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Survey of California Adults on Serious lliness and End-of-Life

Conducted for the California Health Care Foundation
N = 2,588 California adults 18 and older
Fielded June 6 through July 2, 2019
Margin of sampling error: + 3.1 percentage points

All numbers are percentages

DK/REF are people who skipped the question (“don’t know” or “refused”)

Numbers may not add to 100% due to rounding

Where 2011 data are noted, the source is “Final Chapter: Californians’ Attitudes and
Experiences with Death and Dying,” California Health Care Foundation, 2012.

1. Let's say you had a question about your health. Where would you go to find
answers? Select any that apply. RANDOMIZE UP TO OTHER

Family member.......cooiiii 32
FrIENd ..o 15
DOCTON et 83
NEIGDOT ... 1
COTWOTKET c.c et 4
Employer / Employee Assistance Program ............cccccoeiiiiiiininnn. 3
INSUraNCe COMPANY......iiiiiiiiiiiiiii i 5
INternet / GOOGIe.....c.uuiiiiiiiiii e 53
Place of WOIShip ......ccoiiiiiiiiiiii e 1
Other (SPECIFY: ] et 2

DK/REF et 1


https://www.chcf.org/publication/final-chapter-californians-attitudes-and-experiences-with-death-and-dying/

2. Do you have one person you think of as your main doctor or health care provider?

(A "health care provider” could be a doctor, nurse practitioner, physician’s assistant,
or other type of provider.)

Y O e 80
N O ettt 19
DK REF e e e e 0

Have you ever felt judged or treated differently by a health care provider ...
RANDOMIZE

| Yes | No  DK/REF
3. Because of your race or ethnicity? 7 92 1
4. Because of your language? 5) 94 2
5. Because of your income? 8 90 2
6. Because of the type of insurance you have? 12 86 2
7. Because of being uninsured? 9 90 2

Have you ever felt like you could not get health care services you needed...
RANDOMIZE SAME ORDER AS ABOVE

| Yes | No  DK/REF
8. Because of your race or ethnicity? 4 95 2
9. Because of your language? 4 94 2
10. Because of your income? 19 80 1
11. Because of the type of insurance you have? 21 77 1
12. Because of being uninsured? 17 81 1

13. Do you wish your health care providers knew how much you can afford when it
comes to your health and health care?

YOS e 36
INO L 28
I'M MOt SUM....oiiiiii 32
| don’t have a doctor or provider ...........ccccooiiiiiiiiiii, 3
REF 0



14.

15.

In general, how much do you trust your health care providers to act in your best
interest?

N o AU PSPUPPPPR 40

SOMIE ettt e e e e e e 45

NOT tOO MUCK Lo e e 9

NOT AT All . 3

| don’t have a doctor or provider ...........ccccciiiiiiiiiiiii 3

DK/REF ...t 1

Would you say that in general your health is... 2019 2011
EXCEIIENT ... T 16
VEIY QOO ..ttt 36 39
GO0 e 36 32
T e 14 ... 11
P OO e 3 2



16. Has a doctor ever told you that you have any of these medical issues?

RANDOMIZE A-L '

Year

Yes

DK
No /REF

a. Emphysema or Chronic Obstructive
2019 2 9 2
Pulmonary Disease (COPD) 0 ¢

b. Heart failure 2019 3 96 2
c 2019 5 93 2

¢ ~ancer 2011 5 90 4
2019 2 96 2

d. A stroke 2011 > o4 4
e. HIV/AIDS 2019 1 97 2
f. Cirrhosis or late-stage liver disease 2019 1 98 1
g. Chronic or end-stage kidney disease 2019 1 97 1
) ) 2019 26 73 1

h. Hypertension or high blood pressure 2011 4 73 3
) . ) 2019 14 85 1
i. Diabetes or high blood sugar 2011 12 35 3
. Depression 2019 18 80 1
I epressi 2011 16 80 4
) ) 2019 13 85 2

k. An anxiety disorder 2011 11 85 4
|.  Bipolar disorder 2019 3 96 2
) . . 2019 8 69 23

m. Another serious illness (Specify: ) 2011 g 35 ;

12011 survey did not include these options: COPD, heart failure, HIV/AIDS, cirrhosis or late-stage liver disease,
chronic or end-stage kidney disease, and bipolar disorder.



IF YES TO A-G, OR M ABOVE = HAS SERIOUS ILLNESS. ALL OTHERS SKIP TO Q40
INTRO.

The next questions are about dealing with INSERT RESPONSES FROM A-G. IF ONLY
M: your illness. IF A-G AND M: INSERT RESPONSE FROM A-G and your other
illness(es).

