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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 — April 3, 2016

How?  Telephone interviews were conducted by SSRS, Inc. using Computer Assisted Telephone
Interviewing (CATI). Atleast 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.

e _ - -

Total 1,851 25%
Landline 556 20%
Cell 1,295 25%

Design effect = 1.56; Margin of sampling error = +/- 2.28%

\'/ # M C s I C S U M M I T Data Source: SSRS Methodology Report
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More than 80% of participants believed doctors should discuss end-of-life care issues
with patients, but few participated in a discussion - even among those with a serious
health condition.

Ever had conversation with health care
provider about own end-of-life care
wishes

Think doctors should discuss
end-of-life care issues with patients

85%

B Total
B Serious health condition

+ 259,

15%

T Significantly higher than comparison gronp at 95% confidence level

Do you think doctors should discuss end-of-life care issues with their patients, or not?

Have you ever had a conversation with a doctor or other health care provider about your wishes for cate near the end of your life, or not?
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Older participants and those with lower household incomes were significantly more
likely to have had a conversation with a health care provider about their end-of-life care
wishes.

< 50 years 8%

Hispanic
Ethnicity

Non-Hispanic
Marital Married/Coupled
status Not martried

< High school
Education

> High school
Household < $50,000

income > $50’000 11%

T Significantly higher than comparison gronp at 95% confidence level
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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More than a third of participants did not want to have a conversation about end-of-life
care wishes with a doctor or other health care provider.

15% Reasons did not want to talk with health care provider:
0

Had a Prefer to speak to family about wishes first

e

50% Not sick yet, so not necessary

Did not talk I, 0

Will trust health care team to make decision

I

35% Topic makes me uncomfortable

to a doctor

or provider
but would

want t Did not I

want to Waiting for doctor to start conversation

a By

Some other reason

B 10 | | |

Would you want to talk with a doctor or other health care provider about your wishes for care near the end of your life, or not? Base: Has never had conversation with health care provider.

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 care at the end of your

' life. Base: Does not want to have a conversation with health care provider.
\/ #MCSICSUMMIT
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Less than half of participants had completed a health care proxy and named an agent;
of those that didn’t, most felt it was not needed because they were healthy or their
loved one would know what they wanted.

Reasons did not name agent:

Am healthy and do not need one yet

I 7"

Spouse or family member will know what I want

45% 55% I G5

: Will trust health care team to make decision
Named Did not
0
2 azent name I, 41
Do not have a person to choose as an agent

I 19

If I choose one person, I’ll upset others

B o

Some other reason

- 7% | | | |

an agent

A health care proxy is a legal form whete 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 your health care agent, or not?
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.
#MCSICSUMMIT
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Older, female, white, non-Hispanic, and married participants as well as those with more
education and higher incomes were significantly more likely to have named a health
care agent.

< 50 years

Hispanic
Ethnicity

Non-Hispanic
Marital Matried/Coupled
status Not married

< High school
Education

> High school

Household < $50,000
income > $50,000

T Significantly higher than comparison group at 95% confidence level

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?

' 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.

#MCSICSUMMIT

°.

© 2016 Massachusetts Coalition for Setious Illness Care. All Rights Reserved.



Among those who had named an agent, just over half had shared a copy of their
health care proxy form with their doctor.

55%
Did not
- 54% of name
= participants an agent
with an agent
shared their
proxy with
thetr doctor

\'/ Have you shared a copy of your health care proxy form with your doctor, or not? Base: Named health care agent.
\,:/ #MCSICSUMMIT
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Among those who had named an agent, nearly 90% had discussed their wishes with

their agent.

W 86% of
mm participants — 1L
= with an agent N
amed
talked with E— —

_ N an agent W
ety agent
about wishes
Jor care |

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

#MCSICSUMMIT
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More than halt of participants have had a conversation with someone other than a
doctor or health care provider about their end-of-life care wishes.

Reasons have never talked to someone else about wishes
for end-of-life care:
Not sick yet, so not necessary

I, 72

Will trust health care team to make decision

54% 46% I

Topic makes me uncomfortable

0
least one with at least one I, 53

Person(s) I would like to speak with don’t want to discuss topic

I s

Don’t have anyone to talk with about topic

X

Some other reason

B 10% , |

Talked with at Didn’t talk

other person other person

Have you had a conversation with at least one person other than a doctor or other health care provider about your wishes for care near the end of your life, or not?

