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The number of older Americans is growing rapidly. The share of adults 65 or older in the U.S. is expected to
rise from 14.5 percent of the population in 2014 to 21.7 percent of the population by 2040.1 While medical
advances have allowed many older adults to live longer, healthier lives, many are also living with multiple
chronic conditions that are likely to lead to a slow deterioration over time. In the context of these demographic
changes and the challenges arising from an older population with serious health needs, the Kaiser Family
Foundation (KFF) conducted a large scale nationally representative telephone survey of 2,040 adults, in order
to better understand people’s expectations about later life and efforts they’ve taken to plan for if they become
seriously ill. This survey will serve as a baseline and we will conduct future surveys to measure how these
attitudes and experiences change over time. To learn more about the experiences of those with serious illness
specifically, this survey included interviews with 998 adults who are either personally age 65 or older living
with a serious illness, or have a family member who is or was before they recently died. For this survey, those
who are seriously ill are older adults who have at least one of several chronic conditions and report functional
limitations due to a health or memory problem such as difficulty preparing meals, shopping for groceries,
taking medications, getting across a room, eating, dressing, bathing, or using the toilet. This broad definition
not only includes people who are quite ill and in their last few months of life, but also those who may be earlier
in their disease course who have many months or years yet to live.
The following are some of the key findings from the survey.
The public largely acknowledges some of the issues that can arise with serious illness in late
life, but many people report that they have not yet taken steps to plan for if they become
seriously ill themselves.


Americans are generally aware that most people die after a period of worsening health rather than
suddenly and think that problems affording medical care and support services are common for people
in late life. Many are personally worried about these things affecting them when they are older if they
become seriously ill, yet just about a third say they have talked with a family member about how they
would pay for help if they became seriously ill and, more broadly, just about half say they are saving for
retirement.



People say a number of different aspects of life are important to them to maintain a good quality of life
in older age, including making sure their medical wishes are followed, but more than half say they do
not have a document that describes their wishes for care or names a person they would want to make
medical decisions on their behalf. In fact, one-third (34 percent) say they have a written document
outlining their wishes and four in ten (41 percent) say they have a written document designating
someone to make medical decisions on their behalf. Older adults are much more likely than younger
adults to say they have these types of documents. Discussions of these issues with family members are
reportedly much more common than written documentation. Majorities, including among younger
adults, report talking about at least one related issue with a family member, but some specific aspects of
planning are discussed less often, such as finances, where someone would prefer to live, or what they
would need to have a good quality of life.
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Most say they have not talked with a doctor or health care provider about their wishes, including among
older adults and adults that report being in fair or poor health. For those that have written documents,
few report sharing them with their doctors or other health care providers, leaving open the potential for
uncertainty or confusion about what a person would want if seriously ill, even though they have gone to
the effort of documenting their wishes.

Older adults with serious illness report a variety of challenges and some say they need help
more often than they are getting.


Older adults with serious illness and their family members say they face a variety of challenges, from
being forgetful (71 percent), feeling depressed (56 percent), and having difficulty understanding
medical instructions (48 percent), to having trouble with basic tasks like preparing meals (39 percent).
Six in ten older adults with serious illness have someone constantly providing help with everyday tasks.
Still, more than four in ten say they need help more often than they are getting, and some report
difficulty getting the help needed (27 percent) or forgoing such help due to cost (18 percent).



Having a loved one facing serious illness can be stressful for family members, and, while many say their
personal needs are being met, some say they only sometimes get the help they need managing feelings
of anxiety or sadness. Family members report helping their loved one with a variety of tasks, such as
transportation (67 percent), everyday activities (57 percent), coordinating care across different doctors
or clinics (55 percent), managing finances (43 percent), and medical-nursing tasks (42 percent). Those
family members personally providing help are spending quite a bit of time on such tasks, but most of
those who report helping with daily activities say they have someone that can give them a break when
they need it. However, about one in five family members providing help say there is no one to give them
a break, likely increasing the stress involved with caring for a loved one. Just over half of those helping
with medical-nursing tasks say they received training from a nurse or other health professional on
specific caregiving techniques, but even still, a large majority feel they were at least somewhat well
trained to provide care.

For older adults with serious illness, those with documents outlining wishes for care are more
likely to say their wishes have been followed and nearly all family members who have referred
to these documents say they have been helpful in making decisions about their loved one’s care.


Most family members of older adults with serious illness report their loved one has a document
describing their wishes (60 percent) or a document naming someone to make medical decisions on
their behalf (70 percent). Some family members say they have referred to this document and nearly all
who have referred to it say it was helpful.



Writing wishes down and talking about them appears to make a big difference in family members being
confident they know what their loved one wants for their medical care. Family members who say their
loved one has a written document outlining their wishes are more than twice as likely to say they know
exactly what their loved one wants than those without such a document (53 percent versus 23 percent).
And, family members who say they talked with their seriously ill loved one about their wishes are more
than three times as likely than others to say they knew exactly what their loved one wanted (58 percent
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vs. 16 percent). In addition, older adults with serious illness and their family members are more likely
to say their wishes for medical care are ‘very closely’ followed if they report having a document
describing their wishes than if they don’t (70 percent vs. 54 percent).

Overall, much of the public rates the U.S. health care system poorly in terms of the care it
provides to older people with serious health needs, but most of those who are currently
experiencing serious illness themselves have more positive impressions.


About half of the public overall (52 percent) rate the U.S. health care system fair or poor on the care it
provides older people with serious health needs and 45 percent say there is not enough support
available in their community for older people with serious illness.



However, over half of older adults who themselves are dealing with serious illness say there is enough
support available in their community and 60 percent rate the U.S. health care system’s care for
seriously ill people as good, very good, or excellent. And, most older adults with serious illness and their
family members who get paid help from a nurse or health care aide say the provider is well trained (89
percent) and rate the quality of the care provided as very good or excellent (63 percent).

Older black adults are much less likely than others to report having written documents
outlining wishes or designating a health care proxy. People who are Hispanic are more apt to
report financial challenges and uncertainty about late life and serious illness than black and
white adults.


Older black adults are much less likely than older people who are white or Hispanic in having written
documents outlining wishes or designating someone to make medical decisions on their behalf, even
after controlling for other demographic factors associated with having these documents. Just 19 percent
of black adults ages 65 or older say they have a document describing their wishes and about a third (35
percent) have a document naming a health care proxy, compared to about half of older Hispanics and
more than six in ten older whites who say they have either type of written document.



Hispanic adults are more likely than white or black adults to report being worried about facing
challenges when they are older such as affording medical care or support, housing issues, or leaving
debts to their family. Further, about half of Hispanic adults are not confident they will have enough
money or assets to last through retirement if they become seriously ill. This worry and lack of
confidence carries over into reported actions taken to plan for retirement. Just a third of people who are
Hispanic and not yet retired say they are saving for retirement, compared to half of black adults (49
percent) and six in ten white adults (60 percent). And, Hispanics 50 or older are less likely than others
to say they have set aside money that could be used to pay for ongoing living assistance expenses. This
theme continues among older adults with serious illness. Hispanics who are themselves dealing with
serious illness or have a seriously ill family member are more likely to report that it was difficult to get
the help they needed with everyday tasks, that they didn’t get needed help due to cost, and that they had
trouble affording medications, tests, and treatments.
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The number of older adults is growing rapidly. The share of adults 65 or older in the U.S. is expected to rise
from 14.5 percent of the population in 2014 to 21.7 percent of the population by 2040, and the number of
people age 85 or older is expected to triple from 6.2 million in 2014 to 14.6 million in 2040.2 While medical
advances have allowed many older adults to live longer, healthier lives, many are also living with multiple
chronic conditions that are likely to lead to a slow deterioration over time.3 In the context of these demographic
changes and the challenges arising from an older population with serious health needs, the Kaiser Family
Foundation (KFF) conducted a large scale nationally representative telephone survey of 2,040 adults, in order
to better understand people’s expectations about later life and efforts they’ve taken to plan for the event they
become seriously ill. In light of current efforts underway to improve the situations of those with serious illness
and prepare for the aging population, this survey will serve as a baseline and we will conduct future surveys to
measure how these attitudes and experiences change over time. To learn more about the experiences of those
with serious illness, this survey included interviews with 998 adults who are either personally age 65 or older
living with a serious illness, or have a family member who is or was before they recently died. Experts consider
serious illness to be a health condition that carries a high risk of mortality and either negatively impacts a
person’s daily function or quality of life or excessively strains their caregivers. For this survey, those who are
seriously ill are older adults who have at least one of several chronic conditions and report functional
limitations due to a health or memory problem such as difficulty preparing meals, shopping for groceries,
taking medications, getting across a room, eating, dressing, bathing, or using the toilet. This broad definition
not only includes older people who are quite ill and in their last few months of life, but also those older people
who may be earlier in their disease course who have many months or years yet to live. (For more details on how
this survey defines serious illness, see Section 2 and the Methodology). A survey of this magnitude allows for
analysis across age, race/ethnicity, health status, income, and other factors that may influence a person’s views
and experiences with serious illness. This report summarizes the results from the survey and is organized as
follows:
o

Section 1 examines the public’s overall views of issues related to serious illness care, people’s
perceptions of how the U.S. health care system meets the needs of older adults with serious
illness, as well as the public’s awareness of the issues that can arise when someone is facing a
serious illness, such as financial problems, access to support services and medical care, and
housing issues.

o

Section 2 covers the experiences and perspectives of those with experience with serious illness,
either personally or with a family member, including the challenges they face, what types of care
and support they are receiving and whether their needs are being met.

o

Section 3 focuses on the steps the public has taken to plan for serious illness in later life,
including the types of documents they may have created and concrete steps they have taken to
prepare for aging or save for retirement, as well as the types of conversations that people are
having with their loved ones and medical providers about their wishes and desires in the event
they become seriously ill.

o

Section 4 highlights some of the key areas where views and experiences differ for people who
are black, Hispanic or white, although across many measures, their responses are similar.
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In addition to the survey, this report also incorporates themes that emerged during focus groups with family
members of older adults with serious illness that were conducted in February and March 2017 in Kansas City,
MO, and Chattanooga, TN. The survey and focus groups were designed and analyzed by researchers at KFF and
paid for by the Gordon and Betty Moore Foundation. For more on how the survey or the focus groups were
conducted, see the Methodology section.
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Due to medical advances and the ability to manage chronic conditions in older adults, more people are living
longer and, rather than dying from acute episodes of illness, they are dying after long periods of sickness and
declining health. The public is generally aware of this – most people (74 percent) are aware that people
typically die after many months or years of declining health and after increasing use of health care and other
support services, as opposed to dying suddenly or after a short illness lasting just a few days or weeks (20
percent). Interestingly, older adults are somewhat less likely to say that death comes after a slow decline than
younger people.
Figure 1

Majority of the Public Says That People Typically Die After a
Slow Decline in Health, Rather Than After a Short Illness
I’m going to read you two scenarios. Which do you think is more typical of the way people generally die in the U.S.?
A person dies after many months or years of declining health and increasing use of health care and other
support services
A person dies suddenly or after a short illness lasting just a few days or weeks
Total

74%

20%

By Age
18-29

76%

30-49

77%

50-64

65 or older

22%
18%

75%

67%

20%

21%

NOTE: Don’t know/Refused responses not shown.
SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

As people live longer in varying states of health, many are faced with needing medical care or support services
for longer periods than they may have expected, which can strain finances, families, and individuals
themselves. Large majorities of the public say it’s common for people in their last few years of life to have
difficulty paying for medical care (83 percent), support services (80 percent), and housing (76 percent), and
that it’s common to have to move somewhere other than where they would like to be living (74 percent). Older
people are somewhat less likely to say each of these things is common in later life.
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Figure 2

Large Majorities Say Challenges Paying for Care, Support,
Housing and Relocation are Common in Later Life
How common is it for each of the following to happen to people in their last few years of life?
Very common

Somewhat common

Trouble paying for medical care

Not too common

Not at all common

53%

31%

Trouble paying for support services, such as
someone to help prepare meals and do
household chores

44%

Trouble paying for housing

43%

33%

To move somewhere other than where they
want to be living

43%

31%

36%

9% 4%

9% 5%

13%

13%

6%

8%

NOTE: Don’t know/Refused responses not shown.
SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

In terms of how the public views the care provided for older people with serious health needs, 52 percent rate
the U.S. health care system fair or poor, while about a quarter rate it as good and 15 percent rate it as very good
or excellent. Older adults are somewhat more likely to rate it positively than others. Older people personally
facing serious illness – who are in the best position to judge this issue – give more positive ratings than others.
Six in ten older adults with serious illness rate the U.S. health care system as excellent, very good, or good on
the care it provides for older people with serious illness, higher than the share without any experience with
serious illness (40 percent).
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Figure 3

