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ver the past decade, several initiatives have been es-
ABSTRACT tablished to attempt to improve end-of-life care.*

Background: Initiatives to improve end-of-life care are ham-
pered by our nascent understanding of what quality care
means to patients and their families. The primary purpose of
this study was to describe what seriously ill patients in hospi-
tal and their family members consider to be the key elements
of quality end-of-life care.

Methods: After deriving a list of 28 elements related to quality
end-of-life care from existing literature, focus groups with ex-
perts and interviews with patients, we administered a face-to-
face questionnaire to older patients with advanced cancer and
chronic end-stage medical disease and their family members
in 5 hospitals across Canada to assess their perspectives on
the importance. We compared differences in ratings across
various subgroups of patients and family members.

Results: Of 569 eligible patients and 176 family members,
440 patients (77%) and 160 relations (91%) agreed to partici-
pate. The elements rated as “extremely important” most fre-
quently by the patients were “To have trust and confidence in
the doctors looking after you” (55.8% of respondents), “Not
to be kept alive on life support when there is little hope for a
meaningful recovery” (55.7%), “That information about your
disease be communicated to you by your doctor in an honest
manner” (44.1%) and “To complete things and prepare for
life’s end — life review, resolving conflicts, saying goodbye”
(43.9%). Significant differences in ratings of importance be-
tween patient groups and between patients and their family
members were found for many elements of care.

Interpretation: Seriously ill patients and family members
have defined the importance of various elements related to
quality end-of-life care. The most important elements related
to trust in the treating physician, avoidance of unwanted life
support, effective communication, continuity of care and life
completion. Variation in the perception of what matters the
most indicates the need for customized or individualized ap-
proaches to providing end-of-life care.
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Quality of life for terminally ill patients,** quality of
death and dying®” and quality care at the end of life® are re-
lated concepts that have been evaluated in these efforts to im-
prove end-of-life care. Quality of care at the end of life is dis-
tinguished from quality of life and of death by its focus on the
optimization of care and satisfaction with care, clearly linking
quality measurement and quality improvement.*°

Unfortunately, initiatives to improve satisfaction with end-
of-life care remain hampered by our nascent understanding of
what quality care means to patients and their families, and how
it is best measured.’** Several experts and professional societies
have attempted to define the specific components and related
areas (domains) involved in quality end-of-life care;***° in con-
trast, patient and family perspectives are surprisingly lacking.

Most previous studies of quality have focused on outpatients
and people with cancer.’** We recently documented that most
Canadians (> 70%) die in hospitals, and the majority of dece-
dents are elderly patients who died from causes unrelated to
cancer.”>** The trajectory of a patient dying from cancer differs
from one dying from other, chronic, end-stage medical condi-
tions.** Thus, issues deemed important to quality end-of-life
care that were identified by previous investigators may not be
generalizable to seriously ill patients with advanced disease
other than cancer, who have a more uncertain prognosis.

The primary purpose of this study was to describe what ser-
iously ill patients admitted to hospital and their family mem-
bers consider the key elements of quality end-of-life care. Our
secondary objectives included exploring whether differences
in ratings of importance exist between patient and caregiver
subgroups and between patients and family members.

Methods

We designed a cross-sectional survey to be conducted at 5
tertiary care teaching hospitals across Canada. From west to
east, they were St. Paul’s Hospital, Vancouver, BC; Royal Al-
exandra Hospital, Edmonton, Alta.; Toronto General Hospi-
tal, Toronto, and Kingston General Hospital, Kingston, Ont.;
and Queen Elizabeth II Health Sciences Centre, Halifax, NS.
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Each site admitted seriously ill patients to the acute care
wards under the care of a primary service and had regional or
hospital palliative care consultation services available upon
request. The research ethics board at each participating insti-
tution approved the study design. All study subjects provided
written informed consent.

