that the patient had wishes of the patient. When a 78-year-old woman was
stated to her family.” airlifted from Sells, AZ and arrived to TMC Emergency
Department in a confused and unstable state, the
Emergency Medical personnel were able to provide the
ED staff with the woman’s family contact information.
The TMC Goal-Concordant Care Initiative Registered
Nurse collaborated with the ED physician through a
goals-of-care conversation with the family. The family
had been talking about doing Advance Directives but
had not yet completed them. During the consultation
with the family, which occurred within 30 minutes of
the patient’s arrival, TMC staff learned that the patient
did not want CPR or chest compressions but was
willing to be placed on a ventilator for a short period
of time. The care that was provided to the patient
matched the wishes that the patient had stated to her
family. The family ultimately decided to withdraw life
support and the patient died peacefully with her family
at her side.

Tu Nidito

Tu Nidito provides support groups for children

with an ill parent or caregiver. In September 2020,

a member of the Caregiver or Parent Diagnosed
with a Serious Medical Condition (CPSMC) group
experienced the death of their special person. At the
time, due to COVID restrictions, the family was not

-T\J[JW WJIHJSYQ” YMNX KFRNQ%&
a service. Planning this was a stressful experience
and fellow CPSMC group members offered to step
up and help in the planning. This heartfelt gesture
shed light on the depth of connection that the group
members feel and the way these connections can
become a lifeline throughout their grief and

the pandemic.

10



Major Funders |
The David and Lura Lovell F

he NEE L Established in 1994, The David and Lura Lovell

Q The David and Lura ; Foundation supports work in areas of mental health;
= [ ovell Foundation integrative health and wellness, including end-of-
life care and planning; youth access to the arts, and
gender parity.

The Arizona End of Life Care Partnership is of special interest to the Lovell family because of David’s

own end-of-life experience. The initial grant to the Partnership in 2017 funded ten community
organizations, thereby launching this important work focusing on end-of-life care in Southern

Arizona. Subsequent grants were awarded in 2019 and 2020 to support additional infrastructure and
FITWJIXX LFUX NIJSYN*JI NS YMJ JFWQ" UMFXJX TK 5FWYSJWXMNU
awarded more than $8 million for end-of-life care and

planning projects.

Community Foundation for S ern Arizona
Community Foundation for Southern Arizona (CFSA) ( -
connects donors to the causes that they care about C O m m u n Ity
by serving as a vital link between philanthropy and the FO u n d at|0 n
needs of the community. The work of CFSA touches s h Ari

every aspect of daily life including end of life, animal or Southern Arizona

welfare, arts and culture, community development, education, the environment, and health and
human services.

Since 2012, through the legacy of the Shaaron Kent Endowment, Community Foundation has been
supporting programs that help ease the transition from life to death. CFSA has granted nearly
$700,000 to these programs. These programs encourage discussion and subsequent action around
end-of-life issues and educate individuals, caregivers, medical personnel, family members, and the
general community about the needs of the dying and the choices available to them.

Vitalyst Health Foundation

Thanks to a Systems Change Grant in the amount of

I/ $190,000 from Vitalyst Health Foundation in 2019,
I ta S t \\“ the Arizona End of Life Care Partnership is helping
' Opportunity Youth in our community, youth ages 16-
HEALTH # FOUNDATION 24 who are not in school or employed. These youth
are among the most vulnerable in our community and

throughout their lives have been touched by death and
often have to deal with the trauma of these experiences without support.

With the support of the Vitalyst Health Foundation, United Way, Tu Nidito, and Goodwill METRO are
working together to promote systems change within the Juvenile Justice Courts in Pima County
through the formal inclusion of bereavement support services within probation terms, helping youth
develop healthy grieving strategies, which then promote resiliency. This expansion of work is core to
the mission of changing how we talk about death and acknowledging that youth are an important
part of that conversation

11
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Investing Partners and Donors

Ty .
. Wl‘
healthcurrent

Arizona Hospital and Healthcare
Association

Banner-University Medicine

Casa de la Luz

Catholic Community Services

Coalition for African American Health &
Wellness/Dunbar Coalition

Funeral Consumers Alliance of Arizona

Haven Hospice

Heartland Hospice

Interfaith Community Services

The Learning Community for Loss,
Grief, and Transition

Legacy Foundation of Southeast
Arizona

Pima Council on Aging
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\L£>
HEALTHCARE

Roots & Roads Community Hospice
Foundation

Southern Arizona Senior Pride

Southwest Folklife Alliance

Step Up To Justice

Tu Nidito

Alysha Ramirez Hall

Diana Repp

Elizabeth Cozzi

Jill and David Putt

LaVonne Douville and Chet Hedden

Martie Adler

Michelle and Charlie Urbina

Patten Family Giving

Sandy Severson

Sarah Ascher



Arizona End of Life Care Partnership
Anchor Team

Sarah Super Ascher
Associate Vice President
United Way of Tucson and Southern Arizona

Jill Putt
Director of Operations

Isaac Shr
Data and Project Management Director

Laura Vitkus
Director of Partner Engagement

Andrew Pieterick
Marketing Senior Manager

Visit our website: F_ JSIT+NKJHFWJ TWL



Supported by

ARIZONA END OF LIFE CARE PARTNERSHIP
330 N Commerce Park Loop, Suite 200, Tucson, AZ 85745
azendo ifecare.org | 520.903.9000