Public Gives Mixed Ratings Of U.S. Health System’s Care For
Older Adults With Serious Health Needs
How would you rate the U.S. health care system when it comes to providing care for older people with serious health
needs?
Excellent Very good Good Fair Poor Don’t know/Refused
Total

4%

11%

18-29

4%

9%

30-49

4% 10%

26%

28%

23%

7%

By Age
27%
21%

50-64 3% 9%
65 or older

6%

65 or older with
serious illness

9%

28%
31%

29%
16%

25%
22%

27%
28%

16%

8%
12%

28%
27%

35%

3%

18%
25%

4%
15%

1%

SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

As far as the support available to older people with serious health needs, the public is divided on whether
there’s enough support available in their community (43 percent say enough and 45 percent say not enough).
Older adults – those 65 or older – lean toward saying there is enough support in their community rather than
not enough (47 percent versus 38 percent). Among older adults who themselves are dealing with serious
illness, a majority (56 percent) say there is enough support available in their community, while about a third
(35 percent) say there is not enough.
Figure 4

Public Divided on Availability of Support For Older People with
Serious Illness
Do you think there is enough or not enough support available in your community for older people with serious health
needs?
Enough

Not enough

Total

43%

45%

18-29

43%

By Age

30-49
50-64
65 or older
65 or older with
serious illness

40%
44%
47%

56%

42%
48%
48%
38%

35%

NOTE: Don’t know/Refused responses not shown.
SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)
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When it comes to what it would mean to have a good quality of life in older age, large majorities of the public
say a variety of things are important to them personally, some of which may require advanced planning in
order to achieve. About four in ten say a number of things are “extremely” important, including being able to
talk or communicate with others (42 percent), making sure their wishes for medical care are followed (39
percent), making sure they’re not a burden to their family (38 percent). Some also say it is “extremely”
important to be able to feed or dress themselves (37 percent), to be financially stable (36 percent), to live
without severe long-lasting pain (36 percent), and to be able to remember things well (35 percent). In addition,
about three in ten say feeling what they do in life is worthwhile (31 percent), being spiritually fulfilled (29
percent) and being physically active (28 percent) are extremely important to them in having a good quality of
life in older age.
Figure 5

Many Say Communication, Independence, and Other Basic
Abilities Are Important for Good Quality of Life in Older Age
People have different ideas about what it would mean to have a good quality of life in older age. How important, if at all,
are each of the following for you personally when it comes to a good quality of life in older age?
Extremely important

Very important

Somewhat important

Being able to talk or communicate with others

Not too important

42%

52%

5% 1%

Making sure your wishes for medical care are followed

39%

Making sure you’re not a burden to your family

38%

Being able to feed or dress yourself

37%

Being financially stable

36%

52%

9%

Living without severe long-lasting pain

36%

52%

10%

2%

Being able to remember things well

35%

53%

9%

3%

Feeling what you do in life is worthwhile

31%

Being spiritually fulfilled

29%

Being physically active

28%

52%

7% 1%

47%

11% 4%
8% 1%

53%

52%
44%
56%

2%

13% 4%
17%

9%
15%

1%

NOTE: Items asked of half samples. Don’t know/Refused responses not shown.
SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

Focus Group Insights: Given their experience, family members say they want to avoid being a
burden on their loved ones if they become seriously ill.
“As far as me, I don’t want my kids to ever deal with me like I have to deal with my wife. I hate it.”
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In order to better understand how older people with serious illness are faring and what challenges they face in
accessing and affording care and support services, the survey included interviews with people who have
experience with serious illness, either personally or with a family member.
Individuals were classified as being an older adult with serious illness if they met each of the following criteria:
1) they were 65 or older,
2) they reported functional limitations due to a health or memory problem such as difficulty
preparing meals, shopping for groceries, taking medications, getting across a room, eating,
dressing, bathing, or using the toilet,
3) they said they have been diagnosed with at least one of the following conditions: diabetes or
high blood sugar; asthma, lung disease, emphysema, or COPD; heart disease or had a stroke;
cancer, not including skin cancer; Alzheimer’s disease, dementia or memory loss; depression,
anxiety or other serious mental health problems; or, chronic kidney disease or kidney failure.

Individuals qualified as a family member of someone with serious illness if their loved one currently met the
criteria above or they did so before they recently died. In order to be included, family members also must have
said they knew at least something about their family member’s medical care. About 11 percent in the “serious
illness experience” group for this survey are themselves dealing with serious illness, 52 percent are family
members of someone living with a serious illness, and 37 percent are family members of someone who has died
after a period of serious illness. For most family members, their loved one with serious illness is a parent (56
percent), while 21 percent say the person is a grandparent, 9 percent say it is their spouse, and 7 percent say it
is an in-law.

Among those identified in this survey as older adults with serious illness, 58 percent are women, 57 percent are
age 80 or older, and two-thirds (67 percent) report having two or more chronic conditions. However, there are
some differences in the personal characteristics of those who are personally dealing with serious illness and
those whose family member is answering on their behalf.4 For example, while by the definition used in the
survey, all older adults with serious illness are (or were) 65 or older, those answering about themselves tend to
be younger (65 percent are 65 to 79), while family members’ seriously ill loved ones are usually older (59
percent are 80 or older). In addition, a bigger majority of those answering about themselves are women (75
percent) than family members’ loved ones (56 percent).
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Figure 6

Those Personally Ill Are More Likely to Be Female and Be
Younger
AMONG THOSE WITH RECENT EXPERIENCE WITH SERIOUS ILLNESS:

Age of person with
serious illness:

Total

Older adults with
serious illness

Family members of
older adult with
serious illness

65-79

80 or older

42%

57%

65%

39%

35%

59%

Gender of person
with serious illness:
Male

42%

25%

44%

Female

58%

75%

56%

Number of diagnosed conditions
for person with serious illness:

1

2

3 or more

33%

33%

33%

28%

39%

32%

33%

34%

35%

NOTE: Don’t know/Refused responses not shown.
SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

While this survey’s definition of serious illness includes several different conditions, some are more common
than others, and reports of these conditions vary by whether someone is personally dealing with serious illness
themselves or if they’re responding about a family member. Overall, 52 percent report they or their loved one
has been diagnosed with dementia, Alzheimer’s disease, or memory loss, 47 percent report being diagnosed
with heart disease or having a stroke, followed by diabetes (35 percent), mental health problems such as
anxiety or depression (28 percent), asthma, lung disease, emphysema, or COPD (26 percent), cancer (24
percent), and chronic kidney disease or kidney failure (14 percent). Those responding about their own
experience as an older adult with serious illness are more likely to say they have been diagnosed with diabetes
(59 percent), while 55 percent of family members of older adults with serious illness say their loved one has
dementia and half (48 percent) say their loved one has heart disease. Some of these differences are at least in
part related to the group of seriously ill people that were able to be interviewed, in that they had to be well
enough to answer the telephone and not be institutionalized. As a result, the group of older adults who
themselves are dealing with serious illness tends to be a group in somewhat better health or potentially at an
earlier stage of illness than those with a family member answering on their behalf.
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Figure 7

Older Adults with Serious Illness Report Experiencing a Variety
of Conditions
AMONG THOSE WITH RECENT EXPERIENCE WITH SERIOUS ILLNESS: Percent who say the individual who is/was seriously
ill has been diagnosed with each of the following conditions:
52%

19%

Dementia

55%
38%

Heart problems

47%
Total

48%

35%

Diabetes

59%

32%
28%

Mental health
problems

26%
26%

Lung problems

24%

Older adults with
serious illness

38%
Family members of
older adults with
serious illness

39%

24%
22%
25%

Cancer
14%
12%
15%

Kidney problems

SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

There are also some key differences in the personal characteristics of those 65 or older who are seriously ill and
those who are 65 who are not classified as seriously ill. Older people with serious illness are much more likely
than their peers to be female (75 percent versus 53 percent), widowed (42 percent versus 24 percent), have an
annual income of less than $40,000 (64 percent versus 38 percent), and have a high school education or less
(71 percent versus 40 percent). They are also somewhat more likely than their peers to be Black (18 percent
versus 9 percent) or Hispanic (12 percent versus 5 percent).
Figure 8

Adults with Serious Illness More Likely to Be Female, Lower
Income, Less Educated, and Widowed; Less Likely to Be White
Race/Ethnicity:
White
Black
Hispanic
Gender:

Income:

Education:

Marital
Status:

Older adults with serious illness:

High school or less
Some college
College or more

Widowed
Married

81%

18%

9%

12%

Female
Male

Less than $40,000
$40,000 or more

Older adults without serious illness

61%
5%
75%

53%

25%

47%

64%

38%

14%

44%
71%

20%

40%
28%

9%

31%
42%
35%

24%
59%

NOTE: Don’t know/Refused responses not shown.
SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)
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Among older adults and family members of older adults with serious illness, about two-thirds (64 percent)
report that they went to the emergency room in the past year (or in the year before they died for those with a
deceased family member), including 10 percent who say they went more than five times. In addition, about six
in ten (58 percent) say that the seriously ill person stayed overnight in the hospital in the past year, or in the
year before they died. Those whose loved one is deceased are more likely than others to say they had gone to
the emergency room (75 percent) or stayed in the hospital overnight in the year before they died (78 percent).
Figure 9

Most Older People with Serious Illness Went to ER or Were
Hospitalized At Least Once In Past Year
AMONG THOSE WITH RECENT EXPERIENCE WITH SERIOUS ILLNESS: How many times in the past year/in the year
before they died have you/have they/did they…
More than 5 times

…gone/go to the emergency room?

…stayed/stay overnight in a hospital?

10%

8%

8% 7%

4-5 times

30%

24%

2-3 times

16%

18%

Once

Never

35%

41%

NOTE: Don’t know/Refused responses not shown.
SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

Among those family members whose loved one is deceased, 61 percent say their loved one had some experience
with hospice in the year before they died. Family members most commonly say their loved one had hospice
care at home (27 percent), followed by in a nursing home (17 percent), in a hospice facility (9 percent), and in a
hospital (6 percent).
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Figure 10

Majority of Family Members Say Their Loved One Who Died
After Serious Illness Had Experience with Hospice Care
AMONG FAMILY MEMBERS OF THOSE WITH SERIOUS ILLNESS WHO ARE DECEASED: Did your loved one have
experience with hospice care in the year before they died? Was this hospice care at home, in a hospice facility, in
a hospital, in a nursing home, or somewhere else?

6% 4%
NET 61%
Had
experience
with hospice

In a hospice facility

In a nursing home

27%

At home
38%

In a hospital
Somewhere else/Don’t know/Refused
No experience with hospice care

17%
9%

SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

People with serious health needs can face a variety of challenges, ranging from difficulty managing daily tasks
independently to having trouble affording medical care and support services. Nearly half (48 percent) of
individuals and family members of older adults with serious illness say that in the past year they had a problem
understanding instructions for medications and medical care. Those ages 80 or older (53 percent) are more
likely than those between 65 and 79 to say they had problems understanding medical instructions (41 percent).
In addition, reports of trouble understanding instructions for medical care and medications are about twice as
common for those with dementia than for those without (64 percent versus 30 percent).
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Figure 11

Half Say Adult with Serious Illness Struggled with Understanding
Medical Instructions, Varies by Age and Cognitive Status
AMONG THOSE WITH RECENT EXPERIENCE WITH SERIOUS ILLNESS: Percent who say the individual who is/was seriously
ill had a problem understanding instructions for their medications and medical care in the past year/the year before
they died:

Total

48%

By Age of Person with Serious Illness
65-79

41%

80 or older

53%

By Cognitive Status of Person with Serious Illness

Has/Had dementia

Does/Did not have dementia

64%
30%

SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

Focus Group Insights: Family members of those with serious illness noted that managing
medications is often a challenge. People expressed concern about the number of medications their
loved ones were taking as well as the medications that are needed to treat side effects of other
medications, and the side-effects in general.
“It took me an hour and a half after mom got out of the hospital, just to do two weeks of morning and
evening pills. … She was already on a lot of medications. Just sorting it all out, it was crazy.”

