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A Better Death

Introduction

Whether it is from the perspective as a pa-
tient, a caregiver, or as a family member or friend, the issue will
touch each of us at some time in our lives. Yet, end-of-life discus-
sions and planning are often the most overlooked areas of our lives.
Many find these issues difficult to discuss or have not spent much
time thinking about what they might need or want at the end of
life. It is a topic that is not often talked about between family and
friends, or even with those tasked with caring for us as we age or
face serious illness. However, we know that end-of-life preparation
can improve the quality of care and follow through on the wishes of

the individuals in this phase of life.

What is end-of-life care? End-of-life care is the term used to describe
the support and medical care given during the time surrounding
death. This type of care does not happen only in the moments before
breathing ceases and the heart stops beating but also with people
who are aging or living with one or more chronic illnesses who need

significant care for days, weeks, and even months before death.
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St. David’s Foundation commissioned PerryUndem to conduct a
statewide survey to better understand Texan’s experiences, end-
of-life priorities, and barriers around end-of-life care. The survey
took place August 10 through November 15, 2022, among 2,305 Tex-
as adults from two samples, including 902 respondents who have
had a loved one recently pass away in Texas. A full methodological

report can be found here.

This study uncovered that most Texans have similar preferences at
the end of their lives - such as wanting to die at home and being
free of financial burdens of care. However, only a third of Texans say
their loved one’s end-of-life experiences went the way they wanted
it to go. Data suggests that most Texans, even older adults, are

unprepared for decisions about end-of-life care.
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Key Findings

A majority of Texans are on the same page when it

comes to their end-of-life preferences.

Alarge majority of respondents say they would want to die at home if
they are able to (76%). Fewer than one in six say they’d want doctors
and nurses doing everything possible to attempt to prolong their
life. These preferences are fairly consistent across demographic

segments of the population.

When asked about end-of-life priorities, Texans value not bur-
dening their loved ones. Large majorities prioritize making sure
their family isn’t burdened by their care financially (77%), through
caregiving responsibilities (71%), or by making tough decisions
about their care (74%). Other top priorities include being comfort-
able and without pain (75%), being able to afford care (73%), and
ensuring wishes for medical care are followed (71%). Fewer Texans
say living as long as possible is among their top priorities (59%).

Black Texans highly value being at peace spiritually and having pro-

-

viders respect their cultural beliefs and values.



How Important Is Each of the Following to You at the End of Your Life?

On a scale of 1to 7, with 7 being extremely important

[] Ratingof6 || Rating of 7, extremely important

Making sure family is not burdened

16% 61% . -
financially by my care

17% 58% Being comfortable and without pain

17% 56% Being able to pay for the care | need

Making sure family is not burdened by

18% 56% taking care of me

Making sure my wishes for medical care

S S are followed

Making sure family is not burdened by

17% 54% . o
making tough decisions about my care
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53% Being at peace spiritually

19% 49% Having loved ones around me

18% 43% Not feeling alone

Having doctors and nurses who will
respect my cultural beliefs and values

18% 4%

20% 39% Living as long as possible

22% 38% Being at home

Seeing friends or family | have not seen

16% 27% . .
in a long time

21% 26% A close relationship with my doctor

Going back to my hometown or country

1% 20% ,
where I’'m from
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Just a third of Texans (37%) say their loved one’s
end-of-life experience went the way they wanted

it to go.’

The gaps between patients’ needs and wishes as compared to their

experiences were uncovered throughout the survey:

While 70% say their loved one preferred to die at home, only 37%
did so.

While nearly all respondents (75%) say “being comfortable and
without pain” is important to them toward the end of their life,
just half (55%) say their loved one’s providers did everything pos-

sible to help with pain and side effects.

Texans also prioritize having wishes for medical care followed at
the end of life (71%). Yet, just half (50%) of Texans say their loved

one’s providers took their concerns seriously.

!Among the n = 902 respondents who had a loved one recently die in Texas 6
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SEECERTEETRRTRTRREEE We find that close to half (47%) say their loved one faced some type
of challenge related to care, such as problems with insurance cover-

age, being uninsured, or encountering language or cultural barriers.
Across measures, we find that having health insurance, receiving

hospice care, and dying at home are associated with more posi-

tive end-of-life experiences.

