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BSTRACT

 

Background 

 

In addition to medical care, dying
patients often need many types of assistance, in-
cluding help with transportation, nursing care, home-
making services, and personal care. We interviewed
terminally ill adults and their care givers in six ran-
domly selected areas of the United States (five met-
ropolitan areas and one rural county) to determine
how their needs for assistance were met and the fre-
quency with which they received such assistance
from family members and paid and volunteer care
givers.

 

Methods

 

The patients, whose physicians estimat-
ed them to have less than six months to live and who
had clinically significant illness other than human
immunodeficiency virus infection or the acquired
immunodeficiency syndrome, were referred to the
study by their physicians. Of the 1131 eligible pa-
tients, 988 (87.4 percent) consented to a detailed in-
person interview conducted in English, as did 893 of
the 915 eligible primary care givers (97.6 percent).

 

Results

 

Of the 988 terminally ill patients, 59.4 per-
cent were over the age of 65 years, and 51.5 percent
were women. The most frequent terminal illness
was cancer (in 51.8 percent of the patients), followed
by heart disease (18.0 percent) and chronic obstruc-
tive pulmonary disease (10.9 percent). Four percent
of the patients were in an institution, such as a nursing
home, residential hospice, or hospital; the rest were
living in a private residence. A need for assistance
was reported by 86.8 percent of the patients; they re-
quired help with transportation (reported by 62.0
percent), homemaking services (55.2 percent), nurs-
ing care (28.7 percent), and personal care (26.0 per-
cent). Of the care givers, 72.1 percent were women.
Primary care givers were family members in 96.0 per-
cent of cases; only 4.0 percent were unrelated. Most
patients relied completely on family members and
friends for assistance. A total of 15.5 percent of pa-
tients relied only on paid assistance for more than half
of the types of care that they needed. Volunteers (that
is, unpaid helpers who were not family members or
friends) provided less than 3 percent of all care.

 

Conclusions

 

In our survey of terminally ill patients,
family members, usually women, provided the ma-
jority of assistance with nonmedical care. Although
many people received assistance from paid care
givers, very few had assistance from volunteers.
(N Engl J Med 1999;341:956-63.)
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YING patients frequently have important
and wide-ranging needs for assistance in
addition to the medical care received from
physicians and hospitals. Previous studies

have documented that a majority of terminally ill pa-
tients require assistance, including home nursing care,
help with transportation, homemaking services, and
personal care; that many have unmet needs for care;
and that the families of dying patients take on sub-
stantial burdens in caring for them.

 

1-10

 

 Little is known,
however, about the patterns of assistance to termi-
nally ill patients. We do not know what components
of the need for care are met by family members, paid
care givers, or others.

Almost all the studies of this issue were conducted
more than a decade ago, before the recent concerted
efforts to reduce rates of hospitalization and lengths
of stay.

 

1-5,7,8 

 

These efforts may have markedly affected
patients’ needs for care and their arrangements to
obtain assistance. Furthermore, previous studies have
focused on patients with cancer or dementia,

 

3-7,9,11

 

 and
their results may not be generalizable to terminally
ill patients with heart disease, chronic obstructive
pulmonary disease, and other illnesses. Finally, there
has been little understanding of any disparities, in-
cluding geographic variations, in the need for and
provision of assistance to terminally ill patients. We
interviewed terminally ill adults and their care givers
to determine how needs for nonmedical care were
being met.

 

METHODS

 

Study Sample

 

Overall Strategy

 

Two choices guide recruitment for any study of terminally ill
patients: first, whether to recruit through hospitals or outpatient
settings such as physicians’ offices, and second, whether to use

D
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formal criteria to determine that patients have a terminal illness,
such as the Acute Physiology and Chronic Health Evaluation
(APACHE III),

 

12

 

 or to rely on physicians’ clinical assessments. The
Study to Understand Prognoses and Preferences for Outcomes
and Risks of Treatment (SUPPORT), a study of seriously ill pa-
tients, recruited subjects through five hospitals who met explicit
criteria.