Older adults with serious illness report other problems as well. About four in ten (39 percent) say they or their
family member with serious illness had trouble preparing meals in the past year, 30 percent say they had
trouble getting to appointments because of their health, 24 percent say they had trouble getting transportation
or running errands, and 20 percent say they had trouble finding someone to provide support services.
In addition, being able to afford the things they need is an issue for some. About one in five say they have
trouble paying for support services (20 percent), medications (20 percent), and medical tests or treatments (17
percent). Relatively few say they have had trouble paying for housing (12 percent). Those with lower incomes
(less than $40,000 annually) are more likely than those earning $40,000 or more to say that they or their
family member had trouble paying for medications (33 percent versus 13 percent), medical treatments (27
percent versus 11 percent), and housing (16 percent versus 9 percent).
It is important to note that while Medicare covers the basic medical care that older people require, it does not
typically pay for long-term care and support services that people with serious illness may need. As a result,
many must pay for these types of services out-of-pocket, with the exception of those with incomes low enough
to qualify for Medicaid. In light of this, it may be surprising that problems paying for medical care and
problems paying for support services rank similarly. However, this may be at least in part because the question
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asks about those who have had difficulty paying for care and does not reflect those who may not have tried to
get this type of help because they felt they couldn’t afford it.
Figure 12

Understanding Medical Instructions and Preparing Meals Top
List of Problems for People with Serious Illness
AMONG THOSE WITH RECENT EXPERIENCE WITH SERIOUS ILLNESS: Percent who say the individual who is/was seriously
ill had a problem with each of the following in the past year/the year before they died:
Understanding instructions for medications and medical care

48%

Preparing meals

39%

Being able to get to medical appointments because of health

30%

Getting transportation to appointments or running errands

24%

Paying for support services, such as someone to help prepare meals
and do household chores

20%

Paying for medications

20%

Finding someone to provide support services, such as someone to help
prepare meals and do household chores

20%

Paying for medical tests or treatments
Paying for housing

17%
12%

SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

In addition to issues paying for support services, medications, medical treatments or housing, about three in
ten family members of those currently living with serious illness are not confident that their loved one will have
enough income and assets to last for the rest of their life, while a majority are at least somewhat confident (71
percent).
Figure 13

Most Family Members of Older Adults with Serious Illness Are
Confident Their Loved One Will Be Financially Stable
AMONG FAMILY MEMBERS OF THOSE CURRENTLY LIVING WITH SERIOUS ILLNESS: How confident are you that your
loved one will have enough income and assets to last for the rest of their life?

Not at all
confident
16%

Not too
confident
12%

Don't
know/Refused
2%

Very confident
43%

Somewhat
confident
28%

SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)
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Many older adults with serious illness and their family members report issues with memory – seven in ten say
being forgetful is at least a minor problem, including nearly half who say it is a major problem. Many also
report issues with mood such as often feeling sad or depressed (56 percent), feeling like a burden on others (51
percent), and loneliness (48 percent), which can have a negative impact on health. Fewer, 37 percent, report
that not feeling needed by other people is a problem.
Figure 14

Majorities Say Being Forgetful, Depression Is a Problem for
Adults with Serious Illness
AMONG THOSE WITH RECENT EXPERIENCE WITH SERIOUS ILLNESS: Percent who say each of the following is/was a
“minor problem” or “major problem” for the individual who is/was seriously ill:

Being forgetful

71%

Often feeling sad or
depressed

56%

Feeling like you/they are
a burden on others

51%

48%

Loneliness

Not feeling needed by
other people

37%

SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

Many older adults who are seriously ill report getting frequent help. Six in ten (61 percent) say they or their
loved one always has someone present to help them with everyday activities like dressing, bathing, shopping, or
remembering medications, and an additional 13 percent say they have someone present several hours a day.
There are big differences for those responding to the survey who are dealing with serious illness themselves –
33 percent say they always have someone present to help, but 16 percent say they never do and 27 percent say
they have help less than a few times a week. In contrast, the majority of those with family members with
serious illness say their loved one always has someone present to help (65 percent). As noted earlier, this is
likely related to the fact that those answering about themselves are relatively younger and in somewhat better
health than the loved ones family members are referring to.
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Figure 15

Many Older Adults with Serious Illness Are Frequently Getting
Help With Everyday Tasks
AMONG THOSE WITH RECENT EXPERIENCE WITH SERIOUS ILLNESS: How often, if at all, do/does/did you/the
individual who is/was seriously ill have someone present to help them with everyday activities, such as bathing,
dressing, shopping or remembering medications?
Always
Once a day
Less often than that/Never/Don't have any help (Vol.)

Total

Older adults with serious
illness

Several hours a day
A few times a week

61%

33%

13%

5% 5%

Family members of older
adults with serious illness

14%

65%

9%

3%

13%

43%

13%

3% 8%

9%

NOTE: Don’t know/Refused responses not shown.
SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

Slightly over half feel they or their family member are getting help with daily activities often enough, but over
four in ten feel like they need help more often than they are getting. Those getting care just a few times a week
or less are more likely than others to say they need help more often (59 percent versus 40 percent).
Figure 16

More Say Person with Serious Illness Got Help Often Enough
Than Say They Needed Help More Often
AMONG THOSE WITH RECENT EXPERIENCE WITH SERIOUS ILLNESS: Do you think you/the individual who is/was
seriously ill are/were getting help often enough or do you think you/they need/needed help more often?
Getting help often enough

Total

53%

Need help more often

44%

By Frequency of Care for Person with Serious Illness

A few times a week or less

40%

At least once a day

59%

57%

40%

NOTE: Don’t know/Refused responses not shown.
SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

While most (71 percent) say it is easy to get the help needed with everyday activities, about a quarter (27
percent) say it is either somewhat (19 percent) or very difficult (8 percent) to get the help needed. In addition,
about one-fifth of those with experience with an older adult with serious illness (18 percent) say that in the past
year, there was a time they did not get the help they needed with everyday activities because of the cost.
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Figure 17

About a Quarter Find It Difficult to Get Help With Everyday
Activities for Seriously Ill Person; Cost a Barrier for Some
AMONG THOSE WITH RECENT EXPERIENCE WITH SERIOUS ILLNESS:
How easy or difficult is/was it for you/the
individual who is/was seriously ill to get the help
you/they need/needed with everyday activities?

In the past year/in the year before they died, was
there a time you/the individual who is/was
seriously ill did not get the help you/they needed
with everyday activities because of the cost, or not?
Don’t
know/Refused
2%

Very easy
42%

Don’t
know/Refused
2%

Yes
18%

Somewhat
easy
29%

Somewhat
difficult
19%
Very difficult
8%

No
80%

SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

Focus Group Insights: Family members of those with serious illness reported non-medical help –
for example, providing companionship, household chores, and errands – is crucial but often difficult
to find and afford.
“I’m going to be looking for some help coming up in the next three or four weeks. I’m really not sure
which direction to go…I’m going to try and find some people that know what they’re doing and will
be there for you.”

Family members are a primary source of help with everyday activities for older people with serious illness – 84
percent report that the older adult with serious illness receives help from a family member. Over half of older
adults who themselves are dealing with serious illness (56 percent) say a family member helps them with
everyday activities. In addition, 57 percent of family members say they personally help their loved one with
daily activities, but a large majority (73 percent) also say that another family member provides help, including
79 percent of those family members who do not personally provide care. Professional caregivers are also a key
source of help for those with serious illness, with over half (55 percent) saying paid nurses or health care aides
help with everyday activities. In addition, a quarter say that friends are helping with daily activities (25
percent).
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Figure 18

Older Adults with Serious Illness Most Often Have Help From
Family Members and Paid Aides; Fewer Mention Friends
AMONG THOSE WITH RECENT EXPERIENCE WITH SERIOUS ILLNESS: Percent who say…

…family members provide/provided help
with daily activities for the individual with
seroius illness

84%

…paid nurses or health care aides
provide/provided help with daily activities
for the individual with serious illness

55%

…friends provide/provided help with daily
activities for the individual with serious
illness

25%

SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

Most of those getting paid help say the nurse or health care aide is well trained (89 percent) and rate the
quality of the care provided as very good or excellent (63 percent), however a few report being less satisfied
with the help, including 10 percent who say the people helping them were not well trained and 12 percent who
rate the care as fair or poor. Family members who report that other family members play a role in providing
help most often say that the other family members were well trained (74 percent), and most getting help from
friends feel they were well trained as well (66 percent).
Figure 19

Most Getting Help Say People Providing Help Were Well
Trained
AMONG THOSE WITH RECENT EXPERIENCE WITH SERIOUS ILLNESS WHO SAY PERSON WITH SERIOUS ILLNESS HAS
HELP FROM EACH GROUP: How well trained do you think each of the following are/were to provide care to
you/your loved one?

Very well trained

Somewhat well trained

Not too well trained

Not at all well trained

Paid nurses or
health care aides

53%

Other family
members

Friends

36%

37%

21%

37%

45%

8%

16%

10%

2%

9%

17%

NOTE: Don’t know/Refused responses not shown. Question wording abbreviated. See topline for full question wording.
SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)
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Family members of older adults with serious illness report helping with a variety of tasks. Most commonly,
family members report helping their loved one with transportation (67 percent), but, as noted above, nearly six
in ten also say they help with daily activities (57 percent), and over half say they help with coordinating care
across different doctors or clinics (55 percent). In addition, about four in ten say they help with managing their
loved one’s finances (43 percent) or with medical-nursing tasks, including things like giving medicines,
monitoring blood pressure or blood sugar, helping with incontinence, or operating equipment like hospital
beds (42 percent).
Figure 20

Family Members of Older Adults with Serious Illness Report
Helping in a Variety of Ways
AMONG FAMILY MEMBERS OF OLDER ADULTS WITH SERIOUS ILLNESS: Percent who personally help/helped their family
member with serious illness…
…with transportation, either by driving them, or
helping them get transportation

67%

…with everyday activities

57%

…coordinate care across different doctors or clinics

55%

…manage their finances

43%

…with any medical-nursing tasks

42%

SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

About half of family members who provide some type of assistance say they are doing so several hours a day or
constantly, while 24 percent say a few hours a week and 13 percent say less often than that. Most of those
providing help with daily activities said there was someone that could provide respite (79 percent), but 21
percent of family members, including 24 percent of family members who are providing care for at least an hour
a day say that there is no one that can give them a break from caring for their loved one.
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Figure 21

Half Say They Helped Their Family Member with Serious Illness
at Least Several Hours a Day; Many Providing Help Have Backup
AMONG THE 81% WHO PERSONALLY PROVIDE/PROVIDED
ANY KIND OF ASSISTANCE TO THEIR FAMILY MEMBER
WITH SERIOUS ILLNESS: Thinking now of all the kinds of
help you provide/provided for your family member, about
how much time in an average week do/did you spend
helping them?

Less than
that
13%

AMONG THE 57% WHO PERSONALLY
PROVIDE/PROVIDED HELP WITH EVERYDAY ACTIVITIES
TO THEIR FAMILY MEMBER WITH SERIOUS ILLNESS:
Is/was there someone that can/could give you a break
from caring for your loved one when you need/needed
it, or not?

All the time
27%

Yes
79%

A few hours a
week
24%

Don't
know/Refused
1%

About an
hour a day
12%

Several
hours a day
24%

No
21%
Don’t
know/Refused
<1%

SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

Focus Group Insights: Caregivers are faced with making difficult decisions about how much time
they should devote to caring for a loved one. Those who care-give full-time make substantial
sacrifices.
“Yeah, I watched 18 years go by when I quit working. I was there all the time. If I went out,
somebody had to be there with her, so no. I kind of gave up my life for a while.”
******
Having support and relief for caregivers is key, as it’s both physically and emotionally taxing.
“We have to take care of ourselves because if we don’t they’re not going to have anybody to take care
of them. I was to the point where I was about ready to split. I was tired and wasn’t thinking right. I
started asking people, ‘Could you come and stay? Let me just get out for a little while.’ That’s
happened. It’s a lot better. Your brain gets a little crazy when you’re tired.”

In terms of the specific types of training that family members received from a nurse of other health
professional, significant shares of those providing help with daily activities say they received training on how to
move their loved one safely (52 percent), how to recognize signs of pain or distress (47 percent), and how to
administer medications (46 percent). Still, about half say they did not receive training in each of these areas,
and 31 percent say they did not receive any of these types of training.
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Figure 22

Some Family Members Report They Didn’t Receive Any Training
To Care For Loved One
AMONG THE 57% WHO PERSONALLY PROVIDE/PROVIDED HELP WITH EVERYDAY ACTIVITIES TO THEIR FAMILY MEMBER
WITH SERIOUS ILLNESS: Did you receive any training from a nurse or other health professional on…
Yes
…how to help your loved
one move safely?

No

52%

47%

…how to recognize signs of
pain or distress?

47%

52%

…how to administer
medications?

46%

53%

…any other skills you
need/needed to provide
care for your loved one?

