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Who? Individuals 18 years of  age or older who agreed to be re-contacted after participating in the 2016 survey. 

For the 2016 survey, telephone numbers were randomly generated for the State of  Massachusetts and 
individuals were randomly selected within households. 

When? February 22 – March 19, 2017 

How? Telephone interviews were conducted by SSRS, Inc. using Computer Assisted Telephone Interviewing 

(CATI). 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.

Results? During the 2016 survey, 860 respondents agreed to be re-contacted (46% of  the sample). A total of  346 
respondents completed the 2017 re-contact survey. Using AAPOR RR3, the overall response rate for the 
2017 survey is 51%. When combined with the response rate from the 2016 survey (25%), the overall 
combined response rate is 13%. The design effect is 2.44 with a margin of  sampling error of  +/-8.23%. 

Participants? Participants in the 2017 survey differed from the 2016 sample in meaningful ways. The average age was 
higher, as was income and educational levels. 2017 participants were slightly more likely to be white, 
female and married. They were also more likely to have engaged in advance care planning.

Data were weighted to produce representative estimates of  population parameters based on both 
demographic factors and engagement in advance care planning. However, open ended or qualitative 
responses are ‘unweighted’. 

Methodological Overview
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Almost all participants believe it’s very important for people to have 
conversations with loved ones and health care providers about 
wishes for care.

4

4%96%

Q:How important do you believe it is for people to have conversations in advance with their loved ones and health care providers about their wishes for care if they were seriously ill or near the end of life?

Very Important Not/Somewhat Important
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The majority of  participants do not want care that reduces their 
quality of  life below what they are willing to accept just to be kept 
alive.

5

80%
14%

6%

Q:Which comes closer to describing your own views on end-of-life care? Would you say I want my caregivers to do whatever it 

takes to keep me alive or I don’t want care that reduces my quality of life below what I am willing to accept just to keep me alive. 

Don’t know

Want caregivers to do 

whatever it takes to be 

kept alive
Don’t want care that 

reduces quality of  life 

below what they are willing 

to accept to be kept alive
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The majority of  participants say it’s harder to plan for end-of-life 
care than to plan for distributing their money after death.

6

71%
23%

6%

Q:Which do you think is harder to do? Would you say plan for how you want your money to be distributed after you die or plan for the treatments you do or do not want at the end of life? 

Don’t know

Plan for how my 

money will be 

distributed after death
Plan for treatments 

that I do or do not 

want at end of  life

Which do you think is harder? 



© 2017 Massachusetts Coalition for Serious Illness Care. All Rights Reserved.

Almost 30% indicate that they have seen or heard more about end-
of-life care issues in the past 12 months.

7

28%

57%

15%

Q:In the past 12 months, would you say that you have seen or heard more about end-of-life care issues than you did previously, less about end-of-life care issues than you did previously, or about the same amount as you did previously? 

Less than previously

Same as previously

More than previously
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Of  those who completed a health care proxy, 15% named their agent 
within the past year.

8

15%

22%

33%
31%

Q:Did you complete the form that named someone as your health care agent less than a year ago, between 1 to 2 years ago, between 3 to 5 years ago, or more than 5 years ago? Base: Named a health care agent 

<1
year ago

1 to 2
years ago

3 to 5
years ago

>5
years ago
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Of  those with an agent, over half  named a spouse or partner.

9

56%

16%
12%

5% 3%
8%

2%

Q:Who is your health care agent? Base: Named a health care agent 

Spouse or
partner

Child Parent Sibling Other family
member

Friend Other
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Full circle conversations: Only a small minority had spoken to both 
their health care provider and their agent.

10

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

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

Q:With whom did you have this conversation about your wishes for care if you were seriously ill or near the end of life? Base: Had conversation with at least one person other than health care provider 

Q:Is [response] your health care agent? Base: Had conversation with at least one person other than health care provider

3%
7%

2%

8%
3%

15%

27%

35%

62%
Spoke to neither their 

provider nor their agent

28%
Spoke to either provider

or agent but not both

10%
Spoke to both their 

provider and agent 

No one At least one
person but

neither agent
nor provider

Agent and 
at least one

other person
but not provider

Provider and 
at least one

other person
but not agent

Agent only Provider only Provider, agent,
and at least

one other person

Provider
and agent
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Of  those who talked with a health care provider,
about 40% of  conversations occurred within the past year.