Some people with a serious illness get extra help. This type of help is on top of regular
medical care. It could be help with things like dealing with side effects or pain, dealing
with stress and other hard feelings, figuring out how to live better with your illness, or
finding out what services you might qualify for.

17. Would you want this type of help to deal with your illness(es)? N = 588

DefiNItely YOS ettt 38
Probably Yes .....cooiiiiiii 40
Probably MOt ......coiiiii i 19
Definitely NOT.c..iiiiiiiii e 4
DK/REF .t 0

18. Do you already get this type of help? N = 588

Y S e 41
N O et 44
M MOt SUIE it 13
REF e e 1

19. How prepared do you feel to deal with your illness(es) if it gets worse in the future?

By prepared, we mean you know what is going on, you can plan for what is coming,
and you feel ready. N = 588

Very prepared... ..o 17
Somewhat prepared...........ccooiiiiiiiii 63
Not too prepared ..........cccooiiiiiiiiiiiiiiiii 17
Not at all prepared ... 3
DK/REF <.ttt 1



Have any of your health care providers ... RANDOMIZE. N = 588

Not sure/

Yes No , REF
don’t rem.

20. Asked you what is mgst |m|oortant for you 34 48 14 1
as you live your life with your illness(es)?

21.Talked with you about how to make your
. . . . 58 30 11 1
life better as you live with your illness(es)?

22. Talked with you about ar.ly fear, stress, or 35 51 13 1
sadness you may be feeling?

23. Talke'd with you about what to expect if 49 39 10 1
your illness(es) gets worse?

24. Talked with you about both the good and
bad things that could happen with your 65 26 8 1
treatment(s)?

25. Have your health care providers done everything they can to help with pain or side
effects from your illness(es) or treatment(s)? N = 588

Y S 45
IO e 17
'M NOT SUME oo 15
Does not apply / | don't have pain or side effects ..........cccccccoieiennnn 23
REF e 0

26. How much information do you want from your health care provider: ROTATE
N =588

As much info as possible about what | can expect now and

N MY FULUME et 86
Just enough info to get me through day by day .........cccceciiiiiiinnn 13
DK/REF - 0



How helpful would this be for you as you deal with your illness(es)? RANDOMIZE.
N = 588

Not Notat |don't

Very Smwt. to0 Al need LY
helpful helpful '\ |61 helpful  this  RET
27. Getting medical care 53 19 S 2 20 2
28. Getting mentcjal health care 29 20 13 b 37 2
from a therapist or doctor
29. Gettmg.splrltual support or 18 20 9 7 44 2
counseling
30. Getting help with sadnes.s, 27 23 10 6 32 2
stress, or other hard feelings
31. Getting pills or medication 39 20 9 3 27 2
sent to your home
32. Getting help with 29 17 10 3 46 2

transportation
33. Getting help around the
house with chores, like 27 15 14 5 39 1
cleaning and making meals
34. Getting financial help to pay
bills and make ends meet

34 18 7 3 35 2

35. Having better or more
affordable housing

36. Getting help with pain or
other side effects from your 41 22 6 3 27 2
illness or treatment

37. Getting help paying for
healthy food

27 1M 1M 5 44 1

28 17 12 6 36 1

38. Let's say you were not able to work or take care of yourself. Do you have someone
in your life who could take care of you on a regular basis? N = 588

Y e 65
N O et 21
M MOt SUIE 1ot 14
REF e e 0



39. Let's say money isn't a problem. How comfortable would you feel with someone
other than your friends or family coming to your home regularly to help care for
you? N = 588

Very comfortable..........oooiiiiiiiiiiiiii 22

Somewhat comfortable........ccccovviiiiiiii 41

Not too comfortable ........coooiiiiiiii e 28

Not at all comfortable........ccccuvvieiiiiiiee e 9

DKREF e 1
SKIP TO Q50

RESPONDENTS W/O A SERIOUS ILLNESS ONLY. EXCLUDE YES TO Q16A-G, OR M.

INTRO: We want to learn what people may want or need if they have a serious illness,
like cancer.

40. Let's say you found out you have a serious illness, like cancer. Let’s say you are not
able to work or take care of yourself. Do you have someone in your life who could
take care of you on a regular basis? N = 2,000

Y e 61
N O ot 18
M MOt SUIE 1ot 20
REF e e 1

41. Let's say money isn't a problem. How comfortable would you feel with someone
other than your friends or family coming to your home regularly to help care for
you? N = 2,000

Very comfortable..........ooioiiiiiiiiiiiiii 20
Somewhat comfortable.........ccooviiiiiiiii 51
Not too comfortable ........coooiiiiiiii e 23
Not at all comfortable........ccccvvvviiiiii e 6
DIKREF e 0



Some people with a serious illness get extra help. This type of help is on top of
regular medical care. It could be help with things like dealing with side effects or
pain, dealing with stress and other hard feelings, figuring out how to live better with
your illness, or finding out what services you might qualify for.