39%

59%

NOTE: Not applicable (Vol.) and Don’t know/Refused responses not shown.
SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

A large majority (82 percent) of family members who report personally helping their loved one with everyday
activities feel they were at least somewhat well trained to provide care, but about one in five feel they were not
well trained (18 percent). Family members who report getting at least one of these types of training from a
nurse or health professional are more likely than others to say they feel they were well trained to provide care
to their loved one (91 percent versus 62 percent). During focus groups with family members of those with
serious illness, some said they learned how to care for their loved one independently, from family members, or
through online resources, which may in part explain why more family members feel well trained than say they
received training from a nurse or health professional.
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Figure 23

Most Family Members Who Help Feel They Are Well Trained,
Particularly Those Trained by Nurse or Health Professional
AMONG THE 57% WHO PERSONALLY PROVIDE/PROVIDED HELP WITH EVERYDAY ACTIVITIES TO THEIR FAMILY MEMBER
WITH SERIOUS ILLNESS: How well trained do you think you personally are/were to provide care to your loved one?

Very well trained

Total

Somewhat well trained

34%

Not too well trained

Not at all well trained

48%

14%

4%

By Training Received From a Nurse or
Other Health Professional
2%
At least one type of
training

No training/Don’t
know/Refused

40%

21%

51%

41%

7%

27%

11%

NOTE: Don’t know/Refused responses not shown.
SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

Those providing medical-nursing types of care are much more likely than family members who are not doing
medical-nursing tasks but are providing help more generally to say they received training from professionals.
For example, over half of family members who report helping with nursing tasks say they received training
from a nurse or another health professional on how to help their loved one move safely (58 percent) and how to
administer medications (54 percent), shares that are much higher than for family members who help with daily
activities but who aren’t providing nursing care (33 percent and 24 percent, respectively). The vast majority of
family members helping their loved one with nursing tasks feel they were well-trained (89 percent), including
41 percent who say they were ‘very’ well trained.
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Figure 24

Training for Family Members Varies by Whether They Helped
Loved One with Medical-Nursing Tasks
AMONG THE 57% WHO PERSONALLY PROVIDE/PROVIDED HELP WITH EVERYDAY ACTIVITIES TO THEIR FAMILY
MEMBER WITH SERIOUS ILLNESS:
Percent who say they received training from a nurse or other health professional on…
54%

…how to administer
medications

24%

…how to recognize signs
of pain or distress

53%
30%

…how to help their
loved one move safely

58%
33%

…any other skills they
need/needed to provide
care for their loved one

Helped family
member with medicalnursing tasks
Did not help family
member with medicalnursing tasks

47%
19%

How well trained do you think you personally are/were to provide care for your loved one?
89%

Very well/Somewhat
well trained
Not too well/Not at all
well trained

63%
11%
37%

SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

Focus Group Insights: Some suggested classes for family members that provided information on
a person’s illness and prognosis or basic caregiving training.
“The one thing I would say, for my family members, I was able to show them how to wash hair, how
to change the bed with the person in it, those things. But it would have been so helpful if the hospital,
community center, anybody, had offered some basic classes.”
“I had to learn for myself. It’s the best way to do that from my end. I have sisters and brothers that
help me with the medications, set it up and all that stuff but just to be hands on and do it myself and
learn it, watch different videos on it and just research myself.”

While many say that the person with serious illness could use help more often than they’re getting, large shares
report that their or their seriously ill family member’s needs are often or always being met in specific areas,
particularly in regard to help understanding their health condition and treatment (73 percent), coordinating
care across different doctors or clinics (73 percent), being able to continue living where they want to be living
(71 percent), expressing their wishes for medical care (71 percent), relieving pain (69 percent), and getting what
they want out of life while sick (61 percent). In addition, just over half say they or their loved one often or
always gets the help they need with spiritual support or counseling and to manage feelings of anxiety or
sadness. However, there are some who say their needs are just sometimes, rarely, or never met, most often in
help to manage feelings of anxiety or sadness (40 percent), in spiritual support or counseling (37 percent), and
in getting what they want out of life while sick (34 percent).
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Figure 25

Many Older Adults with Serious Illness Feel That Their Needs
Are Being Met Always or Often, But Some Feel Otherwise
AMONG THOSE WITH RECENT EXPERIENCE WITH SERIOUS ILLNESS: Now, thinking about the medical care and
other support the individual with serious illness may need, or – if deceased – needed, how often do you/do
they/did they get the help you/they need/needed…?

Always

Often

Sometimes

Rarely

Never (Vol.)

…to understand your/their health condition and
treatment

50%

23%

14%

…coordinating care across different doctors or clinics

49%

23%

14%

…to express your/their wishes for medical care

50%

21%

…to be able to continue living where you/they want

54%

…to relieve pain

46%

…to get what you/they want out of life while sick

39%

…in spiritual support or counseling

39%

…to manage feelings of anxiety or sadness

32%

10% 10% 5%

24%
22%
18%
20%

6% 1%

17%
18%

15%
22%

7% 1%
7% 2%

13%

16%

8% 1%

13%
16%
15%

2%

5%
3%

NOTE: Don’t/Didn’t need this (Vol.) and Don’t know/Refused responses not shown.
SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

Focus Group Insights: Aspects of care that family members of seriously ill people said were
challenging included things like coordinating care across many different providers and getting
treatment information from providers.
“Trying to get in touch with your primary care is like trying to get in touch with the president, you
can’t.”

While seriously ill people themselves have many needs that must be met, family caregivers are also often in
need of emotional and logistical support. Most of those who are family members of an older person with
serious illness say they often or always get the help they need understanding their loved one’s condition and
with coordinating care across different clinics and providers. However, like people with serious illness
themselves, the areas where more family members are less often getting the care they need is with spiritual
support and managing feelings of anxiety or sadness, with about four in ten saying their personal needs in
these areas were just sometimes, rarely, or never met (40 percent and 45 percent respectively). These findings
hold true for those personally providing help at least an hour a day (43 percent and 48 percent, respectively).
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Figure 26

Many Family Members of Those with Serious Illness Feel
Supported In Managing Care, Less So For Emotional Wellbeing
AMONG FAMILY MEMBERS OF OLDER ADULTS WITH SERIOUS ILLNESS: As a family member of someone with a
serious illness/of someone who died after a serious illness, how often do/did you get the help you
need/needed…?
Always
Often
Sometimes
Rarely
Never (Vol.)
…to understand your loved one's health
condition and treatment

…coordinating their care across different
doctors or clinics

…in spiritual support or counseling

…to manage feelings of anxiety or sadness

50%

21%

38%

35%

31%

15%

17%

15%

16%

14%

19%

15%

15%

20%

19%

11%

2%

4%

6%

7%

NOTE: Don’t/Didn’t need this (Vol.) and Don’t know/Refused responses not shown.
SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

Focus Group Insights: Because of challenges with care coordination, some family members of
those with serious illness felt the level of care was dependent on a family’s ability to advocate and be
there for their loved one.
“You really have to be aggressive and keep up with every single thing when you’re in the hospital.
Because they will fall through the cracks.”
******
Many family members of those with serious illness mentioned efforts to research conditions on the
internet and feeling like they needed more ‘big picture’ information from medical providers about the
course of illness and what they could expect down the line.
“I don’t know if they assume that you know what all is going to happen to you when you have
chemotherapy and cancer, and they don’t walk you through it, or if that’s just common not to be
taught what to expect.”
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As people live longer with more chronic conditions, the potential for more serious health needs increases and
people may experience many years of worsening health, including longer periods of time with significant
physical or mental functional limitations. One way to help family members and medical providers honor and
respect a person’s desires and choices about how they would like to live and be treated in the event they
become seriously ill is to have a written document, no matter what age, that describes their wishes and
expectations for care, such as the types of treatments they may or may not want, as well as who they would like
to make decisions for them if they are no longer able to make decisions on their own. A document outlining a
person’s preferences for medical care can have a variety of different names, such as a living will, an advanced
treatment directive, a do-not-resuscitate order (DNR), or physician orders for life-sustaining treatment. Other
documents may name a person to make decisions about medical care on another person’s behalf, a designation
that is sometimes called a health care proxy or surrogate or a durable power of attorney. Throughout this
report, these two types of documents will generally be referred to as a document describing a person’s medical
wishes and a document naming who would make decisions on another’s behalf.

Nearly all adults, regardless of age, say it is important for people to have written down their wishes for medical
care or who they would like to make decisions about their medical care in case they become seriously ill.
Figure 27

Nearly All, Regardless of Age, Say it is Important for People to
Have Written Down Medical Wishes or Designated a Proxy
Percent who say they think it is “very” or “somewhat” important for people to have written down…
Very important

Somewhat important

…their wishes for medical care in case they
become seriously ill, such as the types of
treatments they do or don’t want to receive

…who they would like to make decisions about
their medical care if they can no longer make
them on their own

Total

87%

10%

92%

18-29

86%

12%

89%

30-49

88%

9%

93%

5%

50-64

88%

11%

93%

6%

65 or older

85%

7%

By Age

11%

90%

8%

8%

SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

When asked when a person should first write something down about who will make decisions about their
medical care if they’re no longer able to make them on their own, the most common answer is when they turn
18 (28 percent), followed by when they retire (19 percent), when they are diagnosed with a serious illness (19
percent), when they get married (17 percent), and when they have children (13 percent). Older adults more
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commonly say that people should write down who they want to make decisions for them when they retire,
while younger people more commonly say it should be done when they turn 18.
Figure 28

Majorities Under 65 Say People Should Designate Medical Care
Proxy Earlier in Adulthood
When do you think someone should first write something down about who will make decisions about their medical care
if they can no longer make them on their own?
When they turn 18
When they have children
When they are diagnosed with a serious illness
Total

28%

When they get married
When they retire

17%

13%

19%

19%

By Age

18-29

34%

30-49

34%

50-64
65 or older

20%
18%

26%
14%

10%

16%
16%

13%

13%
15%

10%
14%
22%

31%

23%
16%
18%
22%

NOTE: Some other time (Vol.)/Don’t know/Refused not shown.
SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

Focus Group Insights: Participants felt that planning for serious illness is important to do before
someone becomes sick. They noted that conversations during illness were often challenging, wrought
with emotion and difficult trade-offs, or came too late.
“We made some decisions that I regret. But we did it not knowing what his real wishes would have
been. He wasn’t capable of telling us at that point.”

While nearly all say it’s important to have written documents, just a third of the public (34 percent) say they
have a written document that describes their wishes for medical care if they became seriously ill, such as the
types of treatments they would or would not want to receive. Slightly more (41 percent) report having a
document that designates who they would want to make decisions about medical care on their behalf. In
addition, for comparison, a similar share (40 percent) say they have a will that documents how they would like
their money and belongings handled after their death. Perhaps not surprisingly, those who are older are much
more likely to say they have these documents than younger people. For example, two-thirds of those 65 or older
say they have a written document designating a proxy, while just a quarter of those 18 to 29 years old say they
do (24 percent).
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Figure 29

Older Americans More Likely to Have a Will and Written
Documents Outlining Medical Wishes or Designating a Proxy
Percent who say they have a…

…written document
that describes their
wishes for their
medical care
Total

…written document that
names who they want to
make decisions about
their medical care

34%

…will that describes how
they would like their money
and belongings to be
handled after their death

41%

40%

By Age
18-29
30-49
50-64

17%

24%

25%

15%

34%

39%

65 or older

33%

46%

58%

46%
67%

70%

SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

Those with lower levels of income or education are significantly less likely to report having these types of
documents. For example, about a third of adults with a high school education or less (32 percent) say they have
a document naming a person they would like to make decisions about their medical care, compared to 44
percent of those with some college education and 51 percent of those with at least a college education.
Figure 30

Higher-Income and Higher-Educated More Likely to Have a Will
and Documents Outlining Medical Wishes or Designating Proxy
Percent who say they have a…

…written document
that describes their
wishes for their
medical care
Total

…written document that
names who they want to
make decisions about
their medical care

34%

41%

…will that describes how
they would like their money
and belongings to be
handled after their death
40%

By Annual Income
Less than $40,000
$40,000 or more

28%
36%

35%
46%

28%
48%

By Education
High school or Less

Some college
College or more

24%

32%

36%
44%

31%

44%
51%

41%
51%

SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

Whether a person is seriously ill or knows someone who is appears to play a limited role in whether or not they
have these types of documents. Despite their poor health status, older adults who are themselves dealing with
serious illness are somewhat less likely than their peers who are 65 or older to report having such documents.
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While this may seem counter to the expectation that those in poor health would be more likely to have these
documents, this finding is related to the fact that those personally dealing with serious illness themselves
report lower levels of education and income which, as noted above, are both factors that make someone less
likely to have these types of documents. In addition, those who have a loved one who recently died after a
period of serious illness are somewhat more likely than those with no such experience to say they have these
documents.