 

13 

 

Since many terminally ill patients are no longer hospital-
ized, we recruited participants through physicians’ offices. In rou-
tine clinical practice — for example, in referring patients to a hos-
pice — formal criteria for life expectancy are not used, and
SUPPORT found that physicians’ estimates of their patients’ surviv-
al were almost as accurate as APACHE III scores

 

14

 

; we therefore
used the physicians’ judgments of whether patients were terminally
ill (defined as having an expected survival of less than six months).

 

Selection of Sites

 

Within each of the four regions defined by the U.S. Census, we
classified metropolitan statistical areas as having high (»20 per-
cent) or low (<20 percent) proportions of the population en-
rolled in health maintenance organizations. We randomly selected
four metropolitan statistical areas — one in each region — that
had high managed-care penetration, as well as one metropolitan
statistical area with low managed-care penetration and one rural
county. The six sites were Birmingham, Alabama; Brooklyn, New
York; Mesa County, Colorado; St. Louis; Tucson, Arizona; and
Worcester, Massachusetts.

 

Identification of Physicians

 

Within each metropolitan statistical area, we obtained lists of
physicians from state boards of medical registration and state
medical societies and membership lists from the American Soci-
ety of Clinical Oncology, the American College of Cardiology,
the American Gastroenterological Association, and the American
College of Chest Physicians. Physicians were randomly selected
and mailed a letter requesting that they identify patients who had,
in their opinion, a serious illness other than human immunodefi-
ciency virus (HIV) infection or the acquired immunodeficiency
syndrome (AIDS) and who were likely to live for six months or
less. The letter indicated that the purpose of the study was to
“learn about how [patients with serious illness] experience health
care.” The letter was followed by personal telephone calls to the
physicians. It was up to the physicians whether or not to contact
patients about the study before forwarding information to the in-
vestigators. A total of 383 physicians referred patients.

 

Identification and Recruitment of Patients

 

No patient or care giver was paid to participate. Patients were
eligible to participate if they had any clinically significant illness
excluding HIV infection or AIDS, had a predicted survival of less
than six months (as estimated by their physicians), spoke English,
had no hearing difficulty, and were competent to arrange an in-
terview time and place and to sign a consent form. Patients could
be hospitalized or reside in a nursing home, residential hospice,
or other facility or could be living at home. The patients identi-
fied by their physicians were sent a letter explaining the study and
a postage-paid “opt-out” card. The letter stated that the purpose
of the study was to understand patients’ perspective on their ex-
perience of illness and the health care that they have received. If
the opt-out card was not returned, patients were contacted to ar-
range for an in-person interview at a site and time of their choosing.
Physicians identified 1472 patients, but 341 were ineligible (194
died, 116 had become mentally incapacitated, and 31 did not speak
English or had hearing impairments). Of the 1131 eligible pa-
tients, 119 declined to participate, 24 could not be located, and
988 were interviewed (response rate, 87.4 percent).

 

Identification and Recruitment of Care Givers

 

Patients were asked to identify their primary care giver, defined
as the person who provided them with the most assistance. Care

givers were ineligible if they could not speak English, if they had
hearing impairments, or if they were not competent to arrange an
interview and sign a consent form. Of the 988 patients, 70 had no
care givers, and 3 had care givers who did not speak English. Of
the 915 eligible care givers, 22 declined to participate. The remain-
ing 893 care givers were interviewed (response rate, 97.6 percent).

 

Survey Development

 

A previously outlined conceptual framework guided us in de-
veloping the survey.

 

15

 

 Using a literature search and information
obtained through meetings with 15 focus groups and 6 in-depth
interviews conducted by the Center for Survey Research in Bos-
ton, we developed the survey instruments in conjunction with the
National Opinion Research Center (NORC) in Chicago. The com-
prehensibility and reliability of the survey instrument were pre-
tested with 18 patients and 15 care givers in Cleveland and Dallas.
The final survey instrument was reviewed by an expert panel.

