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Methodological Overview

Who? Individuals with telephone numbers randomly generated for the State of Massachusetts.
Individuals 18 years of age or older were randomly selected within households.

When? March 8 — March 25, 2018

How? Telephone interviews were conducted by SSRS, Inc. using Computer Assisted Telephone Interviewing
(CATTI). At least 6 call attempts were made to contact non-responsive numbers. Each non-responsive
number was contacted multiple times, varying the times of day, and the days of the week using a
programmed differential call rule. Interviews were conducted in English or Spanish.

Data were subsequently weighted to produce representative estimates of population parameters.
Details on weighting are included in the technical appendix.

Results? Sample Sample Size Response Rate AAPOR RR3
Total 1,500 15.2%
Landline 600 18.0%
Cell 900 14.0%

Design effect = 1.27; Margin of sampling error = +/- 2.9%

Data Source: SSRS Methodology Report
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Analytic Overview and Definitions

Comparisons over time

Comparisons to national
data

Comparisons by
participant demographics,
health status, and region

Serious health condition

No serious health
condition

Whenever possible, findings were compared between 2016 and 2018.

When questions were similar, comparisons were made to findings from a national study conducted
by the Kaiser Family Foundation from May-July 2017. Results from that national study are available
at:

http://files.kff.org/attachment/Report-Serious-Illness-in-Late-Life-The-Publics-Views-and-
Experiences

Comparisons were made by demographic and health status characteristics of participants as well as
region when the minimum sample size for a subgroup of interest was at least 10 individuals.

At least one hospital stay OR serious illness, medical condition, injury, or disability requiring a lot of
medical care in past 12 months

No hospitalizations AND no serious illness, medical condition, injury or disability requiring a lot of
medical care in past 12 months
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There was no change in the percentage of participants who had a conversation
with a health care provider about their end-of-life care wishes.

25% 21%

15% 13%

Total: Had conversation with a
health care provider about end-
of-life care wishes

Among participants with a serions health

condition: Had conversation with a

health care provider about end-
of-life care wishes

Q: Have you ever had a conversation with a doctor or other health care provider about your wishes for care near the end of your life, or not?

\/
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1% 9%
Among participants with no serious health
condition: Had conversation with a
health care provider about end-
of-life care wishes



Older participants were significantly more likely to have had a conversation
with a health care provider about their end-of-life care wishes.

18 to 49 years old | NEG_— 8%
Age 50 to 64 years old I 15% 1T
65 years old or older [ NG 27% )

Female NG 16%

SERAEE Male [ 11%

L White NG 13%
Non-white [ INGEG— 14%

- Hispanic I 170/0
Ethnicity Non-Hispanic [N 13%

Married/Coupled I 11%
Not married R 16%

Marital Status

High school graduate or less I 14%
More than high school I 13%

Education

T Significantly higher than comparison group at 95% confidence level.
Q: Have you ever had a conversation with a doctor or other health care provider about your wishes for care near the end of your life, or not?

\/
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Compared to national rates, Massachusetts residents were more likely to have
talked to a health care provider about who would make medical decisions for
them, but less likely to have talked about wishes for care or where to receive care.

National m Massachusetts

0 14% 0
I — LA
]
Serious conversation with a Serious conversation with a Serious conversation with a
health care provider about health care provider about health care provider about where
who will make decisions wishes for medical care would like to receive care

Q: Have you ever had a serious conversation with a doctor or other health care provider about who will make decisions about your medical care if you can no longer make them on your own, or not?
Q: Have you ever had a serious conversation with a doctor or other health care provider about your wishes for your medical care if you become seriously ill, such as the types of treatments you do or don’t want to receive, or not?
Q: Have you ever had a serious conversation with a doctor or other health care provider about where you would like to receive care if you become seriously ill, such as at home or in an assisted living facility, or not?
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Older, female, and non-Hispanic participants were significantly more likely to
have had a conversation with a health care provider about who would make
medical decisions for them.