Loved-One Experienced Barriers to Accessing End-of-Life Care

560000000000000000C 3 47% Yes to any

Say their loved one faced problems with

20% [ ’ ,
Insurance covering care

Say language was a barrier to getting the

19% best possible care

Say loved one’s providers were “fair” or “poor”

16% . .
at respecting cultural values and beliefs

16% Say their loved one was uninsured

2 Among the n = 589 respondents whose loved one was insured 7
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A For instance, loved ones whose deaths went the way they wanted

were twice as likely to have died at home and twice as likely to have

been receiving hospice care as those whose deaths did not go the

way they wanted.3

...........................

Loved one’s death
did not go the way
they wanted it to go

36%

27%

Loved one was not too/
not at all prepared to
deal with their illness

40%

38%

...........................

v
Loved one’s death

went the way they
wanted it to go

&

Loved one was very/
somewhat prepared to
deal with their iliness

Were getting hospice care

Died at home

Uninsured

Were getting hospice care

Died at home

Uninsured

3 Among n = 485 respondents who had a loved one recently die in Texas of a serious illness 8
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These differences in outcomes are especially stark among those who

received hospice care. These loved ones were reported to have been

more prepared to deal with their illness as it progressed, have had

their wishes completely followed and honored, and have had better

provider relationships around respecting cultural values, manag-

ing pain, taking their concerns seriously, and overall better care.*

.....

Loved one
was not getting
hospice care

cee

-+ Loved one

was getting
hospice care

31 | 60
48 | | 72
27} | 46
52 | | 70
45 | | 61
38} | 53
51 | | 61
35 — 43
45 — 52
61 — 66 ———

Loved one’s end-of-life went how they wanted

Loved one was prepared to deal with their iliness
as it got worse

Loved one’s wishes were completely followed
and honored

Care loved one received was excellent/very good

Providers were excellent/very good at understanding
and respecting cultural values and beliefs

Providers talked with loved one about how to make

their loved one’s life better as they lived with their illness

Providers took your loved one’s concerns seriously

Providers asked what was most important for their
loved one as they lived their life with iliness

Loved one died where they wanted

Providers did everything they could to help with pain
and side effects

4 Among n = 485 respondents who had a loved one recently die in Texas of a serious illness
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Black and Latino respondents report more challenges related
to end-of-life care. Both Black and Latino respondents are less
likely (34%) to say their loved ones received hospice care than their
white counterparts (47%). Given the impact of hospice care on end-
of-life experiences, these gaps likely translate into more adverse
end-of-life experiences for Black and Latino Texans. Black Texans
are also less likely (47%) than white respondents (58%) to say their

loved one’s wishes were followed and honored “completely” or “for

the most part.”
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% Who Say Their Loved One Faced
Some Type of Challenge Related to
End-of-Life Care

These disparities are especially
47% prominent around challenges in ac-
Total cessing end-of-life care.

SRl Black ;- Black respondents, Latino re-

spondents, respondents with

" BT i o lower tncomes, and wban o

spondents are more likely to say

LS White their loved ones faced barriers
related to end-of-life care.®

[ 49% < College

Among Black respondents the most

m College + common challenge was getting in-

surance to cover care (24%) and

] Up to 100% FPL providers not understanding and

respecting cultural values and be-

:m 100% to 200% FPL liefs (22%). For Latino respondents

language barriers (24%) and being
40% 200% to 400% FPL uninsured (20%) were the largest

challenges. Low-income Texans re-

>400% FPL ported the most difficulties with in-
surance not covering care (27%) and

City being uninsured (20%).

Suburb

S Facing a barrier to end-of-life care is defined
as either facing problems with insurance
Town covering care, being uninsured, having
providers who were “fair” or “poor” at
respecting cultural values and beliefs, and

Rural Area facing a language barrier to receiving care

ﬂ
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KEY FINDING #3
Most Texans lack preparation for end-of-life care

and decisions.