…describes their
wishes for medical
care

44%

59%

39%

32%

37%

25%

37%

30%

…names who they
want to make
decisions about
their medical care

56

68

47

40

44

35

45

38

Because many of the factors that can influence whether someone has these types of written documents are
inter-related, we conducted a regression analysis to isolate which factors are the strongest predictors of who
reports having either type of document. This analysis found that age is the biggest factor in having these types
of documents. In addition, those with higher levels of education and those who report that their family talked
about death at least occasionally when they were growing up, were more likely to report having either of these
documents, even after controlling for factors such as race/ethnicity, personally being seriously ill or knowing
someone who has died after a period of illness, region, and gender.
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Figure 31

Education, Age, and Discussions of Death Growing Up Are
Strongest Predictors of Having Written Documents
Predicted likelihood of having either a written document describing wishes for medical care or naming someone to make
decisions about medical care, after controlling for other factors:

70%

Average = 44%
48%

54%

50%

49%
37%

33%

32%
25%

NOTE: Model also includes variables for race, region, whether they or a family member has serious illness, gender, and whether a close friend
or family member has died after a period of serious illness.
SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

Among those who have documents either describing their wishes for care or designating a medical proxy, most
say someone helped them prepare the documents. Most often people say it was a lawyer who helped them, and
notably very few report getting help from a doctor or nurse or a staff member at a hospital or clinic. About a
third of those who have such documents (roughly one in ten of the public overall) say they wrote them on their
own.

Someone helped write document

21%

Lawyer helped
Family member helped

25%
13%
4%

15%
5%

Staff member at a hospital or clinic helped

1%

2%

Doctor/Nurse helped
Friend helped
Someone else helped

1%
1%
1%

1%
1%
2%

Wrote document on their own

10%

14%

Note: Multiple answers were accepted for who helped.

Keeping these documents up to date can help avoid questions and confusion when they are put to use. Most of
those who report having such a document, or about a quarter of the public overall (27 percent), say they first
created or have reviewed the document within the past five years, including 13 percent who say they created or
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reviewed the document within the past year. Just 6 percent of the public say they have a document and they’ve
made changes to the document since they first created it.
Figure 32

A Quarter Say They’ve Looked at Document Describing Wishes
for Care Within Past 5 Years; Fewer Have Made Changes to It
Percent who say they created or reviewed
a document that describes their wishes for
medical care if they become seriously ill…

…within the
past year
13%

Do not have such a
document
66%

…1-5 years ago
14%
…6 or more
years ago
6%

Have you made changes to
the document since you
Reviewed
first created it, or not?
and made
changes
6%

Do not have such a
document
66%

Don’t
know/Refused
1%

Reviewed but
didn’t make
changes
12%
Have not
reviewed
document since it
was created
16%

Don’t
know/Refused
1%

SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

These types of documents can be more useful in helping loved ones and medical providers follow a person’s
wishes if others know they exist and where to find them. Large majorities of those with a document (between a
quarter and three in ten of the public overall) say they’ve given it to a spouse, parent, child, or other loved one,
or that they’ve specifically given it to the person designated to make decisions for them. However, relatively few
say they have given the document to a lawyer, and perhaps most importantly, just about three in ten of those
with these types of documents (one in ten of the public overall) say they have given them to a doctor or other
health care provider.
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Figure 33

At Least a Quarter Say They’ve Shared Their Document with
Family Members
Percent who say they have given a copy of this document to each of the following: (percentages based on total)
Written document that names who they
want to make decisions about their care

Written document that describes
their wishes for medical care

A spouse, parent, child
or other loved one

25%

30%

The person they
designated to make
decisions for them*

24%

31%

A lawyer

13%

A doctor or other health
care provider

10%

15%

11%

NOTE: *“The person they designated to make decisions for them” was asked of those who said they had a written document that names who
they want to make decisions about their care.
SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

For the 66 percent of the public that report not having a written document that outlines their wishes for
medical care if they become seriously ill, many say that a number of barriers stand in their way, such as having
too many other things to worry about right now (63 percent), feeling too young or that it’s a long way off (61
percent), they haven’t thought about it (58 percent), or that they don’t want to think about sickness and death
(56 percent). Younger people are more likely than older people to say most of these are reasons they don’t have
a written document outlining their wishes.
Figure 34

Other Priorities, Youth, and Avoidance of Sickness/Death Are
Top Reasons For Not Having a Written Document
AMONG THE 66% OF THE PUBLIC WHO DO NOT HAVE A WRITTEN DOCUMENT THAT DESCRIBES THEIR WISHES FOR
MEDICAL CARE IF THEY BECOME SERIOUSLY ILL: There are different reasons why people may not have their wishes for
medical care written down. For each of the following, please tell me if this is a major reason, a minor reason, or not a
reason why you have not written down your wishes for your medical care if you become seriously ill.

Major reason

Minor reason

Not a reason

There are too many other things
to worry about right now

36%

27%

36%

You’re too young or that’s a
long ways off

32%

29%

38%

You haven’t thought about it

32%

27%

41%

You don’t want to think about
sickness and death

27%

29%

43%

You’re worried you might change
your mind about what you want
You want your doctors to make the
decisions for you when needed

13%
11%

30%
23%

57%
65%

NOTE: Don’t know/Refused responses not shown.
SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)
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Percent who say each of the following was a
reason why they have not written down their wishes for
medical care if they become seriously ill:
There are too many other things to worry about right now

63%

71%

65%

58%

50%

You’re too young or that’s a long ways off

61

80

66

49

34

You haven’t thought about it

58

61

66

51

47

You don’t want to think about sickness and death

56

56

60

60

41

You’re worried you might change your mind about what you want

42

48

45

37

33

You want your doctors to make the decisions for you when needed

34

37

35

30

31

Focus Group Insights: Barriers to planning and writing down wishes include a societal taboo of
discussing death, fear of death, and procrastination.
“I’m not ready to die, I think I’m too young.”
“Nobody wants to be faced with their own mortality.”
“I’ll deal with it tomorrow. The perpetual tomorrow”

Perhaps another barrier that prevents people from creating documents outlining their wishes for medical care
is the feeling that someone else already understands what they would want. More than eight in ten of those
who don’t have a written document describing their medical wishes say they think there is someone who
understands their wishes. However, some (32 percent of those without a written document) say they think that
someone else knows their wishes because they know them well enough to know what they’d want, rather than
because they’ve talked to them about it (31 percent).
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Figure 35

Most Without Written Document Say Someone Understands
Their Wishes, But Not Always Due to Explicit Conversation
AMONG THE 66% OF THE PUBLIC WHO DO NOT HAVE A WRITTEN DOCUMENT THAT DESCRIBES THEIR WISHES FOR
MEDICAL CARE IF THEY BECOME SERIOUSLY ILL: Even if you don’t have it written down, is there someone you think
understands your wishes for your medical care if you become seriously ill, or not?/Do you think that person understands
you wishes because you’ve talked to them about it or because they know you well enough to know what you’d want?

Someone
understands
because you've
talked to them
about it
31%

Some other
reason
(Vol.)/Don’t
know/Refused
1%

There is no one
that
understands
16%

Someone understands
because they know you
well enough to know
what you'd want
32%

Both (Vol.)
19%

SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

Although most of the public says they don’t have a document outlining their wishes or who they would want to
make decisions for them if they were to become seriously ill, many do say they have had a serious conversation
with a spouse, parent, child, or other loved one about a number of different aspects of planning for potentially
becoming seriously ill. More than half say they’ve had a serious conversation with a loved one about who will
make medical decisions if they can no longer do so on their own (62 percent) or about their wishes for medical
care if they become serious ill (54 percent). About half say they have talked with a loved one about who would
help take care of them if they needed help caring for themselves (47 percent). Less frequently reported types of
conversations include what they would need to have a good quality of life while seriously ill (38 percent), how
they would pay for health care and other support they might need if seriously ill (36 percent), and where they
would live if they’re no longer able to live independently (34 percent). However, many still say they have not
had discussions about some of the specific topics experts say are important parts of planning for serious illness.
It’s particularly notable that one of the types of conversations that is less often reported is about finances, the
aspect that may take the most advanced planning and one that ties into several of the other aspects such as
access to housing and support services.
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Figure 36

Many Report Conversations With Loved Ones About Their Own
Medical Care Wishes and Planning For Serious Illness
Percent who say they have ever had a serious conversation with a spouse, parent, child or any other loved one about each
of the following:
Who will make decisions about their medical care if they can no
longer make them on their own

62%

Their wishes for their medical care if they become seriously ill,
such as the types of treatments they do or don’t want to receive

54%

Who will help take care of them if they need help caring for
themselves

47%

What they would need to have a good quality of life if they
become seriously ill

38%

How they will pay for health care and other support they need if
they become seriously ill

36%

Where they will live if they become seriously ill and they're no
longer able to live independently

34%

Have had any such conversation

75%

SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

Generally, older people are more likely than younger adults to report having these types of conversations with
loved ones. Those who are 65 or older who themselves are dealing with serious illness are no more likely than
their peers in better health to say they’ve had these types of conversations with a family member.

Who will make decisions about their
medical care if they can no longer make
them on their own
Their wishes for medical care if seriously
ill

40%

59%

69%

82%

80%

83%

38

46

61

71

70

71

Who will help take care of them if they
need help caring for themselves

31

40

55

65

66

65

What’s needed for a good quality of life if
seriously ill

25

35

43

48

44

48

Where they’ll live if seriously ill

17

29

39

55

54

55

How to pay for health care and other
support if seriously ill

22

32

43

47

38

48
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But, those who have some connection to serious illness, either with a loved one currently facing illness or
knowing someone who died after a period of illness are more likely to say they’ve talked about some of these
things. For example, 58 percent of those who say they have a family member or close friend that died after a
period of serious illness say they have discussed their wishes for medical care if they become seriously ill with a
family member, compared to 43 percent of other adults. In addition, those who say their family talked about
death at least occasionally when they were growing up are more likely to report having at least one of these
types of conversations with family members than those who report talking about death less frequently.

Who will make decisions about
their medical care if they can no
longer make them on their own
Their wishes for medical care if
seriously ill
Who will help take care of them if
they need help caring for
themselves

68%

61%

66%

54%

65%

59%

56

53

58

43

57

50

54

46

50

41

51

43

What’s needed for a good quality
of life if seriously ill

42

37

41

30

43

32

Where they’ll live if seriously ill

41

33

38

26

37

31

How to pay for health care and
other support if seriously ill

42

35

39

29

40

31

A regression analysis shows that the factors most associated with discussing these issues with family members,
are higher levels of education, being older, being female, and having discussed death with family growing up at
least occasionally, even after controlling for race/ethnicity, region, knowing someone who has died after a
period of serious illness, and being personally seriously ill. Age is the most influential factor, even after
considering other personal characteristics.
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Figure 37

Education, Age, Gender, and Discussions of Death Growing Up
Are Strongest Predictors of Discussions with Family
Predicted likelihood of discussing issues related to late life and serious illness with a family member, after controlling for
other factors:
Average = 75%
91%
83%
82%
81%
81%
78%
74%
74%
73%
72%
61%

NOTE: Model also includes variables for race, region, whether they or a family member has serious illness, and whether a close friend or family
member has died after a period of serious illness.
SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

People who report having conversations with family members about preparations for serious illness say they’ve
had such conversations repeatedly, and recently. Experts consider both to be an important part of planning for
serious illness because wishes may change with time or as circumstances change. About half of the public say
they’ve discussed these issues with loved ones more than once, while 17 percent say they’ve only discussed
them once. Most of those who report talking with their family about these issues say they’ve discussed them
within the past year (48 percent of the public overall), particularly those who say their health is fair or poor (59
percent).
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Figure 38

Many Say Conversations With Loved Ones Happened More than
Once and Recently
ASKED OF THE 75% WHO SAY THEY HAVE HAD A SERIOUS CONVERSATION WITH A LOVED ONE ABOUT PLANNING FOR
VARIOUS ASPECTS OF SERIOUS ILLNESS: (percentages based on total)
Are these issues something you talked
about once or have you discussed these
issues on more than one occasion?
Don’t
know/Refused
how many
times
4%

Never had a
serious
conversation
with a loved
one/Don’t
know/Refused
25%
Once
17%

When was the last time you discussed
these issues with a loved one?