\' For each of the following statements, please tell me whether or not it is a reason why you have never talked to someone about your wishes for care near the end of you life. Base: Has never had conversation with someone other than health care provider.
#MCSICSUMMIT 1
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Older, female, white, non-Hispanic, and married participants as well as those with more
education and higher incomes were significantly more likely to have had a conversation
with someone other than a health care provider about their end-of-life care wishes.

< 50 years

Hispanic
Ethnicity

Non-Hispanic
Marital Matried/Coupled
status Not married

< High school
Education

> High school

Household < $50,000
income > $50,000

T Significantly higher than comparison group at 95% confidence level
\' Have you had a conversation with at least one person other than a doctor or other health care provider about your wishes for catre near the end of your life, or not?

°.
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Among those who had talked to anyone about their end-of-life-care wishes, the
majority had discussed what was important to them if they were facing an illness or
condition that made it hard to function in day-to-day activities.

31%

Did not talk
about
what’s
important

Talked about
what’s important

69%

People have many different types of conversations about what is important if they were facing an illness or condition that made it hard for them to function in their day-to-day activities.
These conversations can include such topics as their goals for care, which abilities are so critical to their life that they can’t imagine living without them, or whether or not they want certain types of life-prolonging care.

\'/ Have you had a conversation with anyone about what is important to you if you were facing an illness or condition that made it hard for you to function in your day-to-day activities? Base: Had end-of-life conversation with doctor, health care agent or someone else.
\‘:./
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Participants who were older and female were significantly more likely to have had a
conversation with at least one person about what is important to them if they were
facing an illness or condition making it hard to function in day-to-day activities.

< 50 years 64%

Hispanic

Non-Hispanic

Martied/Coupled

Not married

< High school
> High school

Household < $50,000
income > $50,000

T Significantly higher than comparison group at 95% confidence level

\' Have you had a conversation with anyone about what is important to you if you were facing an illness or condition that made it hard for you to function in your day-to-day activities?

#MCSICSUMMIT

°.

© 2016 Massachusetts Coalition for Setious Illness Care. All Rights Reserved.

14



More than 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 1t hard to
function in day-to-day activities.

Great deal of thought Some thought Not very much thought No thought at all
36% 36%
33%
24%
21%
19% 19%
I :
Total Serious health Total Serious health Total Serious health Total Serious health
condition condition condition condition

\' 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?

#MCSICSUMMIT
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Among participants who had a loved one die in the last 12 months in Massachusetts,
half rated the care that their loved one received at the end of life as excellent or very
good, but 1 in 5 rated the care as only fair or poor.

27%
25%
21%
13%
7% 7%
Excellent Very good Good Fair Poor Don't know

In the last 12 months, did you have a loved one die? Did this person die in Massachusetts?
Overall, how would you rate the care your loved one received at the end of their life? Base: Death of a loved one in Massachusetts.
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Among participants who had a loved one die in the last 12 months in Massachusetts,
white participants were significantly more likely to rate the care received by their loved
one as excellent or very good.

< 50 years 49%

Hispanic
Ethnicity

Non-Hispanic
Marital Matried/Coupled
status Not married

< High school
Education

> High school

Household < $50,000
income > $50,000

T Significantly higher than comparison group at 95% confidence level

\' Overall, how would you rate the care your loved one received at the end of their life? Base: Death of a loved one in Massachusetts.

°.
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Among participants who had a loved one die in the last 12 months in Massachusetts,
about half stated that their loved one’s wishes were very much followed and honored
by health care providers.

52%

13%

Very much Some A little bit Not at all Don’t know

In the last 12 months, did you have a loved one die? Did this person die in Massachusetts?
To what extent would you say that your loved one’s wishes wete followed and honored by health care providers at the end of their life? Base: Death of a loved one in Massachusetts.

\'/ #MCSICSUMMIT
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Among participants who had a loved one die in the last 12 months in Massachusetts,
white participants and those with more education were significantly more likely to state
that their loved one’s wishes were very much followed and honored by health care
providers.

< 50 years

Hispanic
Ethnicity

Non-Hispanic
Marital Matrried/Coupled
status Not married

< High school
Education

> High school

Household < $50,000
income > $50,000

T Significantly higher than comparison group at 95% confidence level
\' 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 Massachusetts.
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