18 t0 49 years old [ NN 16%
Age 50 to 64 years old [ NERE— 31% 1
65 years old or older NG 49% T

Female [N 32, T

Sendes Male I 1%

- white NG 238 %
Non-white NG 22%

- Hispanic | 18%
Eth
nicity Non-Hispanic NG 27, 1

Married/Coupled [ ENGEGEGEGG 27%
Not married NG 26%

Marital Status

High school graduate or less I 27 %
More than high school I 27 %

Education

T Significantly higher than comparison group at 95% confidence level.
Q: Have you ever had a serious conversation with a doctor or other health care provider about who will make decisions about your medical care if you can no longer make them on your own, or not?

\/
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Older and unmarried participants were significantly more likely to have had a
conversation with a health care provider about wishes for medical care if they
became seriously ill.

18 to 49 years old | NEG_— 8%
Age 50 to 64 years old I 16% 1
65 years old or older [ NG 28% T

Female NG 15%

SERAEE Male N 14%

L White NG 15%
Non-white [ INGEG— 14%

- Hispanic I 13%
Eth
nicity Non-Hispanic _ 15%

Married/Coupled I 11%
Not married N 18% T

High school graduate or less I 15%
More than high school I 14%

Marital Status

Education

T Significantly higher than comparison group at 95% confidence level.
Q: Have you ever had a serious conversation with a doctor or other health care provider about your wishes for your medical care if you become seriously ill, such as the types of treatments you do or don't want to receive, or not?

\/
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Older participants were significantly more likely to have had a conversation
with a health care provider about where they would like to receive care if they
became seriously ill.

18 to 49 years old 4%
Age 50 to 64 years old | NN 8%
65 years old or older | IS 19% 1

Female _ 9%

SEREEE Male I 7%
o White [ NN 8%
Non-white _ 10%

Ethnici Hispanic [ 11%
ty Non-Hispanic I 8%

Married/Coupled [ 7%
Not married NG 11%

Marital Status

High school graduate or less I 11%
More than high school . 7%

Education

T Significantly higher than comparison group at 95% confidence level.
Q: Have you ever had a serious conversation with a doctor or other health care provider about where you would like to receive care if you become seriously ill, such as at home or in an assisted living facility, or not?

\/
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Among participants who had a conversation with a health care provider about
their wishes for medical care if they became seriously ill, the majority had
initiated the conversation themselves.

Who initiated conversation?

Participant Provider

Q: Who initiated this conversation about this?
Base: Serious conversation with healthcare provider about wishes for medical care if become seriously ill.

\/
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Only 35% of participants with poorer health had ever had a conversation with a
health care provider about their goals for care if their health were to get wotse.

Among participants with a serious health
condition or self-rated fair or poor health

Has not had goals
of care conversation

Has had goals of
care conversation

Q: Have you and your doctor or another health care provider had any conversations about your goals for your care, including what is most important to your quality of life if your health gets worse?
Base: Had serious health condition in past 12 months or rated health as fair or poor

\/
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More than a third of participants did not want to have a conversation with a
health care provider about their wishes for medical care if they were to become
seriously 1ill.

Has had
conversation Reasons did not want to talk with health care provider

about wishes
if seriously ill

about wishes first 82 A)
Will trust health care team to 0
make decisions NN 51%

Has not had
conversation Does not .
but Woulci want to have Waiting for doctor to start _ 2 1 0/
conversation conversation 0
want to

Topic makes m
Egccomzfl‘oitsablz _ 20%
Some other reason - 170/0

Q: Have you ever had a serious conversation with a doctor or other health care provider about who will make decisions about your medical care if you can no longer make them on your own, or not?