Don’t
know/Refused
how many
times
3%
More than
once
54%

Never had a
serious
conversation
with a loved
one/Don’t
know/Refused
25%

Within the
last year
48%

More than 6
years ago
3%

3-5 years ago
6%

1-2 years ago
15%

SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

Doctors and other medical providers can play an important role in helping people fulfill their wishes for
medical care if they become seriously ill, however relatively few say they’ve talked to a medical provider about
who would make decisions for them (23 percent), what sort of medical care they would want (18 percent), or
where they would like to receive care if they became seriously ill (11 percent). Older people and people in fair or
poor health are more likely to report having these types of conversations with a doctor, but still just about half
of older people say they’ve talked about any of these issues.
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Who will make
decisions about their
medical care if they
can no longer make
them on their own

23%

18%

19%

23%

37%

22%

30%

Their wishes for
medical care if
seriously ill

18

9

11

19

34

16

24

Where they would like
to receive care if
seriously ill

11

8

9

11

20

10

17

Focus Group Insights: There are mixed reactions to how involved physicians should be in the
planning process. Some people say they are resistant to talking with their doctors about planning for
serious illness because they don’t want to think about dying while they’re at the doctors’. Others say
they would prefer to get information from doctors that they can take home and consider, while
others are open to conversations with providers they know well.
“Every time I go, [a doctor asks] do you have a do-not-resuscitate? And it makes me feel funny
because I’m at the doctors and I don’t want to think about dying right now, thank you very much.

There are other individuals that can play a role in helping to shape or fulfill an individual’s wishes for medical
care if they become seriously ill, such as a lawyer or financial planner who can help create legal documents or
savings plans and religious or spiritual leaders who can help individuals outline what’s important to them in
sickness and dying. But conversations with these individuals about wishes for medical care are also relatively
rare – 19 percent say they’ve talked with a lawyer or financial planner and 12 percent say they’ve talked with a
religious or spiritual leader.
For those who haven’t had these types of conversations with their family, medical providers, lawyers or
financial planners, or religious leaders, some say they would want to do so. For example, for the 46 percent
who say they haven’t talked with a family member about their wishes for medical care if they become seriously
ill, most say they would want to (34 percent of the public overall). Notably, half the public (51 percent) say they
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have not and do not want to discuss these issues with a lawyer or financial planner, and two-thirds (66 percent)
say the same about discussions with a religious or spiritual leader.
Figure 39

Few Have Talked About Their Wishes for Care With a Doctor,
Lawyer or Spiritual Leader; Some Are Open to It
Percent who say, for each of the following, they…
…have had a serious conversation about their wishes for medical care if they become seriously ill
…have never had a serious conversation but would want to
…have never had a serious conversation and would NOT want to
A spouse, parent, child or
any other loved one

54%

A lawyer or financial
planner

19%

A doctor or other health
care provider

18%

A religious or spiritual
leader

12%

34%

29%

11%

51%

47%

20%

34%

66%

NOTE: Don’t know/Refused responses not shown.
SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

Among family members of older adults with serious illness, most report that their loved one has a document
that describes their wishes for medical care (60 percent) or designates someone to make medical decisions on
their behalf (70 percent). Those whose loved one is at least 80 years old are more likely than those whose
family members are between ages 65-79 to say they have these written documents.
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Figure 40

Most Family Members Report Loved One Has Written Medical
Wishes or Designated a Proxy, More so for Those Who Are Older
AMONG FAMILY MEMBERS OF OLDER ADULTS WITH SERIOUS ILLNESS: Percent who say their loved one has/had a written
document that…
…names/named who they want to make
…describes/described their wishes for medical
decisions about their medical care if they
care if they become seriously ill, such as the
can/could no longer make them on their own
types of treatments they do or don’t/did or didn’t
want to receive
Total

60%

70%

By Age of Seriously Ill person

65-79

80 or older

50%

63%

67%

75%

SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

Family members, for the most part, say that if their loved one has a document describing their wishes for
medical care, they know where to find it if they were to need it (80 percent of those whose family member has a
written document, or 48 percent of all family members of older adults with serious illness). About one in five
say they have referred to this document when making decisions about their family member’s care and nearly all
of those who referred to the document say it was helpful to have (21 percent of family members overall).
Figure 41

Many Family Members Say They Know Where To Find Loved
One’s Written Wishes Document
AMONG FAMILY MEMBERS OF OLDER ADULTS WITH SERIOUS ILLNESS: Percent who say…

…their loved one has/had a written document
that describes/described their wishes for
medical care

60%

…they know where to find the document
describing their family member's wishes for
their medical care if they were to need it

48%

…they have referred to this document in
making decisions about their family member's
medical care

22%

…they found this document helpful in making
decisions about their family member's medical
care

21%

SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

A majority of family members of older people with serious illness say that they have had a serious conversation
about a variety of aspects of planning for late life and poor health. Six in ten family members say they’ve talked
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with their loved one about their wishes for medical care (60 percent), who would make decisions for them
about their medical care if they were no longer able to make them on their own (60 percent), or who would
help take care of them if they were no longer able to care for themselves (60 percent). Over half say they’ve
talked with their family member about what they need to have a good quality of life while sick and where they
would like to live if they can’t live independently (54 percent each). A smaller share, about four in ten, say
they’ve talked to their family member about how they will pay for help with daily tasks or care that isn’t covered
by health insurance (41 percent). It’s notable that here family members are also reporting their loved ones are
talking less about finances than about some of their other expectations about late life and serious illness. Of
course, family members are answering about their conversations with their loved one and it’s possible their
loved one has had a conversation with a different family member.
Figure 42

Family Members Say They Have Talked To Seriously Ill Loved
One About Wishes and Plans
AMONG FAMILY MEMBERS OF OLDER ADULTS WITH SERIOUS ILLNESS: Percent who say they have ever had a serious
conversation with their seriously ill loved one about each of the following:
Who will/would help take care of them if they are no longer
able to care for themselves

60%

Who will/would make decisions about their medical care if
they can no longer make them on their own

60%

Their wishes for their medical care, such as the types of
treatments they do or don't/did or didn't want to receive

60%

What they need/needed to have a good quality of life

54%

Where they will/would live if they are/were no longer able
to live independently

54%

How they will/would pay for help with daily tasks or care
that is/was not covered by health insurance

41%

Have had any such conversation

77%

SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

Focus Group Insights: Family members of those with serious illness say that staying at home is
an attractive option until the reality of the level of care needed becomes apparent.
“She would have stayed at home all the way. She had always said, ‘Don’t ever put me anywhere. I
want to always be at home.’ We’d always agreed to that until we were in that position. I never
thought I would put her anywhere else, ever.”

Most family members of older adults with serious illness say they know or knew exactly what their loved one’s
wishes for medical care are or that they have a pretty good idea. And, for those that say they don’t really know
their loved one’s wishes, eight in ten (83 percent) say that there’s another family member that knows their
wishes better than they do. Writing wishes down and talking about them appears to make a big difference;
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family members whose loved one has a written document outlining their wishes are more than twice as likely to
say they know exactly what their loved one wanted than those without such a document (53 percent versus 23
percent). And, family members who say they talked with their seriously ill loved one about their wishes are
more than three times as likely than others to say they know exactly what their loved one wanted (58 percent
vs. 16 percent). Those family members that are designated as their loved one’s proxy or help their loved one
with daily activities or other types of assistance are also more likely to say they know exactly what their
seriously ill loved one wants for their medical care.
Figure 43

Family Members of Older Adults with Serious Illness More Likely
to Say They Understood Wishes if They Had Documented Wishes
AMONG FAMILY MEMBERS OF OLDER ADULTS WITH SERIOUS ILLNESS:
Percent who say that when it comes to their
loved one’s wishes for medical care, they
know/knew exactly what they want/wanted:
Total
Older adult with serious illness has a written document
describing their wishes for medical care
Does not have such a document

41%
53%

23%

Has talked with their loved one with serious
illness about their wishes for medical care
Has not talked with their loved one

58%
16%

Is their loved one’s proxy
Is not their loved one’s proxy

Personally provides help to their loved one with
serious illness
Does not personally provide help

67%
28%

46%
21%

SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

Focus Group Insights: Family members of those with serious illness appreciate when wishes are
known and steps are taken to plan for serious illness. They expressed frustration when decision
making is left up to them.
“She had living will and power of attorney but you know what it said? Unless it was putting her in a
facility or she was on life support, in other words other than two options, it was up to us to decide.
I’m like, ‘That’s not an answer.’ I think she’s one of those, if you avoid this subject then it’s not going
to happen. That was very frustrating.”

Among individuals and family members of older adults with serious illness, nearly all say their or their loved
ones wishes for their medical care are being very or somewhat closely followed, including more than six in ten
who say they are ‘very closely’ followed. Those who say they have documents outlining their wishes are more
likely to say their wishes are ‘very closely’ followed than those that do not (70 percent versus 54 percent), but
there’s no difference for those who say they’ve talked about them compared to those who say they haven’t
discussed their wishes (65 percent and 60 percent). However, as noted above, those family members who
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haven’t talked with their loved one about their wishes are less familiar with the care they want and therefore
may not be able to accurately describe if their wishes for care are being closely followed.
Figure 44

Older Adults with Serious Illness Who Documented Wishes for
Medical Care More Likely to Say Their Wishes Closely Followed
AMONG THOSE WITH RECENT EXPERIENCE WITH SERIOUS ILLNESS:
Percent who say the wishes for type of medical care
the individual who is/was seriously ill want/wanted
to receive were “very closely” followed:
Total

63%

Older adult with serious illness has a written document
describing their wishes for medical care

Does not have such a document

70%
54%

Has talked with family member about their
wishes for medical care
Has not talked with family member

65%
60%

SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

Most family members of older adults with serious illness (68 percent) say there are rarely or never
disagreements among family members about what sort of medical care their loved one should or shouldn’t
receive, but about one in ten (9 percent) say there are often disagreements, and about two in ten (22 percent)
say there are sometimes disagreements. Those who say their family member has had conversations with them
or has a written document about their wishes are no more likely to say there are frequently disagreements
among family members.

As noted above, just 36 percent of the public say they have personally had a serious conversation with a loved
one about how they would pay for medical care and other needed services if they become seriously ill. While
they may not be talking about this issue, about six in ten of the public say they feel very or somewhat confident
they will have enough income and assets to last throughout their retirement years, even if they become
seriously ill and need long-term support either at home or in a nursing home, but 37 percent are not confident
they will. For those currently in or near their retirement years – those 65 or older – 74 percent feel confident
they have enough income and assets for retirement, even if they become sick. And, for many older adults, this
confidence may not be misplaced; more than six in ten of adults 65 or older are estimated to be financially
secure, however this security declines for the oldest adults (75 or older), and still many are estimated to have
more tenuous financial circumstances.5
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Figure 45

Many Are Confident of Finances in Retirement, But About a
Third Are Less Sure
Overall, how confident are you that you will have enough income and assets to last throughout your retirement years,
even if you become seriously ill and need long-term support either at home or in a nursing home? Are you…
Very confident
Total

Somewhat confident

24%

Not too confident

38%

Not at all confident

21%

16%

By Age

18-29

30-49

50-64

27%

38%

21%

36%

18%

65 or older

19%

39%

33%

15%

23%

19%

22%

20%

41%

16%

9%

NOTE: Don’t know/Refused responses not shown.
SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

A striking 62 percent of those in fair or poor health and 52 percent of those making less than $40,000 annually
say they’re not confident they’ll have enough income and assets to last through retirement. Looking specifically
at those age 65 or older, roughly four in ten of those in fair or poor health or of those with annual incomes of
less than $40,000 say they are not confident they will have enough income and assets to last throughout their
retirement.
Figure 46

Those with Poorer Health or Lower-Incomes More Likely to Not
Be Confident They Will Have Enough to Last Through Retirement
Percent who say they are not confident that they will have enough income and assets to last through their
retirement years:
65 or older

TOTAL
By Health Status
Excellent/Very
good/Good

31%

19%

62%

Fair/Poor

44%

By Annual Income
Less than $40,000

$40,000 or more

52%

30%

36%

15%

SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

Even while many are confident they will have the income and assets to last through retirement in the event of
illness, many say they are worried that if they were to become seriously ill when they are older they will have
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trouble affording needed medical care (65 percent), not be able to continue living where they want to (59
percent), have trouble affording support services (56 percent), have trouble affording housing (50 percent), or
that they will leave debts to their family when they die (42 percent). Younger adults are particularly worried
about these issues.
Figure 47

Majorities Worry About Affording Care, Housing Situation When
They Become Older
How worried are you that if you were to become seriously ill when you’re older you will…
Very worried

Somewhat worried

…have trouble affording the medical care you need

Not too worried
34%

…not be able to continue living where you want to

26%

…have trouble affording the support services you may
need, such as someone to help prepare meals and do
household chores

24%

…have trouble affording housing

26%

…leave debts to your family when you die

24%

Not at all worried

31%

17%

32%

32%

24%

18%

17%

21%

20%

23%

20%

23%

23%

26%

35%

NOTE: Don’t know/Refused responses not shown.
SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

Figure 48

More Younger Adults Are Worried About a Number of Issues If
They Were to Become Seriously Ill When They Are Older
Percent who say they are “very” or “somewhat” worried that if they were to become seriously ill when they’re
older they will…
65 or older
18-64
…have trouble affording the
medical care they need

69%

50%

…not be able to continue living
where they want to

62%

47%

…have trouble affording the
support services they may need

58%

46%

…have trouble affording housing

55%

…leave debts to their family
when they die

45%

32%

27%

SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)
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Some people 50 and older report taking a variety of actions to plan for their own needs as they age, such as
setting aside money that could be used to pay for ongoing living assistance (43 percent), looking for
information about aging issues and the types of care available to people as they age (35 percent), modifying
their home to make it easier to live in as they grow older (33 percent), or moving or making plans to move to a
place designed for older adults (10 percent).
Figure 49

Some Age 50 and Older Have Taken Steps To Plan For Their
Needs as They Age
AMONG THOSE 50 YEARS OF AGE OR OLDER: Percent who say they have taken each of the following actions to plan for
their own needs as they age:

Set aside money that could be used to pay for ongoing living assistance
expenses including nursing home care, a senior community, or care from
a home healthcare aide

43%

Looked for information about aging issues and the types of care
available to people as they age

35%

Modified your home in any way to make it easier to live in as you grow
older

33%

Moved or made plans to move to a community or facility designed for
older adults

10%

SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

In addition, about half of those who have not yet retired (53 percent) say they are currently saving for
retirement. Adults under 30 are much less likely to say they are saving (39 percent), but majorities of those 30
to 49 (59 percent) and 50-64 (57 percent) say they are, as well as about half (49 percent) of those 65 or older
who are not already retired.