11

41%

17%
23%

19%

Q:Did you have this conversation with a doctor or other health care provider about your wishes less than a year ago, between 1 to 2 years ago, between 3 to 5 years ago, or more than 5 years ago? Base: Had conversation with health care provider 

<1
year ago

1 to 2
years ago

3 to 5
years ago

>5
years ago
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The most common discussion topics with providers were life-
sustaining measures and general wishes for end-of-life care.

12

25

22

11

6

4

3

# of  responses*

* Follow-up questions about conversations were asked only of participants who had conversations in the last five years to reduce the impact of recall bias.

Q: In the conversation with a doctor or other health care provider, what did you talk about? Base: Conversation with health care provider ≤ 5 years 

Type of  topics mentioned

Life-sustaining measures and options (e.g., life support, resuscitation)

General end-of-life care wishes (non-specific statements about end-of-life care,
e.g., care wanted, end-of-life care, what my wishes were, end-of-days conversation)

Health care proxy and other forms

Health and health status

Organ donation

Encouraged to initiate conversation with family/importance of  having  conversations
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24%

76%
not at all 
difficult

at least 
somewhat 

difficult

More than three-quarters say that conversations with providers were 
not at all difficult. They cite their good relationships as the most 
common reason for ease.

13

* Follow-up questions about conversations were asked only of participants who had conversations in the last five years to reduce the impact of recall bias.

Q: On a scale of 1 to 5 with 1 being not at all difficult and 5 being very difficult, how difficult was it for you to have a conversation with a doctor or other health care provider about your wishes for care? Base: Conversation with healthcare provider ≤ 5 years

Q: Why did you give a rating of [answer] for how difficult it was for you to have a conversation about your wishes for care? Base: Conversation with health care provider ≤ 5 years

13

11

4

4

3

2

2

2

2

Type of  mentioned reasons for why not at all difficult # of  responses*

7

2

1

1

Type of  mentioned reasons for 
why at least somewhat difficult # of  responses*

Conversation 
with healthcare 
provider was:

Good relationship with doctor/doctor concerned/
known doctor for long time

Death is a reality/need to do it/all going to die some point

Motivated to have conversation

Comfortable with decision

Prepared ahead of  time/Talked about it in the past

Nothing to hide/not afraid of  subject

Because of  profession

Been through it with family member/
prior experiences with death

Conversation was brief/not complicated

It is a difficult topic/don’t want to 
face mortality/don’t like to talk 

about topic/topic is personal

Personal experience with illness/
surgery or death in family

Want doctor to
initiate conversation

Young age
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Who initiated conversation?*

* Follow-up questions about conversations were asked only of participants who had conversations in the last five years to reduce the impact of recall bias.

Q:Who initiated the conversation about your wishes for care? Base: Conversation with health care provider ≤ 5 years 

Provider Participant65%35%

The majority of  participants had initiated the conversation with 
their provider themselves. 
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About one-third of  initiators prepared to have conversations by 
using some form of  resource to help guide them. 

15

66%34%

Among participants who initiated conversation:

Prepared to have conversation?*

* Follow-up questions about conversations were asked only of participants who had conversations in the last five years to reduce the impact of recall bias.

Q:Did you prepare to have a conversation about your wishes for care with a doctor or other health care provider by using any books, forms, tools or other resources to help guide you? Base: Initiated conversation with health care provider

Yes No
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Among those who initiated the conversation with their provider, the 
most common reason cited was to ensure their wishes were known. 

16

* Follow-up questions about conversations were asked only of participants who had conversations in the last five years to reduce the impact of recall bias.