The survey for patients contained 135 questions covering the
following: symptoms; social support; communication with health
care providers; spirituality; need for assistance; plans for end-of-
life care; economic burden of health care; sociodemographic
characteristics; views of and plans for euthanasia and physician-
assisted suicide; and stress induced by the interview. The survey
for care givers contained 118 questions and covered the same
general areas.

Survey questions on symptoms were adapted from the Wiscon-
sin Brief Pain Inventory,

 

16 

 

the Medical Outcomes Survey 36-Item
Short-Form Health Survey,

 

17,18

 

 and the Eastern Cooperative On-
cology Group performance measure.

 

19

 

 Questions on social sup-
port were adapted from the Medical Outcomes Survey Social
Support Scale.

 

20

 

 With questions from the studies by Siegel et al.

 

6

 

and Rice et al.

 

21

 

 and SUPPORT,

 

13

 

 patients and care givers were
asked to rate the patient’s need for assistance on a four-point scale
ranging from “none at all” to “a lot” in four areas: transporta-
tion, encompassing assistance with visits to the doctor or hospi-
tal; nursing care, including assistance with taking medicines and
changing bandages for skin care; homemaking, encompassing
help with preparing meals and house cleaning; and personal care,
defined as assistance with such activities of daily living as bathing,
dressing, and eating. We asked questions about the degree of as-
sistance needed in each area, who provided assistance, the use of
home health care agencies or hospice services, and whether addi-
tional assistance was needed. Twenty-four interviewers were spe-
cially trained by the NORC to interview terminally ill patients
and their care givers, and they conducted the in-person inter-
views between March 1996 and March 1997.

 

Approval of the Study

 

The protocol, letters, survey instruments, and consent docu-
ments for patients and care givers were approved by the institu-
tional review boards at the Harvard Medical School and the
Dana–Farber Cancer Institute, as well as by 38 institutional re-
view boards at facilities in the six geographic areas.

 

Statistical Analysis

 

Scores for the four areas of care were summed and rescaled
(from a range of 4 to 16 to a range of 0 to 10). Patients were
classified as having “substantial needs” if they had a total score of
5 or higher. Patients were classified as relying on paid assistance
exclusively for the majority of areas if they reported that they used
paid assistance and did not have family or volunteer assistance in
at least half of the areas in which they required help.

We had two a priori hypotheses. First, women and unmarried
patients would rely more on paid care givers, and second, patients
who were more religious would receive more help from volunteer
care givers. To test hypotheses of association between independ-
ent variables and the need for care, unmet needs, assistance from
family members, and paid assistance, a two-tailed Fisher’s exact test
was used in two-by-two tables. Cochran’s chi-square test and the
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Mantel–Haenszel chi-square test were used to test hypotheses of
association in larger tables in which the outcomes were unordered
(items with no hierarchy) and ordered (items with a hierarchy,
such as income), respectively. To identify independent correlates
of dependent variables — such as relying on family members or
paid workers for nonmedical care — we conducted multivariate
logistic-regression analyses. All reported odds ratios are from the
multivariate logistic-regression models.

In the analyses of demographic factors, the independent vari-
ables we examined included sex, age, race or ethnic group, marital
status, income, health insurance (Medicare and Medicaid vs. pri-
vate insurance), and the need for care in the four areas studied.
In the analyses of the effect of the type of disease on the need for
care, the independent variables included the presence or absence
of cancer, heart disease, and chronic obstructive pulmonary dis-
ease, and additional coexisting illnesses and physical functioning.
Geographic variation in rates of hospitalization, levels of need for
assistance in the four areas assessed, use of family and paid care
givers, and use of hospice services or home health care was as-
sessed after adjustment for the type of disease, age, sex, marital

status, race or ethnic group, and household income.

 

22

 

 An F sta-
tistic was used for the joint test for significant differences among
the six geographic areas. Two-sided P values below 0.05 were
considered to indicate statistical significance.