…Set aside money that could be used to pay for ongoing living assistance
expenses
…Looked for information about aging issues and the types of care available to
people as they age
…Modified your home in any way to make it easier to live in as you grow older
…Moved or made plans to move to a community or facility designed for older
adults
…Currently saving for retirement
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36%

52%
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--

28

43

---

---

28
7

40
13

39

59

57

49

49

Other surveys have shown that much of the public expects to rely on Medicare when they get older.6 However,
there are misconceptions about what Medicare does and does not cover that can leave people ill prepared to
handle expenses they have to pay out of pocket. Many are correctly aware that Medicare covers medical
equipment, such as wheelchairs and other assistive devices (65 percent), care to those in their final stages of
life (52 percent), and doctors’ discussions with patients about end-of-life care (44 percent). However, about
three in ten incorrectly say Medicare covers ongoing support services at home, such as someone to help
prepare meals and do household chores, or that it covers long-term care in a nursing home. Four in ten
incorrectly say it covers transportation to and from medical appointments for those who can no longer drive.
About two in ten incorrectly say Medicare covers care that focuses on the spiritual and emotional aspects of
living with a serious illness for those who are expected to live a year or more.
Figure 50

Gaps In Knowledge About What Services Medicare Covers
Says Medicare pays for

Says Medicare does not pay for

As far as you know, does Medicare pay for…?
Correct response
…medical equipment

65%

…care to those in their final states
of life

…doctors to discuss end-of-life care
with their patients

…care focused on the spiritual and
emotional aspects of being seriously ill
for those expected to live a year or more
…ongoing support services at home

52%
44%

49%
41%

…long-term care in a nursing home

37%

…transportation to and from medical
appointments

34%

Incorrect response
15%

Percent that don’t
know/refused
18%

20%

27%

25%

17%

29%

33%

31%

27%

31%

30%

41%

25%

NOTE: Items asked of half samples. “Depends (Vol.)” not shown. Question wording abbreviated. See topline for full question wording.
SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)
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To better understand how views of and experiences with serious illness vary across race/ethnicity, the following
section highlights some of the areas where attitudes and experiences diverge for black, Hispanic, and white
adults. However, in many areas, there are few differences across these racial and ethnic groups.7

Across races, nearly everyone thinks it is important to have documents describing wishes for medical care and
designating someone to make decisions on one’s behalf. But there is less agreement on when the best time to
complete these documents is in adulthood. Black adults skew towards believing people should name a health
care proxy in their younger years – 35 percent of people who are black say it should be when a person turns 18
and another 23 percent of people who are black say it should be when they get married. On the other hand,
over a third of Hispanic adults (36 percent) say that a person should first write something down about who
they would want to make decisions for them when they are diagnosed with a serious illness. Interestingly,
Hispanic adults who are in fair or poor health (51 percent), female (44 percent), or have lower-incomes
(earning less than $40,000 per year) (43 percent) are more likely than other Hispanic adults to say it should be
done when a person is diagnosed with a serious illness.
Figure 51

Hispanics More Likely Than Others To Say Designating Medical
Care Proxy Should Happen At Diagnosis
When do you think someone should first write something down about who will make decisions about their medical care
if they can no longer make them on their own?
When they turn 18
When they have children
When they are diagnosed with a serious illness
Total

When they get married
When they retire

28%

17%

13%

27%

18%

14%

19%

19%

By Race/Ethnicity
White

Black

Hispanic

35%

27%

23%

11%

13%

22%

10%

10%

15%

13%

16%

36%

NOTE: Some other time (Vol.)/Don’t know/Refused not shown.
SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

Overall, black and Hispanic adults are less likely than white adults to report having documents describing their
wishes or naming a health care proxy, a finding that is at least in part related to the fact that black and Hispanic
adults tend to be younger, have lower levels of education, and have lower incomes than white adults – all
factors, as noted above, that are associated with being less likely to have these types of documents. However,
focusing only on those 65 or older, about half of older Hispanics and more than six in ten older whites say they
have either type of written document, but older blacks are less likely than their white and Hispanic
counterparts in reports of having these types of documents. Just 19 percent of blacks adults ages 65 or older say
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they have a document describing their wishes and about a third (35 percent) have a document naming a health
care proxy.8
Figure 52

Older Black Adults Are Less Likely To Report Having Documented
Wishes
Percent who say they have a written document that…

…describes their wishes for medical
care if they become seriously ill,
such as the types of treatments they
do or don’t want to receive

…names who they want to make
decisions about their medical
care if they can no longer make
them on their own

34%

Total

41%
White
Black
Hispanic

By Age and Race/Ethnicity
40%
All Adults

47%

24%
21%

18-64

31%
25%
19%

65 or older

19%

36%
30%
39%
36%
28%
65%

73%
35%

48%

56%

SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

Reports of which barriers keep people from creating these types of documents are similar across racial and
ethnic groups, except black and Hispanic adults who do not have these documents are more likely than white
adults to express resistance to thinking about sickness and death. Roughly four in ten black and Hispanic
adults say the fact that they ‘don’t want to think about sickness and death’ is a major reason they do not have a
written document, compared to 21 percent of whites.

Percent who say each of the following
was a
why they have not written down their wishes for
medical care if they become seriously ill:
There are too many other things to worry about right now

36%

35%

33%

43%

You’re too young or that’s a long ways off

32

32

26

34

You haven’t thought about it
You don’t want to think about sickness and death
You’re worried you might change your mind about what you want

32
27
13

29
21
10

34
37
20

39
42
14

You want your doctors to make the decisions for you when needed

11

9

10

16

People who are black (77 percent) or Hispanic (76 percent) that do not report having written down their wishes
are somewhat less likely than people who are white (89 percent) to say they think there is someone who
understands their wishes for medical care if they become seriously ill, but still large majorities do.
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White adults are more likely than black and Hispanic adults to report having conversations with their family
about their wishes, about who will make decisions on their behalf, and about who will help take care of them.
Again, these differences are related to demographic differences such as age and income. However, similar
shares of older Hispanics, older whites, and to a somewhat lesser extent, older blacks, report they have had
these types of conversations with family.

Who will make decisions about their
medical care if they can no longer
make them on their own
Wishes for medical care if seriously
ill
Who will help take care of them if
they need help caring for
themselves

62%

67%

54%

51%

63%

82%

48%

86%

48%

76%

54

61

35

41

57

74

34

40

39

72

47

51

42

41

46

66

38

63

38

70

What’s needed for a good quality of
life if seriously ill

38

40

34

36

37

49

35

31

34

57

How to pay for health care and
other support if seriously ill

36

39

31

32

37

47

29

41

29

67

Where they will live if seriously ill

34

36

29

36

30

55

26

44

33

67

Similar shares of people who are white, black and Hispanic report talking with a doctor or other medical
provider, or with a religious or spiritual leader about these issues. However, white adults are more likely to say
they have talked with a lawyer or financial planner (24 percent), than black (11 percent) or Hispanic (9 percent)
adults, in part reflective of whites typically having higher incomes. Looking just at adults 65 or older, more
than a third of older white adults (37 percent) say they have talked to a lawyer or financial planner about their
wishes, compared to just 18 percent of older black adults and 5 percent of older Hispanic adults.

Serious Illness in Late Life: The Public’s Views and Experiences

53

Doctor or other health care provider about wishes for medical care, who will make
medical decisions, or where to receive care if seriously ill
Lawyer or financial planner about wishes for medical care if seriously ill
Religious or spiritual leader about wishes for medical care if seriously ill

30%

33%

29%

24
12

11
12

9
13

When black and Hispanic family members of those with serious illness are asked if their loved one has a
document outlining their wishes for medical care or designating a proxy, they are much less likely than family
members who are white to report that they do.
Figure 53

Majority of Family Members Report Loved One Has Written
Medical Wishes or Designated a Proxy
AMONG FAMILY MEMBERS OF OLDER ADULTS WITH SERIOUS ILLNESS: Percent who say their loved one has/had a written
document that…
…names/named who they want to make
…describes/described their wishes for medical
decisions about their medical care if they
care if they become seriously ill, such as the
can/could no longer make them on their own
types of treatments they do or don’t/did or didn’t
want to receive
Total

60%

70%

By Race/Ethnicity

White

Black

Hispanic

65%

38%

41%

76%

48%

49%

SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

A number of different findings from the survey point to some of the financial issues Hispanic adults are having
or are worried about when it comes to aging and serious illness. People who are Hispanic are more likely than
white or black adults to report being worried about facing challenges when they are older such as affording
medical care or support, housing issues, or leaving debts to their family. For example, three quarters of
Hispanic adults (77 percent) are worried about having trouble affording medical care if they become seriously
ill, compared to 64 percent of white adults and 62 percent of black adults. Younger Hispanics are particularly
worried about not being able to continue living where they want, having trouble affording housing, and leaving
debts to their family when they die.
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…Have trouble affording the medical care they need
…Have trouble affording the support services they may need, such as someone to help
prepare meals and do household chores
…Not be able to continue living where they want to

64%

62%

77%

55

51

67

57

54

72

…Have trouble affording housing

45

54

69

…Leave debts to their family when they die

37

40

63

In addition, nearly half of Hispanic adults (46 percent) say they are not confident they will have enough income
and assets to last throughout retirement if they end up needing long-term support, compared to a third of
whites (35 percent) and blacks (32 percent), again related to underlying demographic differences between
groups. However, there are no differences across race/ethnicity among older adults. Similar shares of black (24
percent), Hispanic (21 percent) and white (24 percent) adults 65 or older say they are not confident they will
have enough income and assets to last throughout retirement, even if they end up needing long-term support.
Figure 54

About Half of Hispanics Are Not Confident They’ll Have Enough
to Last Through Retirement; No Differences Among Seniors
Percent who say they are not confident that they will have enough income and assets to last throughout their retirement
years, even if they become seriously ill and need long-term support either at home or in a nursing home:

Total

37%
White

By Age and Race/Ethnicity

Black

Hispanic

35%
32%

All Adults

46%

39%
34%

18-64

48%

65 or older

24%
24%
21%

SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

Hispanics 50 or older are less likely than their counterparts who are white and black to say they are taking
steps to plan for their own financial needs as they age. A quarter of Hispanics age 50 or older (24 percent) say
they have set aside money that could be used to pay for ongoing living assistance expenses, while a third of
older blacks (36 percent) and nearly half of older whites (46 percent) say they have. In addition, just a third of
Hispanics who are not yet retired say they are saving for retirement (32 percent), compared to half of black
adults (49 percent) and six in ten white adults (60 percent) who are not yet retired.
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Figure 55

Across Race, Some Age 50 and Older Have Taken Steps To Plan
For Their Needs as They Age
AMONG THOSE 50 YEARS OF AGE OR OLDER: Percent who say they have taken each of the following actions to plan for
their own needs as they age:

White
Set aside money that could be
used to pay for ongoing living
assistance expenses

46%

Looked for information about aging
issues and the types of care
available to people as they age