Q:Why did you initiate a conversation about your wishes for care with a doctor or other health care provider? Base: Initiated conversation 

12

10

6

3

3

2

2

Reasons initiated conversation with health care provider # of  responses*

So wishes are known/topic is important/in case something happens

Prior experience with friends or family dying

Because of  illness/surgery

Because of  age/thought it was time

Topic came up as part of  conversation (casual)

Part of  estate planning

Was considering completing healthcare proxy and/or MOLST form



© 2017 Massachusetts Coalition for Serious Illness Care. All Rights Reserved.

When providers initiated conversations, participant reactions were 
largely neutral or positive.

17

* Follow-up questions about conversations were asked only of participants who had conversations in the last five years to reduce the impact of recall bias.

Q:What was your reaction when a doctor or other health care provider brought up the topic of your wishes for care if you were seriously ill or near the end of life? Base: Conversation with health care provider ≤ 5 years, health care provider initiated conversation

9

2

7

1

1

1

Reaction when health care provider initiated conversation: # of  responses*

Neutral reactions
It was fine, no big thing, normal question, comfortable,

regularly asked by doctor, conversation everyone should have

Something new/wanted more explanation

Positive reactions
Glad, happy, good or great idea, thought

highly of  doctor for doing it, showed concern

Negative reactions

Didn’t want to hear it

Not happy because was not usual doctor

Irritated because doctor “danced around the subject”
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Nearly half  of  those who had a conversation with someone other 
than a provider did so within the last year.

18

48%

19% 18%
15%

Q:Did you have this conversation about your wishes for care if you were seriously ill or near the end of life with [mentioned person] less than a year ago, between 1 to 2 years ago, between 3 to 5 years ago, or more than 5 years ago? Base: Had 

conversation with someone other than health care provider 

<1
year ago

1 to 2
years ago

3 to 5
years ago

>5
years ago
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Among those who had a conversation with someone other than a 
provider, almost half  talked with one person, and almost one-fifth 
talked with three or more people.

19

45%

37%

17%

1%

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

Q:With whom did you have this conversation about your wishes for care if you were seriously ill or near the end of life? Base: Had conversation with at least one person

1
person

2
people

3
people

4
people
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The most common discussion topics in conversations with someone 
other than a provider were life-sustaining measures, general wishes 
for end-of-life care, and funeral/cremation preferences. 

20

128

58

23

17

16

12

10

4

4

4

2

2

2

1

# of  responses*

* Follow-up questions about conversations were asked only of participants who had conversations in the last five years to reduce the impact of recall bias.

Q: In the conversation with [mentioned person], what did you talk about? Base: Conversation with someone other than health care provider ≤ 5 years 

Type of  topics mentioned with persons other than health care providers

Life sustaining measures and options (e.g., life support, resuscitation, situations in which treatments should be ended)

General end-of-life care wishes (non-specific statements about end-of-life care, e.g., do not extend life, what my wishes were)

Funeral/cremation preferences

Where want care/Who want involved in care/who involved in decisions

Quality of  life

Financial issues

Healthcare proxy and other forms

Health and health status

Want to live no matter what

Organ donation

Spiritual issues

How to care for family after death

Importance of  thinking about wishes

Atul Gawande book and Angelo Volandes the Conversation
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Two-thirds say that conversations with someone other than a 
provider were not at all difficult.

21

34%

66%

* Follow-up questions about conversations were asked only of participants who had conversations in the last five years to reduce the impact of recall bias.

Q:On a scale of 1 to 5 with 1 being not at all difficult and 5 being very difficult, how difficult was it for you to have a conversation with [mentioned person] about your wishes for care?  Base: Conversation with someone health care provider ≤ 5 years

Q:Why did you give a rating of [answer] for how difficult it was for you to have a conversation with [mentioned person] about your wishes for care? Base: Conversation with health care provider ≤ 5 years

54

27

19

17

14

14

12

9

6

3

Type of  mentioned reasons for 
why not at all difficult 

# of
responses*

# of  
responses*

not at all 
difficult

at least 
somewhat 

difficult

Type of  mentioned reasons for 
why at least somewhat difficult

Conversation 
with

individuals 
other than a 
healthcare 

provider was: 34

12

11

10

9

2

2

Good relationship with person/Trust of  person/Known 
person for long time/communicate well with person