42. Do you think you would you want this type help if you had a serious illness, like
cancer? N = 2,000

DefiNItely YOS ..iiiiiiiiiii i 42
Probably yes......cooiiiiii 48
Probably NOt.......cceiiiiiii 8
Definitely NOT oo 2
DK/REF <. 1

43. If you had a serious illness, how much information would you want from your health
care provider: ROTATE. N = 2,000

As much info as possible about what | can expect now

and in MY FUTUIE .....oiiiiii e 92
Just enough info to get me through day by day........cccoceniniiniiinns 7
DK/REF <. 1

If you had a serious illness, would you want any of your doctors or health care
providers ... RANDOMIZE. N = 2,000

44.To ask you what is most important for you as you live your life s | 11 1
with your illness?

45. To talk with you about how to make your life better as you live 90 3 5
with your illness?

46.To talk with you about any fear, stress, or sadness you may be 39 | 10 1
feeling?

47.To do everything they can to help with pain or side effects 99 7 1
from your illness or treatment?

48. To talk with you about what to expect if your illness gets 93 6 1
worse?

49.To talk with you about both the good and bad things that 93 6 1
could happen with your treatment(s)

RESUME ALL



50. Have you ever heard of any of the following terms? RANDOMIZE

No NoU  rer
sure
2019 | 80 14 5
2011 | 73 21 5
2019 | 37 49 13
2011 17 68 13
2019 | 50 39 11
2011 | 38 49 11
2019 | 72 20 7
2011 | 63 28 7
e. POLST (Physician Orders for Life-Sustaining 2019 | 22 62 15
Treatment) 2011 13 70 16

Year Yes

a. Hospice care

b. Palliative care

c. Advance directive

d. Do-not-resuscitate (DNR) order

NN == OINN[=_2(N ===

51. IF YES FOR EACH HEARD IN Q50: What is your opinion of: RANDOMIZE SAME
ORDER AS ABOVE

Very Smwt. Smwt. Very DK/

pPos.  pos Neg. neg. REF

. 2019 | 48 40 9 3 0

a. Hospice care N = 2,115 50111 53 20 5 1 1
. 2019 | 55 39 4 1 1

b. Palliative care N = 936 20111 51 38 ; 1 3
o 2019 | 64 33 2 1 1

c. Advance directive N = 1,357 2011 | 56 a1 > 0 1
d. Do-not-resuscitate (DNR) order 2019 | 45 40 12 2 0
N = 1,889 2011 | 43 45 9 2 1
e. POLST (Physician Orders for Life- 2019 | 47 40 11 1 1
Sustaining Treatment) N = 593 2011 | 40 44 13 2 2

10



How important is each of the following to you at the end of your life? Rate on a 1 to 7
scale. 1 NOT AT ALL IMPORTANT / 7 EXTREMELY IMPORTANT RANDOMIZE

7
Extrmly
impt.

52.Being comfortable and without | 2019 58 19 11 6 3
pain 2011 66 19 7 5 4
. 2019 51 18 13 10 7
53.Not feeling alone 2011 oz 15 5 3 5
: 2019 57 16 12 8 5
54.Having loved ones around me 2011 %0 17 10 7 5
55.Being able to pay for the care | | 2019 62 16 9 6 4
need 2011 58 18 10 8 5
56.Being at peace spiritually 2019 >> 12 7 10 12
2011 61 15 7 8 8
57.Having doctors and nurses 2019 44 17 14 13 11

who will respect my cultural
beliefs and values 2011 44 19 14 14 ?
58.Making sure my wishes for 2019 60 19 10 6 3
medical care are followed 2011 57 18 12 8 4
59.Being at home 2019 40 20 18 12 4
2011 33 20 17 17 12
60.Making sure family is not 2019 60 18 9 6 5

burdened by making tough
decisions about my care 2011 60 20 10 5 5
61.Making sure family is not 2019 70 14 6 4 4

burdened financially by my
care 2011 67 16 9 4 4
62.A close relationship with my 2019 32 19 20 14 12
doctor 2011 32 19 18 17 13
63.Living as long as possible 2019 ad 1> 14 1 12
2011 36 16 16 16 15

64.Making sure family is not

burdened by taking care of me 2019 >9 1 1 6 >

11



7

Year Extrmly
imp.