 

RESULTS

 

Characteristics of the Patients

 

The mean age of the 988 terminally ill patients we
interviewed was 66.5 years; 59.4 percent were 65 or
older (Table 1). Men were significantly more likely
than women to be married or living with a partner
(74.4 percent vs. 45.9 percent, P<0.001); 64.8 per-
cent of white patients, 45.2 percent of Hispanic pa-
tients, and 37.0 percent of black patients reported
being married or living with a partner (P=0.001 for
the overall comparison).

The most common types of terminal illness were

 

*Participants in our study were 22 to 109 years of age; the figures for the U.S. population in 1997
include only persons older than 18 years, except for the figures for level of education, which included
only persons older than 25 years. Because of rounding, percentages may not total 100. Data on U.S.
population are from the Bureau of the Census.

 

23

 

 Data on SUPPORT subjects are from Russell Phillips
and Jane Soukup (personal communication). NA denotes not available.

†In SUPPORT, income is recorded as under $11,000 and $11,000 to $25,000. Consequently, the
categories do not precisely match the data from our study or the Census data.
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percentage

 

Sex
Male
Female

48.5
51.5

48.2
51.9

43.7
56.3

53.5
46.5

41.1
58.9

54.6
45.4

Race or ethnic group
White
Black
Hispanic
Other

78.9
13.7
3.2
4.2

75.2
11.2
9.6
4.1

79.4
15.3
3.2
2.1

82.5
12.6
1.7
3.1

84.7
8.0
4.9
2.4

85.0
12.0
1.6
1.4

Education
Eighth grade or less
Some high school
High-school graduate
Some college
College graduate
Graduate training

14.0
18.9
27.4
21.8
11.5
6.3

7.2
11.4
33.4
19.4
21.7
6.9

16.4
28.1
27.7
15.8
6.8
5.2

20.4
19.8
24.6
17.2
11.2
6.7

18.8
15.7
34.3
12.9
12.9
5.4

22.7
27.6
25.4
13.3
6.3
4.7

Religion
Protestant
Catholic
Jewish
Other

61.8
25.4
4.3
8.4

58.0
25.0
2.0

15.0

52.0
27.9
8.5

11.7

61.8
25.3
5.0
8.0

NA
NA
NA
NA

48.4
28.8
13.1
9.7

Household income†
<$15,000
$15,000–$24,999
$25,000–$49,999
»$50,000

38.4
21.1
24.9
15.6

20.3
15.4
30.0
34.3

55.9
20.5
15.2
8.4

41.9
23.1
23.6
11.4

37.8
23.4
24.7
14.1

62.4
23.1
9.0
5.4

Marital status
Married
Widowed
Divorced
Other

59.7
20.3
9.0

10.8

59.6
7.0
9.9

23.5

53.4
20.1
15.2
11.4

57.4
29.6
4.9
8.1

55.6
33.4
6.8
4.2

52.2
32.9
9.7
6.1
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cancer (51.8 percent), heart disease (18.0 percent),
and chronic obstructive pulmonary disease (10.9 per-
cent). Overall, 476 patients had terminal illnesses
other than cancer. Just over half the patients (50.2
percent) reported that they were experiencing a
moderate amount or a lot of pain, 17.5 percent were
bedridden more than 50 percent of the day, 70.9
percent had shortness of breath while walking one
block or less, 35.5 percent had urinary or fecal in-
continence, and 16.8 percent had symptoms of de-
pression. Within the six months before the interview,
66.5 percent of the patients had been hospitalized,
36.8 percent had undergone a surgical procedure,
and 22.3 percent had been admitted to an intensive
care unit (ICU). There was significant geographic
variation in the rates of hospitalization and admis-
sion to an ICU (Table 2). At the time of the interview,
4.0 percent of the patients were in an institutional
setting, such as a nursing home, residential hospice,
or hospital; all the others were in a private residence.
Overall, 34.7 percent were currently receiving hos-
pice care or home health care.