Q: Would you want to talk with doctor or other health care provider about your wishes for your medical care if you become seriously ill, or would you not want to talk to them about this?
Base: Has not had conversation with health care provider about wishes

Q: For each of the following statements, please tell me whether or not it is a reason you do not want to talk with a doctor or health care provider about your wishes for medical care if you become seriously ill.
Base: Does not want to talk to health care provider about wishes

\/
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Massachusetts was consistent with national rates for talking with loved ones
about who would make medical decisions, and what they would need for a good
quality of life in the face of serious illness. Participants were less likely to have
talked to loved ones about their wishes for medical care.

= National m Massachusetts

62% 0
K 60% 549 1

38% 41%

Serious conversation with loved ones Serious conversation with loves ones Serious conversation with loved ones
about who will make decisions about wishes for medical care about what would need for good
quality of life

T Significantly higher than comparison group at 95% confidence level.

Q: Have you ever had a serious conversation with a spouse, parent, child, or any other loved one about who will make decisions about your medical care if you can no longer make them on your own, or have you not had such a conversation?

Q: Have you ever had a serious conversation with a spouse, parent, child, or any other loved one about your wishes for your medical care if you become seriously ill such as the types of treatments you do or don’t want to receive, or have you not had
such a conversation? National

Q: Have you ever had a serious conversation with a spouse, parent, child, or any other loved one about what you would need to have a good quality of life if you become seriously ill, or have you not had such a conversation? National

\/
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Older, female, White, non-Hispanic, and married participants were significantly
more likely to have had a conversation with loved ones about who would make
decisions if they were no longer able to make them on their own.

18 to 49 years old [ NEEEEE— 47 %
Age 50 to 64 years old 1% 1
65 years old or older 79% 1
Gender Female 66% 1
Male [N 53 %
White 64% 1
Race ) 0
Non-whitc [INGEGEG 47 %
N Hispanic [ INEG—— 45%
Ethn
Non-Hisparic NN 627/, 1
Marti 1 0
Marital Status arried/ Coup’ed . 69 A) T
Not married [ IENEGEG— 50%
. 0,
1
Education High school gradu.ate or less . 63%
More than high school - [ IENEGEG—— 557

T Significantly higher than comparison group at 95% confidence level.
Q: Have you ever had a serious conversation with a spouse, parent, child, or any other loved one about who will make decisions about your medical care if you can no longer make them on your own, or have you not had such a conversation?

\/
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Older, female, white, non-Hispanic, and married participants as well as those
with more education were significantly more likely to have had a conversation
with loved ones about wishes for medical care if they became seriously ill.

18 to 49 years old I 35%

50 to 64 years old [ NN 55% T
65 years old or older

63% 1

Female [N 52% 1

SEREEE Male I 397,

Race whitc I 50% 1T
Non-white [NERGE— 30%

- Hispanic I 2?2 %,
Ethnicity Non-Hispanic NG 49 1

Married/Coupled [ INNRNEEEE— 52% T
Not married [ INEG  39%

Marital Status

High school graduate or less I 39%
More than high school [ INEGEGE—— 49% T

T Significantly higher than comparison group at 95% confidence level.
Q: Have you ever had a serious conversation with a spouse, parent, child, or any other loved one about your wishes for your medical care
if you become seriously ill such as the types of treatments you do or don’t want to receive, or have you not had such a conversation?

\/

Education
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Older, female, white, non-Hispanic, and married participants as well as those
with more education were significantly more likely to have had a conversation
with loved ones about what they would need for a good quality of life.

18 to 49 years old I 31 %
50 to 64 years old [ NEGEGIGGEEEE 50% 1
65 years old or older [ NG 54% 1

Female [N 46% 1T

SEREEE Male I 367

= whitc [ NG 45% 1T
= Non-white NG 27%

- Hispanic | 29%
Ethnicity Non-Hispanic NG 42 1

Married/Coupled NN 48% T
Not married [ INEE 33 %

Marital Status

High school graduate or less I 36%
More than high school I 44% 1

Education

T Significantly higher than comparison group at 95% confidence level.
Q: Have you ever had a serious conversation with a spouse, parent, child, or any other loved one about what you would need to have a good quality of life if you become seriously ill, or have you not had such a conversation?