Experiences with family members/prior deaths

Motivated to have conversation/everybody 
should have conversation/important to do

Comfortable with decision/Comfortable with topic

Death is a reality/just part of  life/fact of  life/inevitable

Because of  profession (e.g., nurse, doctor, social worker)

Passing, casual, simple conversation/no pressure at the time

Prepared ahead of  time/Talked about it in the past/
Talk about topic regularly

Not afraid of  subject/easy to discuss

Both have same wishes

It is a difficult topic/don’t want to face mortality/
don’t like to talk about topic/uncomfortable topic

Personal experience with illness/
surgery or death in family

Person does not agree/was difficult/not absorbing 
information/did not want to talk about it

Difficult to think hypothetically/not sure if  right 
time to have conversation/young age

Upsetting for other person

Challenging personal relationship

Discussion was practical/general
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Among those who had conversations with someone other than a 
provider, the large majority initiated the conversation.  

22

86%
8%

6%

Who initiated conversation?*

* Follow-up questions about conversations were asked only of participants who had conversations in the last five years to reduce the impact of recall bias.

Q:Who initiated the conversation about your wishes for care? Base: Conversation with  someone other than health care provider ≤ 5 years  

Someone else

Don’t know

Participant
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Only a small percentage prepared to have conversations by using 
some form of  resource to help guide them. 

23

90%10%

Among respondents who initiated conversation:

Prepared to have conversation?*

* Follow-up questions about conversations were asked only of participants who had conversations in the last five years to reduce the impact of recall bias.

Q:Did you prepare to have this conversation with [mentioned person] about your wishes for care by using any books, forms, tools or other resources to help guide you? Base: Initiated at least one conversation 

Yes No
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Those who prepared to have a conversation with someone other 
than a provider were more likely to report that the conversation was 
not at all difficult. 

24

80%20%

YES

65%35%

NO

*Follow-up questions about conversations were asked only of participants who had conversations in the last five years to reduce the impact of recall bias.

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

Q:Did you prepare to have this conversation with [mentioned person] about your wishes for care by using any books, forms, tools or other resources to help guide you? Base: Initiated at least one conversation

Q:On a scale of 1 to 5 with 1 being not at all difficult and 5 being very difficult, how difficult was it for you to have a conversation with [mentioned person] about your wishes for care?  Base: Conversation with someone health care provider ≤ 5 years  and 

prepared to have a conversation

Prepared to have conversation with at least one person other
than a health care provider using some form of  resource?*

not at all 
difficult

at least 
somewhat 
difficult

Conversation was:

**
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For those who initiated conversations, the most common reasons 
were to make their wishes known and because of  an experience with 
the illness, disability or a death of  a family member or friend.

25

58
56

18
13
13

10
8
7
7
6

4
4
4
3
2
2
2

# of  responses*

* Follow-up questions about conversations were asked only of participants who had conversations in the last five years to reduce the impact of recall bias.

Q:Why did you initiate a conversation with [mentioned person] about your wishes for care? Base: Initiated at least one conversation

Reasons initiated conversation with at least one person other than a health care provider

Observed illness, disability or death of family member or friend

To get wishes known

Was going in for major surgery/had serious illness

At higher risk for illness or death (e.g., age, military status)

Trying to get affairs in order, for planning purposes, to be prepared

Part of process of naming a healthcare agent/completing living will/life insurance

Watched other people going through end-of-life care decisions

Profession (e.g., work in nursing home, nurse, doctor)

Part of estate and finance planning

Topic came up in conversation

Thought it was time to do it

Felt close to person with whom discussing topic/thought person would be interested

Was talking about other person’s wishes

Didn’t want to be a burden on children/To avoid discrepancies among family members

As part of 5 Wishes booklet

Was talking about someone else who was dying

Something brothers and sisters should do
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For those who had someone else initiate the conversation, almost all 
reported having neutral or positive reactions.