 

Need for Care

 

Overall, 86.8 percent of the terminally ill patients
reported that they required at least some assistance;
62.0 percent required a lot or a moderate amount of
help with transportation, 28.7 percent required nurs-
ing care, 55.2 percent needed help with homemak-
ing, and 26.0 percent needed help with personal care.
Overall, 34.7 percent of the patients had a substantial
need for care. In addition, 18.2 percent of the patients
who required nursing care reported that the need

for additional care was unmet. Of the patients who
needed homemaking services, 23.1 percent reported
that the need for additional assistance was unmet.

 

Providers of Care

 

About three quarters (72.1 percent) of primary care
givers for terminally ill patients were women (Table
3). Wives or partners, daughters, and sisters com-
bined were the care givers in 61.4 percent of the cases.
Most of the relatively unskilled assistance needed

 

*The values shown are the percentages of patients in each geographic area who reported using or needing each type of care. The percentages
have been adjusted for diagnosis (cancer or other illnesses), age (»65 years or <65 years), sex, race or ethnic group, and household income.
For the definition of substantial need for care, see the Methods section. ICU denotes intensive care unit.

†P values are for the F statistic comparison.
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percentage

 

Hospitalized in previous 6 mo 66.5 64.8 65.7 46.7 73.4 56.4 72.7 0.002

Surgical procedure in previous 6 mo 36.8 44.5 36.4 37.2 32.1 32.8 40.7 0.23

ICU stay in previous 6 mo 22.3 23.4 20.9 5.0 20.1 18.2 28.2 0.01

Substantial need for care 34.7 35.3 46.5 18.0 27.1 44.7 30.5 <0.001

Substantial unmet need for care 18.6 17.7 28.5 12.5 14.5 24.2 13.1 0.008

Family assistance for any care need 92.4 98.4 78.8 93.6 91.7 92.0 93.1 <0.001

Paid assistance for a majority of types 
of care needed

15.5 8.1 28.7 17.2 16.5 23.0 10.8 <0.001

Use of home health care or hospice care 34.7 29.9 30.1 40.8 34.1 35.2 35.1 0.67

Use of hospice care or home health care 
by patients who paid for a majority 
of types of care needed

55.3 58.5 42.8 52.7 71.0 55.7 61.2 0.07

*The primary care givers were identified by the terminally
ill patients as the persons who provided them with the most
assistance and care. Because of rounding, percentages may
not total 100.

TABLE 3. PRIMARY CARE GIVERS FOR TERMINALLY ILL 
PATIENTS.*

RELATIONSHIP TO PATIENT

OVERALL

(N=893)
WOMEN

(N=644)
MEN

(N=249)

percentage

Spouse or partner 54.0 37.1 16.9

Child 26.9 19.8 7.1

Sibling 6.1 4.5 1.6

Parent 4.3 3.6 0.7

Child-in-law 1.7 1.6 0.1

Other relative 3.1 2.7 0.4

Friend 3.6 2.6 1.0

Other nonrelative 0.4 0.3 0.1

Total 100.0 72.1 27.9
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with transportation and homemaking was provided
by patients’ family members and friends (Fig. 1). But
even for skilled care, such as nursing, a higher pro-
portion of patients received assistance from family
members and friends than used paid care givers (Fig.
1). For instance, 50.3 percent of patients who need-
ed help with personal care such as bathing received
it from family members and friends alone, whereas
27.9 percent received only paid assistance, 18.2 per-
cent had both help from family members and paid
assistance, and 1.1 percent received volunteer help. A
total of 2.6 percent were not receiving any form of
assistance with personal care. The volunteer help
was frequently provided in addition to family assist-
ance; less than 5 percent of those who needed assist-
ance relied exclusively on volunteers to meet their
need for care.