65.Going back to my hometown

, 2019 15 7 9 15 52
or country where I'm from

66.Seeing friends or family | have

, : 2019 25 16 18 18 22
not seen in a long time

2019 2011
67.1f you had an advanced illness, which would you prefer: ROTATE FIRST TWO

Doctors and nurses using everything available to attempt to
prolong my life (such as a breathing machine or feeding me

through @ tube); OF co.eeiiiiiiiii e D 7
Dying a natural death if my heart should stop

beating or | should stop breathing ... 63 .. 67
M NOT SUI .. 28 . 25
REF e T 1

68. If given a choice at the end of your life, where would you want to be when you die?

In the hospital.........coooiiii 15 s 16
AL NOME .. 71, 70
In a nursing home or skilled nursing facility .........ccocooveniiniininiin T, 1
In @ hospice facility ........cocoiiiiiiiii e 5 4
In an assisted living facility .......cccccooiiiiiiiinii T, 1
Somewhere else (SPECIFY: ) e G 7
DK/REF .t T 2

12



2019 2011

69. Let's say you were not able to make decisions about your care near the end of your
life. Your doctor says there are different options. Someone has to decide for you.
Who would you want to make decisions about your care?? RANDOMIZE

Doctor or health care provider®...........ccccocooiiiiiniiiiiiiiicce 2, NA
SPOUSE/PAMNET ...ttt 51 50
CI e b, 5
ParENt oo D e 9
SIBIING e S 5
PO e 2, 2
Children working together ... /AR 7
Multiple family members together...........cccooooiiiiiiiii 16 17
Other (SPECIFY: ) e 2 3
DK/REF <.ttt e T e 1

70. Have you talked with this person about the kind of medical care you would want
near the end of your life?*

Y O e 45 ... 42
N O ettt 54....... 56
DK REF .o T, 2

22011 question wording: “Let’s say you were not in a position to be able to make decisions about your medical
treatment toward the end of your life. Your doctor says there is no clear answer about your care and someone has to
make a decision. Who would you want making medical decisions for you?”

32011 survey did not include option “Doctor or health care provider.”

#2011 question wording: “Have you talked with (him/her/them) about the kind of medical treatment you would want
in situations like these?”

13



2019 2011

71. IF NO TO Q70: What would you say is the main reason you have not talked with
them about this? N = 1,368

| don’t want to think about death or dying .......ccccociiviiiiiiiiiie, 36 26
They don’t want to talk about my death or dying..........cccceeeiieiene. 13 s 13
| have too many other things to worry about right now>.................... 35 41
Something else (SPECIFY: ) e 15 i, 19
DK/REF et T 1

72. Have you ever had a doctor ask you about your wishes for medical treatment at the
end of your life?

Y O e D 7
N O ettt Q0. 92
DK REF e e e T, 1

73. If you were seriously ill, would you like to talk with your doctor about your wishes for
medical treatment towards the end of your life?

DefiNitely YOS it 54.......... 47
Probably Yes ......oiiiiiiii e 28 .. 32
IMaYDE ... 13 16
Probably NOt......coiiiiiii e 2 i 2
DefiNitely NOT.c..iiiiiiiier e 2 1
DK/REF .t T 2

74. Do you have any of your wishes regarding the medical treatment you would want in
a written document?

Y O e 34............ 23
N O ettt 6b............ 75
DK REF e e e T, 2

® 2011 question wording: "I have too many things to worry about right now other than what | want at the end of my
life.”

14



2019 2011

75. How important do you feel it is to have your wishes in writing?

Very Important.........coccoiiiiiiii 53 45
Somewhat IMPOrtant..........cccoooiiiiiiiiii 35, 37
NOt tO0 IMPOrtant .........ccoiiiiiii [ 12
Not at all important ..o S, 4
DK/REF <.ttt e T e 1

IF Q74 = NO: Here are reasons why some people do not have their wishes in writing.
Are any of these a reason you do not have your wishes in writing? RANDOMIZE.
N = 1,633

Yes, this No,

. Not DK/
Is a not a
sure  Ref
reason | reason
76.1 don't want to think about death or dying 41 43 14 2
77.1'm too busy right now with other things 42 41 14 3
78.A legal document is too permanent 16 60 21 3
79.1 trust my family to make decisions for me 47 35 16 2
80.1 don’t know why | would need this 14 65 18 3
81.1 don't know how to put wishes in a legal 34 16 17 3
document
> . , .
8 Doctgrs mlght.not give me care that could help if 15 58 25 5
my wishes are in writing

RESUME ALL

15



2019

83. In the past two years, have you lost a loved one — that is, a member of your family

or a close personal friend — who passed away?°

Y O e 41 ...
N O ettt 58,
DK REF .o T,

IF NO/DK/REF: SKIP TO Q109

84. IF Q83=1: Have you lost more than one loved one in the past 2 years? N = 1,276

Y O e, 44 ............
N O ettt e e 56.......
DK REF e e Oeveeeen,

IF Q84=1: For the next questions, please think about the loved one you were closest to.