Eligibility criteria for the study were chosen to define a patient
population having advanced disease, with a 50% probability of
survival at 6 months.> Although our focus was on elderly pa-
tients, some patients with advanced cancer or end-stage medical
disease would be younger than 65 years; to enhance the feasibil-
ity and generalizability of the study, we lowered the age limit to
55. Patients were therefore eligible if they were aged 55 years
or older; were expected to stay in hospital for at least 72 hours;
and had an advanced stage of 1 or more of these 4 diseases:

+ Chronic obstructive lung disease, with at least 2 of these 4
conditions: baseline Paco, of at least 45 mm Hg; cor pul-
monale; an episode of respiratory failure during the past
year; forced expiratory volume in 1 second of 0.75 L or less

+ Congestive heart failure, with New York Heart Association
class IV symptoms or a left-ventricular ejection fraction
measured at 25% or less

« Cirrhosis, confirmed by imaging studies or documenta-
tion of esophageal varices, and any of hepatic coma,
Child’s class C liver disease or Child’s class B liver disease
with gastrointestinal bleeding

+ Cancer, diagnosed as metastatic cancer or stage IV lym-
phoma

On the basis of a chart review of a patient’s progress notes,
conversation with staff or, in some circumstances, direct eval-
uation of the patient, we excluded participants likely to have
language or cognitive difficulties. Consenting patients identi-
fied a family member or other close person who provided
some form of care in the home setting, if such a relationship
existed. There was no age restriction for family members or
social caregivers to participate in the study.

To develop the questionnaire, we first reviewed published
taxonomies of quality end-of-life care to generate an initial
list of key care elements."*** Additional elements were then
generated from further literature review and discussion with
the multidisciplinary End of Life Research Working Group at
Queen’s University, Kingston, Ont. Next, to determine whe-
ther any elements had been overlooked or were ambiguously
phrased, we conducted 12 semistructured interviews with eli-
gible seriously ill patients in hospital.

Finally, we developed a comprehensive list of 28 elements of
care, organized into 5 domains: medical and nursing care; com-
munication and decision-making; social relationships and sup-
port; meaningful existence; and advance planning of care. We
used response options to assess differing degrees of impor-
tance using a 5-point ordinal scale: 1 = not at all important; 2 =
somewhat important; 3 = important; 4 = very important; and 5
= extremely important. The draft questionnaire was then tested
extensively to assess comprehensiveness, readability, sensibil-
ity and clarity in focus groups with health care providers and
in individual interviews with patients and family members.

To collect data, a research nurse was hired at each hospital
and trained by project staff to conduct the interview and perform
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study procedures. The research nurses screened medical records
of current inpatients to identify potential participants and con-
firmed their suitability with the attending physician or assigned
bedside nurse. Consecutive patients who seemed emotionally,
physically and cognitively able to participate were approached for
informed consent, as were the designated family members of en-

Table 1: Characteristics of study patients, n = 434*

Characteristic No. of patients (%)t

Primary diagnosis upon admission to hospital

Cancer 166 (37.7)
Chronic obstructive pulmonary disease 118 (26.8)
Congestive heart failure 106 (24.1)
Cirrhosis 50 (11.4)
Comorbid conditions
None 94 (21.4)
1 108 (24.6)
2 81 (18.5)
3 or more 187 (42.6)

Katz Index of Independence in Activities of
Daily Living score, mean (standard deviation) 5.0 (1.3)

Marital status

Married or common law 234 (53.2)
Widowed 121 (27.5)
Separated or divorced 57 (13.0)
Never married 12 (2.7)
Unknown 16 (3.6)
Living arrangement
With spouse or partner 232 (52.7)
Alone 140 (31.8)
With other family 47 (10.7)
In nursing home 5 (1.1)
In chronic-care facility 5 (1.1)
Unknown 11 (2.5)
Home setting
Urban 323 (73.4)
Rural 104 (23.6)
Overall quality of life
Excellent 16 (3.6)
Very good 46 (10.5)
Good 76 (17.3)
Fair 133 (30.2)
Poor 137 (31.1)
Unknown 32 (7.3)
Outcome at 6 months
Dead 252 (57.3)
Alive 175 (39.8)
Mortal status unknown 13 (3.0)

*Where data were missing or a study participant did not respond to a query,
percentages were calculated out of the total number of responses, not the
number of study patients.

tExcept for Katz Index score, as indicated.
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rolled patients. Both patients and family members were then ad-
ministered the questionnaire in separate, face-to-face interviews.

The first item on the questionnaire was an open-ended
question; the research nurse asked the interviewee to talk
about the illness and treatments. Next, the nurse presented
the respondent with a list of the 28 elements and asked them
to rate each element for its level of importance, in their own
eyes, to end-of-life care. Except for pronouns (e.g., “his or
her disease” instead of “your disease”), the family-member
survey was identical to the patient survey; respondents were
instructed to report their own views, not to offer proxy re-
sponses on behalf of the patient. The nurse also collected de-
mographic data including age, sex, marital status, ethnicity,
religion, education, admission diagnosis and functional sta-
tus.” Survival status at 6 months was determined by contact-
ing the participating patients or their family or family doctor.