There were three main patterns of assistance. Most
patients relied completely on family and friends for
assistance; for some, paid assistance supplemented care
provided by family and friends; and others relied ex-
clusively on paid assistance (Fig. 1). For instance,
42.4 percent of patients who needed nursing care
relied exclusively on their family and friends, where-
as 28.3 percent relied on a combination of family,
friends, and paid workers, and 24.2 percent relied ex-
clusively on paid help. Overall, 20.6 percent of pa-

tients who needed care relied exclusively on paid
helpers to provide at least one type of assistance,
with 15.5 percent relying exclusively on paid assist-
ance for help with more than half the types of care
they needed.

For patients using paid help, the vast majority of
providers came from hospice programs or home care
agencies; 72.2 percent of patients who used paid help
for three or four of the areas of assistance received hos-
pice care or home care. Furthermore, patients with
substantial needs for assistance were more likely to
want additional hospice or home care than those
who did not have substantial needs (17.6 percent vs.
10.6 percent, P=0.03), as were patients who had un-
met needs for assistance (22.9 percent vs. 10.1 percent
wanted more such care, P=0.002) and patients who
relied on paid assistance for most of the care they
needed (24.7 percent vs. 11.7 percent, P=0.03).

Disparities in the Provision of Nonmedical Care

In the univariate analyses, terminally ill patients
who were female, black, 65 years of age or older, and
unmarried received significantly less assistance with
nonmedical care from family members and friends
and relied more on paid helpers. For instance, among
the patients who needed nursing care, 64.3 percent
of the women received help from family and friends,

Figure 1. Provision of Assistance with Nonmedical Care to Terminally Ill Patients.
The figure shows the proportions of terminally ill patients who need a specific type of care who receive
such care from family members and friends alone, family members and friends plus paid care givers,
paid care givers alone, or volunteers. Volunteer assistance could be used alone or as a supplement to
other forms of assistance. Percentages do not necessarily total 100 because some patients did not re-
ceive all the assistance they needed. 
With respect to transportation, 0.4 percent of patients did not receive any type of assistance, and vol-
unteer assistance was divided; 1.2 percent supplemented help from family and friends, and 1.5 percent
of patients used only volunteer assistance. For nursing care, 2.9 percent of patients did not receive any
type of assistance; 1.2 percent received volunteer assistance in addition to help from family and friends,
and 1.0 percent received only volunteer assistance. With respect to homemaking, 2.0 percent of pa-
tients did not receive any type of assistance; 1.1 percent had volunteer assistance as a supplement to
help from family and friends, 0.3 percent had volunteer assistance as a supplement to paid assistance,
and 1.1 percent received only volunteer assistance. With respect to help with personal care, 2.6 percent
of patients did not receive any type of assistance; 0.3 percent received volunteer assistance in addition
to assistance from family and friends, 0.3 percent received both volunteer assistance and paid assist-
ance, and 0.5 percent received only volunteer assistance.
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as compared with 78.3 percent of the men (P=
0.002). Consequently, 63.3 percent of terminally ill
women required paid assistance for nursing care, as
compared with 44.2 percent of terminally ill men
(P<0.001). Similarly, 86.0 percent of married pa-
tients received nursing care from their family and
friends and 44.1 percent used paid nursing assist-
ance, but only 52.5 percent of unmarried patients
had assistance from family and friends and 65.4 per-
cent paid for nursing assistance (P<0.001).