Q83=1:

These questions may be hard for you to think about. Thank you for your time.

The info from this survey will be used to help make end-of-life care better for

Californians.
If you can’t or don’t want to answer any question, just skip it.

85. Did your loved one die from:” N = 1,276

A serious or chronic health problem ... 70
AN aCCIAENT OF INJUIMY ...ttt 9
Or something else (SPECIFY: What did you loved

one die from? ) e 18
DK/REF .t 3

61n 2011 survey timeframe was 12 months, not 2 years.

72011 question wording: Which of the following best describes the circumstances of your loved one’s death:
He or she had a terminal diagnosis — that is, there was a point when the doctors said that they only had a certain

amount of time left (46%)
He or she was sick or injured, but it was not clear that they were going to pass away (15%)
He or she died from a sudden illness or accident (25%)

Other (13%)

16



2019 2011

86. Overall, how would you rate the care your loved one received at the end of life, that
is, in the last few months of their [ife?® N = 1,276

EXCRIENT .. 14............ 24
VEIY QOO ..ttt 28 28
[T Yo T NN U 22, 21
= ] U U SRUUU PSPPI 10, 13
P OO e T oo 10
I MOt SUM .t e T NA
Does NOt APPIY ... (Y NA
REF e 2, 4

87. Overall, how would you rate the doctors in terms of how well they communicated
with your loved one and family members about treatment options?’ N = 1,276

EXCRIENT . L 18
VEIY QOO ..ttt 27 i 28
[T Yo T TN 20............ 23
=] S U U SR U PSPPI 12, 14
P OO e T 10
I MOt SUM. it 17 oo, NA
Does NOt APPIY ...uvviiiiiiiiiiiic D e NA
REF e 2, 7

82011 question wording: “Overall, how would you rate the care your loved one received at the end of life, that is, in
the time leading up to their death?” 2011 survey did not include “I'm not sure” or “Does not apply.”
2011 survey did not include “I'm not sure” or “Does not apply.”

17



2019 2011

88. Overall, how would you rate the doctors and other health care providers in terms of
how well they understood and respected the cultural values and beliefs of your
loved one and their family members?'®© N = 1,276

EXCRIENT .. 14............ 19
VEIY QOO ..ttt 27 v 31
[T Yo T INNTTT U 16 23
= 11 U USSP PP SUPPPR D e 13
P OO e 2 i 8
I MOt SUM. et 17 oo, NA
Does NOt APPIY ..uvieiiiiiiiiiiic 13 e NA
REF e 2, 6

89. To what extent, if at all, was language a barrier to your loved one getting the best
possible care?’ N = 1,276

MajJOr DaITIEr . .. 2 i 7
Somewhat of @ Barrier..........oooiiiiiiieeeee e 8 i 10
A MINOr Darmier ..ottt [ T 10
Notabarrieratall ... 75 i, 69
I MOt SUM. et < NA
REF e 2 i, 4

90. Did you help care for your loved one when they were sick before their death? This
could be help with personal needs, household chores, or running errands.?

N=1276

Yes, helped.......ooiiii 39 35
No, did not help ..., 33 62
Does NOt APPIY ..eviiiiiiiiiiciic 27 e NA
DK REF e T, 3

102011 survey did not include “I'm not sure” or “Does not apply.”

112011 survey did not include “I'm not sure.”

122011 survey did not include second sentence (“This could be help with personal needs, household chores, or
running errands.”

18



91.

2019 2011

Were you involved in making decisions about your loved one’s medical care near
the end of their life?™ N = 1,276

Yes, Was iINVOIVEA ....ooooviiiiee e 23 i, 24
NO, Was NOt INVOIVE ........oiiiiiiie e 55 . 75
Does NOt APPIY ..uvieiiiiiiiiiiic 27 e NA
DK/REF <.ttt e 2, 1

IF Q85 =1 & AND Q91 = 1: As far as you know, did your loved one’s doctors or health
care providers ... RANDOMIZE. N = 238

92. Ask what was most important for your loved one as

Not DK
o) NA /

ves sure REF

4 |17 | 1 1
they lived their life with their illness? 6 303

93. Talk with you or your loved one about how to make

your loved one’s life better as they lived with their 74 | 13 | 6 6 1
illness?