\/
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Consistent with national rates, less than 20% of participants talked about their
wishes for care with a lawyer or financial planner. Less than 10% talked with
religious or spiritual leaders, which was significantly lower than national rates.

National m Massachusetts

19% 17% 12% 1T
0
I
Serious conversation about wishes for medical care Serious conversation about wishes for medical care
with lawyer or financial planner with religious or spiritual leader

T Significantly higher than comparison group at 95% confidence level.
Q: Have you ever had a serious conversation with a lawyer or financial planner about your wishes for your medical care if you become seriously ill, or have you not had such a conversation?
Q: Have you ever had a serious conversation with a religious or spiritual leader about your wishes for your medical care if you become seriously ill, or have you not had such a conversation?
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Older, white, non-Hispanic, and married participants as well as those with more
education were significantly more likely to have had a conversation with a
lawyer or financial planner about wishes for medical care if they became
seriously 1ill.

18 to 49 years old I 11%
Age 50 to 64 years old I 20% 1T
65 years old or older [ NG 28% T

Female NG 17%
Male [INNEGEE 17%

L whitc NG 20% T
Non-white [ EG_ 7%

Gender

- Hispanic ] 8%
Eth
nicity Non-Hispanic [ INGEGEGG______ 18% 1

Married/Coupled ] 21% T
Not married NG 12%

Marital Status

High school graduate or less I 97,
More than high school I 21% 1T

Education

T Significantly higher than comparison group at 95% confidence level.
Q: Have you ever had a serious conversation with a lawyer or financial planner about your wishes for your medical care if you become seriously ill, or have you not had such a conversation?

\/
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No participant characteristics were significantly associated with having had a
conversation with a religious or spiritual leader about wishes for medical care if
they became seriously ill.

18 to 49 years old [N 6%
Age 50 to 64 years old [ | 4%
65 years old or older _ 8%

Female [N 6%

Gend
fe Male I 6%
o White I 5%
Non-whitc [ NN 8%
. . 0
Ethnicity H?spam'c _o 8%
Non-Hispanic I 5%

Married/Coupled [ ] 5%
Not married NG 6%

Marital Status

High school graduate or less I 6%

Education
More than high school I 5%

Q: Have you ever had a serious conversation with a religious or spiritual leader about your wishes for your medical care if you become seriously ill, or have you not had such a conversation?

\/
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Consistent with national rates, about 4 in 10 participants had completed a health
care proxy form.

= National m Massachusetts

41% 41%

Completed a heath care proxy form or a written document that names a medical decision-maker

Q: Massachusetts: A health care proxy is a legal form where you choose a person, called a health care agent, to make medical decisions for you if you are unable to make them for yourself.
This form is completed and signed by you and witnessed by two people. Have you ever completed a form that names someone as our health care agent, or not?
National: Do you have a written document that names who you want to make decisions about your medical care if you can no longer make them on your own?

\/
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There was no change in the percentage of participants completing a proxy
form. Among those who had, there was no change in the number who talked to
their agent or who shared their form with their doctor.

86% 87% w2016 m 2018

54% 56%
s 41%

Total: Completed a proxy form Among those who named an agent: Among those who named an agent:
Talked to agent about wishes Shared copy of health care
proxy form with doctor

Q: A health care proxy is a legal form where you choose a person, called a health care agent, to make medical decisions for you if you are unable to make them for yourself.
This form is completed and signed by you and witnessed by two people. Have you ever completed a form that names someone as our health care agent, or not?

Q: Have you talked to the person that you named as your health care agent about your wishes, or not? Base: Named health care agent

Q: Have you shared a copy of your health care proxy form with your doctor, or not? Base: Named health care agent

\/
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Older, female, white, non-Hispanic, and married participants as well as those
with more education were significantly more likely to have completed a health
care proxy form.