Because the main purpose of this study was descriptive, we
set out to obtain a consecutive sample of 100 eligible patients
in each of the 5 participating hospitals. A sample size of 100
was a convenience sample thought to be large enough to pro-
vide a representative sample of responses for each locale. For
each survey question, we noted the frequency for each of the
response options from 1 to 5, separately for both patients and
family members. In tables, we ranked the elements according
to the proportion of responding patients and family members
who rated each element as 5 (extremely important).

Using Pearson’s %> analysis®>” we explored key differences
in ratings of importance (the percentage of ratings of “ex-
tremely important” v. all other ratings) between groups of
patients with different diagnosis categories (cancer v. other
end-stage medical) and levels of family support (patients
with a family caregiver v. those without), and different rela-
tionships to the patient of the family members responding
(spouse, child or “other”). Finally we analyzed differences in
ratings between patients and their corresponding caregivers,
using McNemar’s test for matched-pair data.”®

Results

From November 2001 through June 2003, 569 eligible patients
were identified and approached for consent at the 5 hospitals;
440 consented, for an overall response rate of 77%. One patient
died before the scheduled interview, and 5 were withdrawn by
the research nurse during the interview itself, when the nurse
decided that the patient had insufficient grasp of the format of
the study; this left 434 for data analysis. Among the consenting
patients, 226 (51%) had a family member (or, in at least 1 case,
another socially close caregiver) who would potentially be visit-
ing the hospital. We were able to approach, make an appoint-
ment with and interview only 176 visiting family members for
consent; 160 agreed to participate, which yielded a response
rate in that group of 91%. Table 1 and Table 2 summarize the
demographics of the study patients and their family members.
The patients’ ratings of importance of the elements of end-
of-life care are presented in Table 3. Those most frequently
rated as 5 (extremely important) by the patients were “To have
trust and confidence in the doctors looking after you,” “Not to
be kept alive on life support when there is little hope for a
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meaningful recovery” (both rated extremely important by
about 56% of study patients) and “That information about
your disease be communicated to you by your doctor in an

Table 2: Demographic characteristics of study patients and
their designated family members or social caregivers

No. (%)* No. (%)* of
of patients ~ family members
Characteristic n =434t n =160t
Age, mean, yr (SD) 71.2 (9.1) 56.5 (13.9)
Sex
Female 209 (47.5) 104 (65.0)
Male 222 (50.5) 54 (33.8)
Unknown — datum missing 9 (2.0) 2 (1.2)
Race
White 416 (94.5) 147 (91.9)
Other 24 (5.5) 13 (8.1)
Relationship to patient
Spouse or partner 70 (44.6)
Child 75 (47.8)
Sibling 5(3.2)
Other relative 6 (3.8)
Friend 1 (0.6)
Unknown 3(1.3)
Religion
Protestant 30 (52.3) 70 (43.8)
Roman Catholic 107 (24.3) 39 (24.4)
Jewish 7 (1.6) 3(1.9)
Muslim 1(0.2) 0
Other 30 (6.8) 26 (16.3)
No religious affiliation 52 (11.8) 12 (7.5)
Unknown 13 (3.0) 10 (6.3)
Education, highest level
attained
Grade school 134 (30.5) 5 (3.1)
High school 184 (41.8) 70 (43.8)
College 61 (13.9) 35 (21.9)
University 35 (8.0) 35 (21.9)
Postgraduate 8 (1.8) 10 (6.3)
Unknown 3 (4.1) 5(3.1)
Employment status
Retired 296 (67.3) 60 (42.6)
Unable to work 85 (19.3) 9 (5.6)
Employed 25 (5.7) 65 (40.6)
Homemaker 20 (4.5) 10 (6.3)
Unemployed 4 (0.9) 8 (5.0)
Unknown — datum missing 10 (2.3) 3(1.9)
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Note: SD = standard deviation.

*Except for age, as indicated.