94. Talk with you or your loved one about any fear,

53129 | 14| 3 1
stress, or sadness you or they were feeling?

95. Do everything they could to help with your loved

one’s pain or side effects from their iliness or 74112110 | 4 | O
treatment?

96. Talk with you or your loved one about what to

7 1 12
expect if their illness got worse? 3 0 > 0

97. Talk with you or your loved one about both the

good and bad things that could happen with their 72 | 14 | 7 5 1
treatment?

132011 survey did not include “near the end of their life” or “Does not apply.”

19



IF Q85 =1&AND Q91 = 1: 2019 2011
98. How prepared was your loved one to deal with their illness as it got worse?

By prepared, we mean your loved one knew what was going on, they could plan
for what was coming, and they felt ready. N = 238

Very Prepared.........coiiiiiiiiiiiiii e 21
Somewhat prepared.........cccooiiiiiiiiii 42
Not too prepared .........c.cccciiiiiiiiiiiiiicccc 14
Not at all prepared ..o 17
M MOt SUI et 6
DK/REF et 0

RESUME Q83 =1

99. Where did your loved one die?'* N = 1,276

Inthe hospital ..........ccooiiiii 38 36
AL NOME .. 39 e 44
In a nursing home or skilled nursing facility.........c.cccocevviiiiininnne. 5 7
In @ hospice facility .......ccoooiiiiiii 3 5
In an assisted living facility ......c..ccooeiiiniiniii 2 i 2
Somewhere else (SPECIFY: ) e S 5
I'M NOT SUME ... 6. NA
DK/REF <. T 1

100. As far as you know, where do you think your loved one would have wanted to die
if given the choice?™ N = 1,276

In the hospital ... 8 e 12
AL NOME .. 65. . 73
In a nursing home or skilled nursing facility.........c.cccooevviiiiininnne. T, 2
In @ hospice facility .......ccooiiiiiiii T, 2
In an assisted living facility ......c..ccooeiiiniiniii (O TR 1
Somewhere else (SPECIFY: ) e T, 6
I'M NOT SUME...oiiiiiiiiii 22 e NA
REF e 2, 4

142011 survey did not include “I'm not sure.”
152011 survey did not include “I'm not sure.”

20



2019 2011

101. Was your loved one getting hospice care near the end of their life?'® N = 1,276

Y S et 40............ 32
N O e 47 ........... 51
M MOt SUIE e 12, 16
REF et —————— T e 2

102. Think about the very end of your loved one's life. Do you think the end went the
way your loved one wanted it to go? N = 1,276

Y S et 33
N O ittt 35
M MOt SUIE it 31
REF et —————— 2

103. In your opinion, did the doctors, nurses, and other health care providers do
everything they could to ease your loved one’s pain and suffering, or could they
have done more?"” N = 1,276

Did everything they could .........cocoiiiiiiiiiic 52 .. 81
Could have done mMore........oocuviiiiiiiiiiicic e, 15 15
M NOT SUIE i 27 i NA
Does NOt @aPPIY ...ooviiiiiiiiii T NA
DK/REF e 2 4

104. To what extent do you feel your loved one’s end-of-life wishes were followed and

honored by the doctors, nurses, and other health care providers who cared for
them?® N = 1,276

Completely followed and honored...............ccccooiiiiiiiiiin, 29 i 44
Followed and honored for the most part ............ccccoccoiiiiiiiin 27 o 33
Followed and honored in some ways but not in others .................... b 9
Not followed or honored at all ........cccooieiiiiiiiiiiiii K BT 6
I'M NOT SUME...oiiiiiiiici e 33 NA
REF e e 2, 8

162011 survey wording: “Was your loved one receiving hospice care services around the time of their death?”
172011 survey did not include “I’'m not sure” or “Does not apply.”
18 2011 survey did not include “I'm not sure.”
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2019

105. At the end of your loved one’s life, what was their health insurance status?'

N=1276

Had insurance or CoVerage........oovuiiiiiiiiiiiieniienieeee e 70......
Was UNINSUIEd ...t b.....
M NOT SUIE . 22......
RE e 2......