26

15

5

3

1

10

1

# of  responses*

* Follow-up questions about conversations were asked only of participants who had conversations in the last five years to reduce the impact of recall bias.

Q:What was your reaction when [other person] brought up the topic of your wishes for care if you were seriously ill or near the end of life? 

Base: Conversation with someone other than health care provider ≤ 5 years, someone else initiated conversation

Reaction when someone else initiated conversation: 

Neutral reactions

Normal conversation/Logical question/Comfortable/Not unpleasant/Fine with it

Didn’t bother me/Not much reaction/Don’t recall

Not surprised

Thought provoking

Positive reactions

Good idea/Important to do/Glad to have it/Relieved/Cried because showed he cared

Negative reactions

Little grumpy
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Almost 40% of  participants had a loved one die in the past two 
years, with 45% dying in the past year. 

27

39%

45%

Q:In the past 2 years, did you have a loved one die in Massachusetts? 

Q:Did your loved one die within the past year or within the past 2 years? Base: Death of loved one in past 2 years 

Death of  loved one in

Massachusetts in past 2 years

Among deaths in past 2 years:

Death occurred in past year
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More than half  of  participants said their loved ones talked very much 
about their wishes for care with both providers and loved ones.

28

53%

54%

31%

23%

9%

11%

7%

12%

Respondent,
family member,

or friend

Health care
team

NOTE: Follow-up questions were only asked to participants who reported that they were involved in their loved one’s care in the last weeks of their life

Q:To what extent did a health care 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 2 years 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 2 years and involved in loved one’s care

Very much Somewhat
A

little bit

Not

at all
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16% 79% 29% 63%

84%** 21% 71%** 37%

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.

29

Very much
Not at all,

a little, somewhat

*Follow-up questions were only asked to participants who reported that they were involved in their loved one’s care in the last weeks of their life.

**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 Massachusetts in past 2 years

Q:To what extent did a health care 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 2 years 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 2 years and involved in loved one’s care

Care rating:

Excellent/
Very Good

Good/
Fair/Poor

Very much
Not at all,

a little, somewhat

Extent to which health care team
talked to loved one about wishes*

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

30

Very much
Not at all,

a little, somewhat

*Follow-up questions were only asked to participants who reported that they were involved in their loved one’s care in the last weeks of their life.

**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 in Massachusetts in past 2 years 

Q:To what extent did a health care 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 2 years 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 2 years and involved in loved one’s care

Very much
Not at all,

a little, somewhat

*

Extent to which health care team
talked to loved one about wishes*

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

Wishes 
very much 
honored

Wishes
not at all,
a little bit, 
somewhat 
honored17% 70% 23% 70%

83%** 30% 77%** 30%
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12%88% Not 
helpful

Nearly 90% indicated that the conversation with their loved one was 
somewhat or very helpful.

31

*Follow-up questions were only asked to participants who reported that they were involved in their loved one’s care in the last weeks of their life.

Q:How helpful was that conversation in making decisions about care for your loved one near the end of their life? Base: Talked to loved one about wishes 

Q:Why was having a conversation with your loved one about their wishes not helpful in making care decisions for them? Base: Talked to loved one about wishes, conversation not helpful 

Q:Why was having a conversation with your loved one about their wishes helpful in making care decisions for them? Base: Talked to loved one about wishes, conversation at least somewhat helpful

29

13

10

3

2

2

1

Type of  mentioned reasons for why helpful # of  responses*

3

3

1

Type of  mentioned reasons for 
why not helpful # of  responses*

Conversation 
with loved one

was:

Want to be on the same page/understand feelings and wishes

Made things easier/helpful to know wishes

Was able to honor wishes

Don’t feel badly about your decision

on their behalf/peace of  mind

Loved one was not conscious at the end/not able to talk

Helped loved one know they were in control

Prevents arguments among family members

Death was unexpected/sudden

Loved one not capable of  
expressing themselves

Too many arguments

Somewhat 
or very 
helpful