TPercentages were calculated out of fewer than 434 patients or 160 family
members where data were missing or study participants did not respond to
1 or more questions.
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honest manner” (44%). The elements least frequently rated as
extremely important were “To have the same nurses looking
after you,” “To receive help making difficult treatment deci-
sions” and “To be able to contribute to others” (14%—-16%).
Table 4 presents the elements of end-of-life care that were
rated as extremely important by family members according to
their own perspective. The 3 elements most frequently rated as
extremely important (by 72%—75% of family members) were

“To have trust and confidence in the doctors looking after the
patient,” “Not to be kept alive on life support when there is lit-
tle hope for a meaningful recovery [by the patient]” and “That
information about your family member’s disease be commu-
nicated to you by the doctor in an honest manner.” The 3 least
frequently rated as extremely important by family members
were “To be able to contribute to others — gifts, time, knowl-
edge, experience” (14%), “To have your spiritual or religious

Table 3: Importance, from the patient’s perspective, of elements related to quality end-of-life care

Rating; no. (%)* of patients; n = 434

Rankt How important is it ... Not at all  Not very  Somewhat Very Extremely
1 To have trust and confidence in the doctors looking after you 0 3(0.7) 1(0.2) 187 (43.3) 241 (55.8)
2 Not to be kept alive on life support when there is little hope for 15 (3.6) 16 (3.9) 3(8.1) 117 (28.6) 228 (55.7)

a meaningful recovery : . . . .
3 That information about your disease be communicated to you by your 2 (0.5) 0 5(1.2) 229 (54.3) 186 (44.1)
doctor in an honest manner ’ . : .
4 To complete things and prepare for life’s end (life review, resolving 4(0.9) 14 (3.5) 34 (8.5) 173 (43.1) 176 (43.9)
conflicts, saying goodbye) : . . . .
5 To not be a physical or emotional burden on your family 2 (0.5) 6 (1.4) 0(4.9) 209 (51.4) 170 (41.8)
6 Upon discharge from hospital, to have an adequate plan of care and
health services available to look after you at home Sl [ o) s feredy oz i)
7 To have relief of symptoms (pain, shortness of breath, nausea, etc.) 1(0.2) 6 (1.4) 8 (4.1) 240 (55.3) 169 (38.9)
8 To know which doctor is the main doctor in charge of your care 2 (0.5) 13 (3.0) 3(5.3) 232 (53.8) 161 (37.4)
9 That the doctor discuss concerns relating to your illness and care with 15 3.7) 15 3.7) 3(8.1) 201 (49.5) 142 (35.0)
your family present : . . . .

10 To have an opportunity to strengthen or maintain relationships with 11 (2.6) 23 (5.5) 5 (8.4) 202 (48.4) 146 (35.0)

people who are important to you : : . : :

11 That your doctor is available to discuss your illness and answer your 2 (0.5) 2 (0.5) 8 (1.9) 271 (64.1) 140 (33.1)

questions in a way that you understand : : . : .

12 To receive adequate information about your disease, including the

risks and benefits of treatment options S (L) 2 {{l-2) ial) 2 (Eer) 12 ()
13 To receive health care that is respectful and compassionate 2 (0.5) 1(0.2) 1(2.5) 283 (65.2) 137 (31.6)
14 Upon admission to hospital, to have information relating to your illness

and particular needs be readily available to the doctors treating you v (22 2 Bl e (o) Y

15 To have trust and confidence in the nurses looking after you 0 3(0.7) 19 (4.3) 283 (65.8) 125 (29.1)

16 To be involved in decisions about the treatments and care you receive 3(0.7) 18 (4.4) 1(5.2) 249 (61.5) 114 (28.1)

17 To be treated in a manner that preserves your dignity 11 (2.6) 3 (3.0) 2 (7.5) 255 (59.6) 117 (27.3)

18 That your illness not create financial problems for your family 23 (5.8) 11 (2.8) 0 (5.0) 239 (59.9) 106 (26.6)

19 To be treated as an individual with unique needs, values and

preferences, and not just a disease 7(1.6) 13 (3.0) 34(7.9) 264 (61.7) 110 (25.7)

20 To have an opportunity to discuss your fears of dying 41 (10.3) 58 (14.6) 0 (12.6) 150 (37.8) 98 (24.7)

21 To have someone listen to you and be with you when you are feeling 30 (7.1) 37 (8.8) 5 (8.3) 217 (51.5) 102 (24.2)

sad, frightened, or anxious : . . : :

22 To have your spiritual or religious needs met 68 (17.0) 50 (12.5) 61 (15.2) 136 (33.9) 86 (21.4)

23 To have a sense of control over decisions about your care 2 (2.9) 33 (7.9) 73 (17.5) 226 (54.3) 2 (17.3)

24 To be able to die in the location of your choice (home or hospital) 35 (9.1) 54 (14.0) 93 (24.2) 137 (35.6) 66 (17.1)

25 To have a private room so that your family can be comfortable and 109 (25.3) 102 (23.7) 1(11.9) 100 (23.3) 68 (15.8)

discussions are confidential . . : : .