2011

106. IF HAD COVERAGE IN Q105: What kind of insurance or coverage did they have:

ALLOW MULTIPLE RESPONSES® N = 872

Insurance through an employer...........ccccooiiiiiiiiiiiiiis 22......
A private plan they purchased on theirown.................cco 7.
Medicare ONIY .......cooiiiiiiiiii e 14......
Medicare and Medigap plan ........cccccoiiiiiiiiiiiii D
Medicare and Medi-Cal........c.cocoviiiiiiiiiiicc 16......
Medi-Cal ONlY ..ooiiii 7.
Medicare + Other (VA/Employer, etc.).......ccccooiiiiiiiiiiiii, 8......
VA benefits/Tri-Care ........ooveiiniiniiiiiiieiieseece e 7.
Other (Specify:_ )i 2......
M NOT SUIE i 18......
REF e e T

107. IF HAD COVERAGE IN Q105: Did your loved one face any problems with

insurance covering all of the care they needed??' N = 872

Y S ettt 9.....
N O e 61.....
M MOt SUIE it 29.....
REF et ——————— T

192011 survey did not include “I'm not sure.”
202011 survey did not include: Medicare + Other (VA/Employer, etc.) or VA benefits / Tri-Care.
212011 survey did not include “I'm not sure.”
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2019 2011

108. Was there any debt left because of the costs of your loved one’s end-of-life
care?? N = 1,276

Y S et 12, 19
N O e 47 e 74
M MOt SUIE it 39 NA
REF e 2 i 8

IF Q85 =1 & Q%90 = 1 (CAREGIVER OF LOVED ONE WHO DIED FROM A SERIOUS OR
CHRONIC HEALTH PROBLEM) SKIP TO Q110.

109. In the past two years, have you helped care for a family member or friend who
had a serious or chronic health problem like cancer, heart disease, organ failure,
or dementia? Help could mean with personal needs, chores around the house, or
taking the person to the doctor. N = 2,202

Y O e 16
N O e e e 82
DK REF e e e 2

IF NO/DK/REF: SKIP TO Q126

110. Have you helped more than one person in the past two years who had a serious
illness? N = 814

Y O e 26
N O e e 74
DK REF e 0

222011 survey did not include “I'm not sure.”
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IF YES TO Q110: For the next questions, think about the person you helped most often.

111.

112.

Is this person still alive? N = 814

Y S e 52
No, he/she passed away..........ccccooiiiiiiiiiiiiiiiiiii 46
DK/REF <. 2

[IF Q111=NO Did / IF Q111=YES Do] you ever help make decisions about your
loved one’s health care? N = 804

Yes, [I[F Q111 = NO was /IF Q111 = YES am] involved.................. 49
No, [IF Q111 = NO was / IF Q111 = YES am] not involved ............ 50
DK REF e e e e 0
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How helpful would this [IF Q111 = NO have been / IF Q111 = YES be] for you
personally as you [IF Q111 = NO helped / IF Q111 = YES help] care for your loved one:
RANDOMIZE N = 804

Not Not at Didn'y
Very  Smwt. to0 All Don't DK/
helpful  Helpful helpful helpful ne«?d REF
this
113. Getting medical care 48 24 5 2 18 4
114. Getting mentél health care 30 2% 10 6 23 4
from a therapist or doctor
115. Gettlng.splrltual support or 33 24 13 4 29 4
counseling
116. Getting help with sadness,
stress, or other hard 38 31 8 3 16 4
feelings
117. Getting pills or medication 16 23 9 2 18 3
sent to the home
118. Getting help with 38 28 6 5 22 3

transportation

119. Getting help around the
house with chores, like 43 27 8 3 16 3
cleaning and making meals

120. Getting financial help to
pay bills and make ends 41 20 8 3 26 2
meet

121. Having better or more

affordable housing 32 17 10 3 35 3

122. Getting help with pain or
other side effects from 47 21 9 2 18 3
their illness or treatment

123. Getting help paying for
healthy food

124. Getting time for myself 43 26 7 3 17 4

125. Having help to care for my
loved one from someone
who is not a family
member

35 20 11 4 26 3

37 33 9 2 16 3

RESUME ALL
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2019 2011

126. If you wanted to learn more about end-of-life care, where would you turn? ALLOW

127.

MULTIPLE RESPONSES?#

Friend or family member .........c.ccooiiiiiiiiii 33 37
DOCTON i 70 60
HOSPICE ... e 20 20
Internet (SPECIFY: Where would you go? ) e 20 20
Place of WOrship........cciiiiiiiiiiiiicce e 7 e NA
NEIGNDOT .o T NA
COWOIKET .t 2 i, NA
Employer / Employee Assistance Program...........ccccceeviiiiiiiinne. 4. NA
INSUraNCe COMPANY .....ccuviiiiiiiiiiiiic e 10 NA
Organization (SPECIFY: What organization? ) 2 i 4
Other (SPECIFY: Please specify: e 3, 4
DK/REF e 3 3

In June 2016, the End of Life Option Act became law in California. This state law
gives some terminally ill adults the option to take life-ending medication
prescribed by a doctor. Do you support or oppose people having this option?