18 to 49 years old I 25%
50 to 64 years old [ ENEGEGEGIGEGEGEEE 55% 1
65 years old or older [ ENEGEGEGEGEGEGEEEEE 69% 1

Female [N 47% T

SERdEs Mae I 36
. White I 47, 1
= Non-white NG 21%

Hispanic I 15%

Ethnici
i Non-Hispanic [INEEEIEI— 45% 1

Married/Coupled [ INEREREGIGG  46% T
Not married [ ENEEEEGG 36%

Marital Status

High school graduate or less I 36%
More than high school I 44% 1

T Significantly higher than comparison group at 95% confidence level.
Q: A health care proxy is a legal form where you choose a person, called a health care agent, to make medical decisions for you if you are unable to make them for yourself.
This form is completed and signed by you and witnessed by two people. Have you ever completed a form that names someone as our health care agent, or not?

\/

Education
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Of the participants who had not completed a proxy form, most felt it was not
needed because they were healthy or their loved one would know what they
wanted.

Reason has not completed a proxy

Am healthy and do not need one yet [ 74%
Spouse or family member will know what I want I 66%
Know I need to, but haven’t gotten around to it [ 55%)

Has Has not Will trust healthcare team to make decision | 54%
completed completed 0
proxy proxy Do not have person to choose as agent ] 40 /0

Did not know I needed anagent | 350/0

Don't know how to complete proxy form [0 349,
If choose one person, will upset others [ 8%

Some other reason [ 20%

Q: A health care proxy is a legal form where you choose a person, called a health care agent, to make medical decisions for you if you are unable to make them for yourself.
This form is completed and signed by you and witnessed by two people. Have you ever completed a form that names someone as our health care agent, or not?
Q: For each of the following statements, please tell me whether or not it is a reason why you have never completed a form that names someone as your health care agent. Base: Has not named health care agent

\/
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Just over half of participants had given at least some thought to their wishes for
medical treatment if they were facing an illness or condition that made it hard
to function in day-to-day activities.

Great deal of thought

Some thought
Not very much thought
No thought at all
Total Serious No serious
health condition health condition

Q: Before today, how much had you thought about your own wishes for medical treatment if you were facing an iliness or condition that made it hard for you to function in your day-to-day activities?

\/
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There was no change in the percentage of participants who had given at least
some thought to their wishes for medical care in the face of serious illness.

w2016 m 2018

69% 67%

0
S7% 53% 52% 15

Total Given at least ‘some Among participants with a serious health Among participants with no serious health
thought’ to wishes for medical condition: Given at least ‘some condition: Given at least ‘some
care thought’ to wishes for care thought’ about wishes for care

Q: Before today, how much had you thought about your own wishes for medical treatment if you were facing an illness or condition that made it hard for you to function in your day-to-day activities?

\/

© 2018 Massachusetts Coalition for Serious Illness Care. All Rights Reserved.

27



Overall, 19% of participants reported the death of a loved one in Massachusetts
in the past 12 months. Among participants who had a loved one die in the past
12 months, 60% rated the care that their loved one received at the end of life as
excellent or very good.

8%

Excellent Very good Good Fair Poor

Q: Overall, how would you rate the care your loved one received at the end of their life? Base: Death of a loved one and death not sudden

\/
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Among all participants who had a loved one die in the past 12 months,
70% reported that their loved one’s wishes were very much followed and
honored by health care providers at the end of life.

1% 7%

Very much Some A Not
little bit  at all

Q: To what extent would you say that your loved one’s wishes were followed and honored by health care providers at the end of their life? Base: Death of a loved one and death not sudden

\/
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There was a significant increase in the percentage of participants who said

their loved one’s wishes were honored at the end of life. Participants’
assessment of care quality also improved, but not significantly.

w2016 m 2018

1% 1

60%

Rated care that loved one received at the

Loved one’s wishes were very
much followed and honored end of life as excellent or very good

by health care providers

T Significantly higher than comparison group at 95% confidence level.
Q: To what extent would you say that your loved one’s wishes were followed and honored by health care providers at the end of their life? Base: Death of a loved one

Q: Overall, how would you rate the care your loved one received at the end of their life? Base: Death of a loved one

\/
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Reports that a loved one’s wishes were very much honored by health care
providers at the end of life did not differ significantly by any participant
characteristics.