Just 25% of those who had a loved one die from a serious illness
in Texas say their loved one was “very prepared” to deal with their

illness as it progressed. We find similar themes when asking respon-

dents about their own level of preparedness.
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Texans recognize the importance of having their own wishes in

writing, yet many do not. While a majority of respondents (87%)

say it’s important to have wishes regarding end-of-life medi-

cal treatment in writing, fewer than half (39%) have done so -

including 48% of the oldest respondents (60 and older) and 46% of

respondents with a serious illness. The top reasons for not having

N=1,369
Texans

wishes in writing relate to changing wishes, trust in family or God,

and never having thought to put wishes in writing.

% Who Say This Is a Reason Why They Don’t Have Their Wishes in Writing

45%

IS
O
X

42%

42%

38%

33%

{0)

20%

My wishes may change based on the situation

| trust my family to make decisions for me

| trust God to be in charge

I’'ve never really thought about putting
my wishes in writing

| don’t want to think about death or dying

I’m too busy right now with other things

| don’t know how to put wishes in a
legal document

A legal document is too permanent

Doctors might not give me care that
could help if my wishes are in writing

| don’t think it would change the care | get

It is not something people in my culture,
religion, or family do

| don’t know why | would need this
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Texans are not having important conversations about end-of-
life care. Three-quarters of respondents (74%) say they’d want to
have a conversation with their doctor about end-of-life care if they
were faced with a serious illness. However, doctors are not initiating
these conversations. Just 17% say their doctor has asked them about
end-of-life wishes for medical treatment - including just 21% of re-

spondents with a serious illness and 19% of respondents ages 60+.

Similarly, respondents are not having these conversations with their
loved ones. Half (53%) of respondents have not had a conversation
about the kind of medical care they’d want at the end of their life.
About four in ten (37%) respondents ages 60+ have not had these
conversations. When asked about barriers to these conversations,
e most respondents mention not wanting to think about death or

competing priorities.

What Would You Say Is the Main Reason You Have Not Talked
With Loved Ones About This? ©

v

| don’t want to | have too many other They don’t want to Something else
think about death things to worry about talk about my death (specify)
or dying right now or dying

¢ Randomize | N=1,157 respondents who have not talked with their preferred person 14
about end-of-life care



End-of-life preparations vary across

demographics. Overall, one in four
(27%) Texans have both their wish-
es in writing and have had conver-
sations with their preferred person

about end-of-life decision-making.

However, Texans of color, non-college-
educated Texans, Texans with lower
incomes, and uninsured Texans are
less likely to have taken these steps

than Texans overall.

.....

.............

% Have Wishes Regarding Medical
Treatment in Writing and Have
Talked with Preferred Person About
End-of-Life Decision-Making

27%
Total
18% Black
21% ] Latino
22% . AAPI
35% White
23% < College
35% College +
22% Up to 100% FPL
26% 100% to 200% FPL
24% 200% to 400% FPL
35% - >400% FPL
28% _ City
28% Suburb
23% . Town/rural area
31% Insured
15% —l Uninsured
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v

Would definitely

like to talk with
health care provider
about wishes around
end-of-life care

Would turn to
health care provider
to learn more about
end-of-life care

A Better Death

These gaps in preparation for end-of-life care and decision-making
are tied to trust in the health care system. The data shows that Tex-
ans are most likely to turn to a doctor (51%) or family member (44%)
for information about end-of-life care. Texans who say their pro-
viders treat them with dignity and respect are more interested
in discussing end-of-life care with providers and more likely to

turn to doctors to learn about end-of-life care.

How Often Do You Trust Your Health Care Providers
to Treat You with Dignity and Respect?

almost always almost never

86% 77% 3S9% 44%

9% S6% 41% 26%

ﬂ
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Conclusion

The study found that most Texans share end-of-life preferences,
such as wanting to die at home and avoiding the financial burden
of care. However, most Texans, including older adults and those
with a serious illness, are unprepared for decisions around end-of-
life care. Data suggests this lack of preparation may translate into
worse end-of-life experiences. Just one-third of Texans said their
loved one’s end-of-life went the way they wanted it to go and Black
and Latino respondents report more challenges related to end-of-

life care.

These findings are shared to support individuals, families,
communities, non-profit organizations, health care providers,
and policy makers. They can help us advance efforts to ensure
that end-of-life plans and wishes are known and acted upon. It
is through our shared actions that we can improve end-of-life

planning and help all Texans to have a better death.

For questions, please contact:

evalstrategiclearning@stdavidsfoundation.org
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