SUPPOM .o 75
OPPOSE .. 22
DK REF e e 3

232011 survey did not include: Place of worship, Neighbor, Co-worker, EAP, or Insurance Company.
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128.

129.

130.

2019 2011
Do you have health insurance right now?

Y O e 89 e, 73
N O et e 10 e, 25
DK REF e e, T oo, 2

IF YES TO Q128: What type of health insurance do you have?* N = 2,311

Insurance through your employer or your spouse’s employer ....... 56 .. 58
A private plan you purchased on your own............cccccooeviiiiiiinnnnn 6 i 9
Medicare ONIY .......cooiiiiiiiiiii e 5 4
Medicare and Medigap plan ........c.cccccoiiiiiiiiiiiiiii 6 e 7
Medicare and Medi-Cal........c.cceoviiiiiiiiiicc 6 e 4
Medi-Cal ONlY ..cooiiiiii D e 7
Medicare + Other (VA/Employer, etc).........ccccoviiiiiiiiiiii 5, 8
VA benefits/Tri-Care ........couoieriiiieiiiiierecce e 2 e NA
ORI e 2 e 8
M NOT SUIE i 3 e 2
REF e (O IR 1

How important is religion or spirituality in your life?

Very Important ... 37
Somewhat imPortant ..........ccccieiiiiiiiiii i 29
NOt t00 IMPOrtant ........c.ccoooviiiiiiiiii 15
Not at all important ..........cccccoiiiiiiii 18
DK/REF e 1

24 2011 survey did not include: Medicare + Other (VA/Employer, etc.) or VA benefits / Tri-Care.
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131. How often do you attend religious services?

More than oNce a WeekK ... 7
ABOUL ONCE @ WEEK.....uviiiiiieiiieic e 14
ATew times @ MONTN.....vviie e, 8
About ONCE @ MONTN....uuiiiiiiie i 3
A fEW tIMES @ YEAI .ttt 15
=Yooy 1 0= o TP 20
N VT .ttt e 31
DK/REF et 1

Do you agree or disagree:

Strongly Smwt.  Smwt.  Strongly Not DK/

agree  agree disagree disagree sure REF

132. When | feel lonely there are

38 39 10 8 4 1
several people | can talk to.
133. If | were sick and needed
someone to take me to the 59 30 3 4 3 5

doctor | could easily find
someone.

134. How easy or hard is it for you to pay your rent or mortgage every month?

VEIY @ASY oot 40
SOMEWNAT ASY ..ttt 35
Somewhat hard........cociiiiiiiii 20
Very hard ... 4
DK/REF e e 2

135. Which best describes the food you eat in your house:

We always have enough to eat and the kinds of food we want.............. 67
We have enough to eat but not always the kinds of food we want ........ 25
Sometimes we don't have enough to eat........ccoceeeviiiiiiiiiiiiiiiie 5
Often we don’t have enough to €at......c.cevviiiiiiiiiiiiiiiccec 2
DK/REF ettt e e e e e 1
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2019 2011

Gender

Y=Y DO RO OR PR OTTRPPN 48 ............ 49
N O NI N e e 52 .. 51
Age

T2 e 8, 11
23 20, 21
BEeAA 2T o, 19
DB 16, 18
DB 18 e, 16
O =T 12, 11
T S e D 2

WHITE e 42 ... 47
BIACK e S 6
LatinX coeee e 35 33
Ot e 16 13
2+ Races, Non-Hispanic .........ccccoiiiiiiiiiiiiiiii 2, 1
Education

Less than high school ..o, 15 17
High SChoOol ... .o 27 i, 24
SOME COIlEGE ..t 27 i 22
ASSOCIAtE'S AEGIEE ...oiiiiiiiiiiiiiiie e 10 . 8
College graduate..........cooiiiiiiiiiiie e 20, 17
Post-graduate SChool........ccoiiiiiiiiii 13 12
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Income 2019 2011

85,000 - $19,999 e v 21
820,000 - 539,999 e 4. 22
B40,000 - 559,999 e 13, 15
$60,000 - $74,999 e D 8
B75,000 OF MOTE e e, 54 ... 34
85,000 - $49,999 e 25 . 50
$50,000 OF MO .o, VA ST 50

Marital Status

1 T 2= IR 55, 50
WIOWEA ..o IR 3
DIVOICEA et 8, 9
SEPArated ..ot 3 3
NNV 0 PV 4= [T 23 i 24
Living with partner ... /AR 12
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