In the multivariate analyses, patients who were un-
married were less likely than married patients to
receive assistance from family and friends in three
or more areas (odds ratio, 0.41; 95 percent confi-
dence interval, 0.28 to 0.60). By contrast, patients
with household incomes below $15,000 were more
likely than others to receive assistance from family
and friends in three or more areas (odds ratio, 1.61;
95 percent confidence interval, 1.12 to 2.31). Regard-
ing paid assistance, female sex, unmarried status,
household income below $15,000, and an age of 65
years or older were all independently associated with
receiving paid assistance for any type of care (female
sex: odds ratio, 2.05; 95 percent confidence interval,
1.22 to 3.45; unmarried status: odds ratio, 2.19; 95
percent confidence interval, 1.27 to 3.77; income un-
der $15,000: odds ratio, 2.22; 95 percent confidence
interval, 1.33 to 3.71; and an age of 65 years or older:
odds ratio, 2.61; 95 percent confidence interval, 1.45
to 4.70). Being unmarried, being 65 years of age or
older, and having an income under $15,000 per year
were independently associated with having to rely
exclusively on paid assistance to provide the majority
of types of care that they needed (unmarried status:
odds ratio, 2.98; 95 percent confidence interval, 1.81
to 4.92; age over 65 years: odds ratio, 2.42; 95 percent
confidence interval, 1.41 to 4.15; and income under
$15,000: odds ratio, 1.76; 95 percent confidence
interval, 1.11 to 2.80). Married patients with low in-
comes were more likely to receive family assistance (as
did 59.4 percent of low-income, married patients, as
compared with 38.0 percent of low-income, unmar-
ried patients; P=0.007), whereas more low-income,
unmarried patients relied on paid care givers (35.1
percent of low-income, unmarried patients vs. 16.7
percent of low-income, married patients; P=0.001).

Volunteer Care Givers 

Only 4.0 percent of care givers were unrelated to
the patients (Table 3). Furthermore, only 2.7 per-
cent of the terminally ill patients received volunteer
help with transportation, and 2.4 percent received
volunteer assistance with homemaking (Fig. 1). Ter-
minally ill patients who reported themselves to be ei-
ther very religious or part of a religious community
that provided emotional support were no more likely
to receive volunteer assistance than those who were
not religious (data not shown).

Type of Disease and Need for Care

Patients with cancer needed less assistance and
had fewer unmet needs than patients with other ter-
minal illnesses, and they were less likely to rely on
paid assistance to meet their needs (Fig. 2). These dif-
ferences were not due to differences in physical func-
tion or the imminence of death, since a similar pro-
portion of both groups of patients were confined to
their beds for more than 50 percent of the day (17.8
percent of patients with cancer and 16.9 percent of
those with other illnesses, P=0.74) and patients with
cancer were significantly more likely than others to
die in the four months after the interview (36.8 per-
cent vs. 18.4 percent, P<0.001). These differences
notwithstanding, patients with illnesses other than
cancer were significantly more likely to receive hos-
pice care or home health care (29.6 percent vs. 39.0
percent, P<0.001).

Geographic Variation

After we controlled for the type of disease and the
patient’s age, sex, marital status, race or ethnic group,
and income, there was significant variation among
the geographic areas in the proportion of terminally
ill patients who had a substantial need for care, who
had unmet needs, and who relied on either family
members or paid workers for assistance (Table 2).
However, there was no significant geographic varia-
tion in the proportion of patients receiving hospice
care or home health care.

DISCUSSION

Consistent with earlier research, our study found
that most terminally ill patients had nonmedical

Figure 2. Need for Care among Terminally Ill Patients with Can-
cer or Other Diseases.
The figure shows the proportions of terminally ill patients with
cancer and other illnesses who reported a substantial need for
care overall (for transportation, nursing care, homemaking as-
sistance, and personal care), who had unmet needs for nursing
care and homemaking assistance, and who relied on paid as-
sistance for a majority of the types of care they needed.
P<0.001 for all three comparisons.
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needs requiring assistance. They were more likely to
need help with transportation and homemaking
than to need nursing services or assistance with ac-
tivities of daily living. Family members and friends
provided care for the majority of patients in need,
even providing nursing and personal care, which re-
quire skills on the part of the care giver. We believe
our society should recognize and support the sub-
stantial amount of time family members devote to
caring for terminally ill patients, whether through
tax credits or by other means.

About 15 percent of the terminally ill patients
who required nonmedical care used only paid help
to meet a majority of their needs. These patients
were significantly more likely to be unmarried than
married, poor than better off, and 65 years of age or
older rather than younger. Such patients are likely to
be adversely affected by proposed increases in co-
payments for home health care services and limita-
tions on such services in the federal Medicare pro-
gram.20,21 Patients who relied on paid assistance
were significantly more likely than others to have an
unmet need for care; the increased costs of paid as-
sistance could exacerbate the gap between the care
such patients need and the care they receive.