36%

Modified your home in any
way to make it easier to live in
as you grow older

34%

Moved or made plans to move
to a community or facility
designed for older adults

Black

Hispanic

36%

24%

35%

25%

29%

10%

39%

9%

10%

SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

Hispanic adults with personal experience with serious illness, either themselves or a family member, are
somewhat more likely than white or black adults to say it was difficult to get the help needed with everyday
activities and that they did not get the help they needed due to cost.
Figure 56

Larger Share of Hispanics than Whites, Blacks Say the Seriously
Ill Struggled to Get the Help They Needed with Daily Activities
AMONG THOSE WITH RECENT EXPERIENCE WITH SERIOUS ILLNESS: Percent who say…

26%

…it is/was difficult for the
individual with serious illness to
get the help they need/they
needed with everyday activities

White

21%

Black
36%

…that, in the past year/in the year
before they died, there was a
time the individual with serious
illness did not get the help they
needed with everyday activities
because of cost

Hispanic

14%
19%
24%

SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

Hispanic adults with personal experience with serious illness, either themselves or a family member, are also
more likely to say they have specifically had trouble paying for medical care. They are more likely than whites
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and blacks to say they had trouble paying for medications in the past year, or in the year before they died (28
percent versus 18 percent and 19 percent, respectively). Hispanic adults with serious illness experience also say
more often than whites that the seriously ill person had trouble paying for medical treatment or tests in the
past year, or in the year before they died (23 percent versus 15 percent). However, in terms of finding or paying
for support services, there are no significant differences.
Figure 57

Hispanics More Often Say Paying For Medical Tests and
Medications Was a Problem
AMONG THOSE WITH RECENT EXPERIENCE WITH SERIOUS ILLNESS: Percent who say the individual who is/was seriously
ill had a problem with each of the following in the past year/the year before they died:

15%
Paying for medical tests or treatments

White
Black

21%

Hispanic
23%

18%

Paying for medications

19%
28%

SOURCE: Kaiser Family Foundation Serious Illness in Late Life Survey (conducted May 4-July 12, 2017)

The U.S. population is aging, and with that shift comes new challenges in meeting the needs of older adults
with serious health needs. This comprehensive, large-scale survey helps illuminate what some of these
challenges are and provides insight into the perspectives of the public at large as well as of older adults
personally facing serious illness and their family members about how they view care in the U.S., steps they’ve
taken to plan for becoming seriously ill in later life, and their current experiences with care and support for
those with serious illness. In general, the public is largely aware of some of the issues that arise with serious
illness in late life, but many haven’t taken tangible steps to prepare for these issues affecting them personally.
Older adults with serious illness report facing a variety of challenges and some say they need help more often
than they are getting. In general, most of those with recent experience with serious illness have positive
impressions of the care they’re getting, while the public at large has more negative views about how well the
U.S. health care system does in providing care for people with serious health needs. Having documents
outlining wishes for medical care seems to make some difference in helping family members know what types
of care a loved one wants and in having their wishes closely followed. Views of and experiences with these
issues vary across age and race/ethnicity, with older people typically being more likely to have taken steps to
plan. However, older black adults come behind their Hispanic and white counterparts in having documents
describing their wishes. In addition, Hispanics overall are more apt to report financial challenges and
uncertainty about late life and serious illness than black and white adults. These findings help identify for
policymakers, those who care for older adults, and the public at large, what gaps remain in terms of the care
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older adults with serious illness are receiving as well as the public’s overall preparedness for their own potential
illness, and future surveys can assess how these have changed over time.
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The Kaiser Family Foundation Serious Illness in Late Life Survey was conducted by telephone May 4 – July 12,
2017, among a representative, random national sample of 2,040 adults age 18 and over, living in the United
States, including Alaska and Hawaii (Note: persons without a telephone could not be included in the random
selection process). Computer assisted interviews conducted by landline (n=677) and cell phone (n=1,363,
including 798 who had no landline telephone) were carried out in English and Spanish by SSRS. The survey
was designed and analyzed by public opinion researchers at the Kaiser Family Foundation, and was funded
through a grant from the Gordon and Betty Moore Foundation.
In order to better understand how those with serious illness are faring and what challenges they face in
accessing and affording care and support services, the full sample includes additional interviews with people
who have experience with serious illness, either personally or with a family member (commonly referred to as
an “oversample”).
Individuals were classified as being seriously ill if they met each of the following criteria:
1)

they were 65 or older,

2)

they said they had functional limitations due to a health or memory problem such as difficulty
preparing meals, shopping for groceries, taking medications, getting across a room, eating,
dressing, bathing, or using the toilet,

3)

they said they have been diagnosed with at least one of the following conditions: diabetes or
high blood sugar; asthma, lung disease, emphysema, or COPD; heart disease or had a stroke;
cancer, not including skin cancer; Alzheimer’s disease, dementia or memory loss; depression,
anxiety or other serious mental health problems; or, chronic kidney disease or kidney failure.

Individuals qualified as a family member of someone with serious illness if their loved one currently met the
criteria above or if they did so before they died within the past two years. In order to be included, family
members also must have said they knew at least something about their family member’s medical care. The
exact wording of the screening questions for each qualifying group can be found in the Topline and
Methodology.
In total, the survey included 998 interviews with people who met the above definition of having experience
with serious illness, including 183 interviews with older adults who are personally seriously ill, 494 with family
members of older adults currently living with serious illness, and 321 with family members of older adults who
died after a period of serious illness. To ensure there were enough respondents to capture the views and
situations of adults who are black or Hispanic who have experience with serious illness, the total sample
included 278 blacks with serious illness experience and 282 Hispanics with serious illness experience (in
addition to 109 blacks and 119 Hispanics without serious illness experience). Results for all groups have been
adjusted to reflect their actual national distribution (See weighting description below).
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The SSRS Omnibus survey (detailed below) estimates that less than 20 percent of adults in the U.S. qualify
under this survey’s definition of experience with serious illness. To oversample those with experience with
serious illness, particularly those who are black or Hispanic, the sample plan consisted of three elements:
1)

Cell and Landline Phone Random Digit Dialing (RDD) (n=1,444). The dual frame
landline and cellular phone sample was generated by Marketing Systems Group (MSG) using
RDD procedures. This included 148 respondents reached by cell phone or landline within
Census blocks with an estimated larger share of black or Hispanic people and 34 respondents
reached by landline where directory listings indicated one household member at least has a
distinctive Hispanic last name. To randomly select a household member for the landline
samples, respondents were selected by asking for the youngest or oldest adult male or female
currently at home based on a random rotation. If no one of that gender was available,
interviewers asked to speak with the youngest or oldest adult of the opposite gender. For the cell
phone sample, interviews were conducted with the adult who answered the phone.

2)

Pre-screened Respondents Previously Completing Interviews on the SSRS
Omnibus Survey (n=288). Weekly, RDD landline and cellular phone surveys of the general
public were used to identify respondents who qualified as having experience with serious illness.
Individuals who had previously indicated on the SSRS omnibus survey that they fit the eligibility
criteria for this group were re-contacted and re-screened for this survey.

3)

Respondents Previously Completing Interviews on the SSRS Omnibus Survey
(n=308). Individuals who had previously indicated on the SSRS omnibus survey that they were
black or Hispanic and were 50 or older were re-contacted, as they were generally more likely to
be either personally ill themselves or have a family member who is or was before they died. A
small sample of blacks or Hispanics 40-49 years old was also included.

A multi-stage weighting process was applied to ensure an accurate representation of the national adult
population. The first stage of weighting involved corrections for sample design, including a correction for the
oversampling of telephone exchanges known to have higher incidences of blacks and Hispanics, the likelihood
of non-response for the re-contacted samples, and an adjustment to account for the fact that respondents with
both a landline and cell phone have a higher probability of selection. The second weighting stage was
conducted separately for those with serious illness experience and those without. There are no known
administrative data available for creating demographic weighting parameters for those with experience with
serious illness as defined by this survey. Therefore, demographic benchmarks were derived by compiling a
sample of all respondents interviewed on the SSRS Omnibus survey between March 22, 2017 and May 28, 2017
(N=14,275) and weighting this sample to match the national adult population based on the 2016 U.S. Census
Current Population Survey March Supplement parameters for age, gender, education, race/ethnicity, region,
phone status, and population density. This sample was then filtered for respondents qualifying for as having
experience with serious illness (N=2,479) and those who do not (11,796) and the weighted demographics of
these groups were used as post-stratification weighting parameters for each group in the total sample
(including age by gender, education, race/ethnicity, region, population density, marital status, phone status,
and serious illness status (personally seriously ill, living family member, deceased family member, or no recent
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experience with serious illness). In the final weighting stage, each group (those with experience with serious
illness and all others) was weighted to reflect its actual share in the U.S. adult population. All statistical tests of
significance account for the effect of weighting.
The margin of sampling error including the design effect for the full sample is plus or minus 3 percentage
points. Numbers of respondents and margins of sampling error for key subgroups are shown in the table below.
For results based on other subgroups, the margin of sampling error may be higher. Sample sizes and margins
of sampling error for other subgroups are available by request. Note that sampling error is only one of many
potential sources of error in this or any other public opinion poll. Kaiser Family Foundation public opinion and
survey research is a charter member of the Transparency Initiative of the American Association for Public
Opinion Research.
Group
Total

N

Margin of Sampling Error

2040

±3 percentage points

18-29

261

±7 percentage points

30-49

407

±6 percentage points

50-64

663

±5 percentage points

65 or older

706

±5 percentage points

White

1140

±3 percentage points

Black

387

±9 percentage points

Hispanic

401

±9 percentage points

Recent experience with serious illness (NET)

998

±4 percentage points

Personally seriously ill and age 65 or older

183

±11 percentage points

Family members of adults 65 or older with serious illness

815

±5 percentage points

Age

Race/Ethnicity

Serious Illness

The full poll results are representative of the U.S. adult population, including people of all races. The reported
results focus on the total sample, reflective of all adult people in the U.S., as well as people who are white,
black, and Hispanic. While the responses for some smaller groups of the U.S. population, for example, AsianAmericans and people of mixed race, are counted in the “total” poll responses, because adults in this poll were
sampled randomly, the number of respondents who identify as Asian or as mixed race was too small to report
separately, since the margin of sampling error around any poll result would be so large that the result would be
unreliable and potentially misleading.
This questionnaire was administered with the exact questions in the exact order as appears in the Topline and
Methodology. For the questions about a person’s experience with serious illness, those personally seriously ill
or those with living family members with serious illness were asked questions in the present tense. Those
family members whose seriously ill loved one is deceased were asked questions in the past tense. In addition,
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those personally seriously ill were asked directly about their experience, while family members were asked to
answer most questions about their loved one’s experience being seriously ill.

FOCUS GROUP METHODOLOGY
As part of this project, the Kaiser Family Foundation conducted focus groups to learn more about those living
with serious illness from their family members, including their experiences with treatment, access to services,
and planning for care and support. The groups were conducted in Kansas City, MO on February 28, 2017 and
Chattanooga, TN on March 23, 2017. Two two-hour groups were conducted in English in each location for a
total of four groups with 9 participants each.
In Kansas City, Q & A Research recruited and hosted the groups. In Chattanooga, Wilkins Research Services
recruited and hosted the groups. The screener questionnaire and discussion guides were developed by
researchers at the Kaiser Family Foundation. Groups were audio and video recorded with respondents’
permission. This work was paid for by the Gordon and Betty Moore Foundation.
To qualify for the group, individuals must have said they have a family member who:
1)

is 65 or older

2)

because of a health or memory problem, has difficulty completing basic activities like shopping,
preparing meals, taking medication, getting across a room, dressing, bathing, or using the toilet.

3)

is receiving medical treatment for at least one of the following conditions: cancer (not including skin
cancer), Alzheimer’s disease, dementia, or memory loss, diabetes or high blood sugar, asthma, lung
disease, or emphysema, heart disease or stroke, depression, anxiety or other mental health problems, or
chronic kidney disease or kidney failure.

4)

is currently living through or recently deceased after a period of illness.

In each location, one group was conducted with family members whose loved one was still living and one group
was conducted with family members whose loved one is deceased. Each participant was given $100 after
participating.
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There are a number of challenges in getting people who are personally seriously ill to take a telephone survey, so while this survey is
nationally representative overall, it represents those who are non-institutionalized, well enough to answer the phone, and mentally
competent.
5

The Sightlines Project, Stanford Center on Longevity, Financial Security Index, as of August 29, 2017
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7

While black, Hispanic, and white adults are analyzed separately, it is important to note that the survey includes people of other racial
and ethnic groups as well. However, due to the relatively small proportion of the population of these other groups (for example, Asians),
it is not possible to analyze their responses separately.
8

Note, because the sample design includes an oversample of adults with experience with serious illness, including blacks and Hispanics
with this type of experience, the margin of sampling error is particularly high for blacks and Hispanics age 65 or older.
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