26 To be able to contribute to others (gifts, time, knowledge, experience) 2 (5.4) 40 (9.9) 73 (18.1) 205 (50.6) 65 (16.0)

27 To receive help to make difficult treatment decisions 44 (12.7) 18 (5.2) 55 (15.9) 178 (51.4) 51 (14.7)

28 To have the same nurses looking after you 28 (6.5) 66 (15.4) 82 (19.2) 194 (45.3) 58 (13.6)

*Results do not include responses that were not applicable or were missing.

TRanked by the proportion of patients who rated the element as 5, “extremely important.”
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needs met” (19%) and “To have the opportunity to discuss ments as extremely important; these are listed in Appendix 1.

your fears that your family member may die” (33%). We also observed differences in ratings of importance be-
Compared with subjects who had other types of advanced tween patients who had family members participating in the
disease, patients with cancer were more likely to rate several ele- = study and those who did not (see Appendix 2). For each pa-

Table 4: Importance, from the perspective of patients’ designated family members (FM), of elements related to quality end-of-life care

Rating; no. (%)* of family members; n = 160

FM Pt
rankf How important is it ... Not at all Not very Somewhat Very Extremely rank
1 To have trust and confidence in the doctor looking after the patient 0 0 0 39 (24.7) 119 (75.3) 1

2 To not have your family member be kept alive on life support when there

is little hope for a meaningful recovery 3 (B AW e ARkl 1T (e 2

3 That information about your family member's disease be communicated

to you by the doctor in an honest manner 1 k) g 28] AF el 1S @Rl 8
4 To have an adequate plan of care and health services available to
look after him or her at home, after discharge from hospital Y ke ) el szl e @
5 That your family member has relief of physical symptoms such as pain, 0 0 2 (1.3) 45(28.1) 113 (70.6) 7
shortness of breath, nausea ’ : :
6 To have the opportunity to strengthen or maintain the relationship with 0 0 5(3.3) 40 (26.3) 107 (70.4) 10
your family member ’ : :
7 To have information on your family member's illness and needs be readily 0 10.7) 2(1.3) 47 (31.0) 102 (67.1) 14

available to the doctors treating him or her upon arrival at the hospital

8 To complete things, resolve conflicts, and say goodbye to your family

- 4(2.7) 3(2.00 8(5.3) 36(24.00 99 (66.0) 4

9 To receive adequate information about your family member's disease (the

risks and benefits of treatment) g D | S0 e easy deuieay) 12
10 To have trust and confidence in the nurses looking after your family 0 0 0 59 (36.9) 101 (63.1) 15
member
11 That your doctor is available to discuss your family member's disease in a 0 0 5(3.1) 56 (35.0) 97 (60.6) 11

way that you understand
12 To know which doctor is mainly in charge of your family member's care 0 2(1.3) 9(5.6) 53(33.1) 96(60.0) 8

13 To be involved in decisions about the treatments and care that the

ST S 0 1(0.6) 10(6.3) 56 (35.0) 87 (54.4) 16

14 To be able to have your family member die in his or her location of

choice (home or hospital) 1(0.6) 5(3.1) 24(15.0) 42 (26.3) 80 (50.0) 24

15 That the doctor discuss concerns relating to your family member's illness

s 5 3(1.9)  9(5.6) 19 (71.9) 52 (32.5) 77 (48.1) 9

16 That the.care received from health care providers is respectful and 3(1.9) 3(1.9) 15(9.4) 62 (38.7) 76 (47.5) 13
compassionate

17 To have a sense of control over decisions about the care that your family

occiditser et 5(3.1) 4 (2.5) 20(12.5) 48 (30.0) 73 (45.6) 23

18 To have a private room so that you can be comfortable and discussions
are confidential
19 To receive help to make difficult treatment decisions 9 (5.6) 5(3.1) 17 (10.6) 47 (29.4) 54 (33.8) 27