Women are doubly affected by the need for care
at the end of life. Almost three quarters of all care
for dying patients was provided by women. At the
same time, women who needed care received less as-
sistance from family members than men and were
more likely to have to pay for assistance. In part, the
inability of women to receive assistance from family
and friends is related to the fact that terminally ill
women were less likely than men to have a spouse
or partner. However, even when they were married,
women used more paid help. Women are apparently
called on to provide care to dying family members,
but when they themselves are dying, they must rely
to a significantly greater extent on paid help.

The patients who were dying of cancer needed
less assistance, had fewer unmet needs, and relied
less on paid assistance than the patients with other
terminal illnesses. This may be so partially because
physicians are more comfortable viewing patients
with cancer as dying24 and are therefore more ready
to arrange appropriate supportive services. Physi-
cians may also be less skilled at assessing the needs
of terminally ill patients with other illnesses. Fur-
thermore, because of the many exacerbations and re-
missions they experience, terminally ill patients with
heart failure and other illnesses besides cancer may
require assistance over a longer period. This pattern
may tax their families, thus requiring more paid as-
sistance and creating more unmet needs. These dis-
parities existed in our study group despite the great-
er use of hospice care and home health care by
patients with illnesses other than cancer. Current as-
sistance designed for patients with cancer, such as

time limits on the use of hospice care, may be inap-
propriate for patients with other terminal illnesses.

Our data also demonstrate that the amount of
volunteer assistance provided to terminally ill pa-
tients is negligible. Only 4.0 percent of patients had
nonrelatives as their primary care givers, and less
than 3 percent of patients who needed care reported
that they received volunteer assistance. Church, syn-
agogue, or mosque members, work colleagues, and
other nonfamily care givers are not integrally en-
gaged in assisting in the care of most dying patients.

Our study has several limitations. The study pop-
ulation may not be totally representative of dying
patients in the United States. Over half the patients
had cancer, but cancer causes only 23 percent of
deaths (although this is in part because people who
died suddenly from heart disease or accidents were
not part of our study). Similarly, we excluded pa-
tients with dementia and HIV infection or AIDS.
Furthermore, physicians’ identification of terminally
ill patients could have been biased. Physicians may
have selectively referred only “good” patients, such
as those with fewer symptoms, those who were more
compliant, and those with a family network or social
connections. Because of the sensitivity of interview-
ing terminally ill patients, we — like previous in-
vestigators10,13,25 — obtained the physician’s consent
before interviewing a patient. Physicians are more
comfortable predicting death within six months for
patients with cancer than for those with other ill-
nesses; the possibility of exacerbations and remis-
sions, as well as sudden death, makes predicting six-
month mortality for patients with diseases other
than cancer more uncertain.13,26 Since patients with
cancer fared better overall, the higher proportion of
such patients probably provided us with a “best-
case” scenario. We also relied on patients’ reports
without objective assessment of their need for care
or the assistance they received.27 Similar subjective
assessments of the need for care have been used pre-
viously and are essential for understanding the expe-
riences of dying patients.3-6,10,13

Because of increased use of home health care and
other forms of paid assistance and concern about
fraud, there have recently been efforts to reduce the
use of such care.28,29 Restrictive policies are likely to
have adverse effects on many terminally ill patients,
especially those who are most likely to rely on paid
assistance — women, blacks, widowed patients, and
the elderly. Before policies are widely implemented,
their impact on terminally ill patients should be
thoroughly evaluated. In addition, we need to devel-
op better means of meeting the needs of terminally
ill patients who have illnesses other than cancer.

Our data also suggest that men and members of
religious and other civic organizations have an op-
portunity to be more actively engaged in caring for
terminally ill patients. Finally, declines in marriage
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rates and higher divorce rates could portend increas-
ing reliance in the future on paid workers to provide
the nonmedical care needed by terminally ill patients,
thereby increasing health care costs.
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