18 to 49 years old 70%
Age 50 to 64 years old 70%
65 years old or older 74%
Female 73%
6o
Race White 73%
Non-white [ INEGEE—— 59%
- Hispanic . - -
Non Hispanic O0Me cell sizes too small for reliable estimates.
. 0
Marital Status Matrried/ Coup%ed 7 OA
Not married 1%
. 0
Education High school gradu‘ate or less 70 /(())
More than high school 1%

Q: To what extent would you say that your loved one’s wishes were followed and honored by health care providers at the end of their life? Base: Death of a loved one in past year and involved in loved one’s care

\/
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Ratings of excellent or very good care received by a loved one at the end of life
did not differ significantly by any participant characteristics.

18 to 49 years old [ NG 55%
Age 50 to 64 years old [ NG 61%
65 years old or older 68%
Female [N 62%
Male I 57 %
L white [ NG 59%
Non-whitc [ NG 62%
- Hispanic . - -
Non Hispanic O0Me cell sizes too small for reliable estimates.
, Married/Coupled 66%
Not married [ ENEGEE—— 55%
i I 55
Education High school gradu‘ate or less 55% .
More than high school 63 /0

Q: Overall, how would you rate the care your loved one received at the end of their life? Base: Death of a loved one in past year and involved in loved one’s care

\/
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About half of participants said that their loved ones had talked very much
about their wishes for care with both providers and family .

Healthcare
team

47% 19%

Very much Somewhat A little bit

Respondent, 3
or friend

Q:To what extent did a healthcare team talk to your loved one about his or her wishes for care near the end of life? Base: Death of a loved one in past year and involved in loved one’s care
Q: To what extent did you or family members or friends talk to your loved one about his or her wishes for care near the end of life? Base: Death of a loved one in past year and involved in loved one’s care

\/
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14%

Not
at all

13%
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Those who reported more conversations about their loved one’s wishes were
more likely to say that their loved one’s care was very good or excellent.

Extent to which healthcare team
talked to loved one about wishes

Not at all,
Very much a little, somewhat
Care rating:
Excellent/
Very Good
Good/
Fair/Poor

T Significantly higher than comparison group at 95% confidence level.

Q:Overall, how would you rate the care your loved one received at the end of their life? Base: Death of a loved one in past years (n=283)

Extent to which respondent, family member,
or friend talked to loved one about wishes

Not at all,

Very much a little, somewhat

Q:To what extent did a healthcare team talk to your loved one about his or her wishes for care near the end of life? Base: Death of a loved one in year and involved in loved one’s care
Q: To what extent did you or family members or friends talk to your loved one about his or her wishes for care near the end of life? Base: Death of a loved one in past year and involved in loved one’s care

\/
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Those who reported more conversations about their loved one’s wishes were
more likely to report that their loved one’s wishes were very much honored.

Extent to which healthcare team
talked to loved one about wishes

Not at all,

Very much a little, somewhat

Care rating:

Wishes
very much
honored

. Wishes
not at all,
a little bit,

somewhat
honored

)

T Significantly higher than comparison group at 95% confidence level.

Extent to which respondent, family member,
or friend talked to loved one about wishes

Not at all,

Very much a little, somewhat

78% 68%

Q: To what extent would you say that your loved one’s wishes were followed and honored by health care providers at the end of their life? Base: Death of a loved one in past year
Q:To what extent did a healthcare team talk to your loved one about his or her wishes for care near the end of life? Base: Death of a loved one in past year and involved in loved one's care
Q:To what extent did you or family members or friends talk to your loved one about his or her wishes for care near the end of life? Base: Death of a loved one in past year and involved in loved one's care

\/
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