20 To have someone listen to you and be with you when you are feeling sad,
frightened, anxious or confused

21 To have the same nurses looking after your family member 2 (1.3) 3(1.8) 30(18.8) 70 (43.8) 52 (32.5) 28

22 That you do not have financial problems from your family member's
illness

8 (5.0) 21 (13.1) 30 (18.8) 40 (25.0) 59 (36.9) 25

6 (3.8) 17 (10.6) 26 (16.2) 51 (31.9) 53 (33.1) 21

16 (10.0) 5(3.1) 18(11.3) 50 (31.2) 52 (32.5) 18

23 To have the opportunity to discuss your fears that your family member 12 (7.5) 12(7.5) 15(9.4) 64(40.0) 50 (31.3) 20

may die
24 To have your spiritual or religious needs met 24 (15.0) 14 (8.8) 30 (18.7) 49 (30.6) 27 (16.9) 22
25 To be able to contribute to others (time, knowledge, experience) 10 (6.3) 15(9.4) 37 (23.1) 62 (38.8) 21 (13.1) 26

*Results do not include responses that were not applicable or were missing.
TRanked by the proportion of designated family members (or other close social caregivers) who rated the element as 5, “extremely important.”
FDesignation in Table 3 (where elements were ranked according to number of patients [Pt] who rated that element as extremely important), to facilitate comparison.
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tient and paired family member who participated in the study,
we analyzed for differences in perspectives (Appendix 3). If a
caregiver was considered to be “other,” compared with the
patient’s spouse or child, they were much less likely to rate
“To have the opportunity to discuss your fears that your fam-
ily member may die” (p = 0.020) and “To have an opportunity
to strengthen or maintain relationships with people who are
important to you” (p = 0.003) as 5, extremely important.

Interpretation

We surveyed a large cohort of seriously ill patients in hospi-
tal with advanced disease and, where available, a family
member for each, and found that the most important ele-
ments of end-of-life care from their perspectives related to
trust in the treating physician, avoidance of unwanted life
support, effective communication, continuity of care, and
life completion. This is not to say that the other elements
presented were unimportant; rather that, relative to these,
elements such as having a private room or being able to die
in the location of choice were rated as less important.
Participants in our study found it extremely important that
they have trust and confidence in the physicians caring for
them or their loved ones. Although this study does not shed
light on how a trusting relationship with a patient can be
built, it does highlight the importance of trust. This finding is
consistent with recent work on the quality of death and dy-
ing,* which found that better clinician—patient and clinician—
family relationships were associated with better ratings of the
experience by family members of the dying patient.
Comparing our findings with those of other studies that
evaluated patient and family perspectives on quality end-of-
life care yields some interesting observations. These studies
share a common purpose but notable differences, not only in
the primary findings but also in the patient populations stud-
ied and the methods used. Whereas previous studies elicited
the perspectives of outpatients with chronic disease, cancer
or HIV and their bereaved families,"”>** we studied a popula-
tion of older hospital inpatients with advanced medical dis-
ease and their family members. Since the experience of dying
in Canada (and elsewhere) is largely a hospital experience,
one of the purposes of this project was to determine the ex-
tent to which the elements identified in previous publications
were key indicators of quality end-of-life in-hospital care for
seriously ill patients and their families. The factors of trust and
confidence in physicians, adequacy of discharge planning and
honesty of communication that were identified in our study as
extremely important were not discussed in prior studies.*”****
Most of the earlier studies in this field were qualitative; we,
however, conducted a quantitative survey that enables us to
grasp the relative importance of the various elements. Singer"’
and Teno®* and their respective groups put forward the notion
that quality of end-of-life care is associated with having con-
trol over decisions. We observed that few patients considered
control over decision-making to be extremely important
(17.3%, ranked 23rd of 28) and even fewer valued help in
making difficult treatment decisions (14.7%, ranked 27th of
28). “Having an opportunity to contribute to others” seemed
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to be an important construct in prior studies, but was rated as
extremely important by few of our respondents. As much as
precise definitions may slightly vary, some themes or domains
and items have been consistent across all studies: symptom re-
lief, strengthening relationships, relieving one’s burden upon
others, having an opportunity to complete things, say good-
bye and bring closure to life, and avoiding a prolonged death.

Strengths of our study included the derivation of a more
comprehensive overview of the important domains within
quality end-of-life care, based on perspectives from a large
population sampled from 5 major cities in Canada and involv-
ing patients from both rural and urban settings. In addition,
our participating patients were indeed near the end of their
lives (more than 50% died within 6 months), and response
rates were high (77%—-91%). The fact that both patients and
family members labelled similar elements as extremely im-
portant added credibility to our findings. An advantage of our
quantitative survey over past qualitative work in the area is the
emergence of an understanding of the importance of these
various elements relative to each other.

We also found significant variation in ratings of importance
between different groups of patients, different groups of fam-
ily members, and between patients and family members of the
same family (see Appendixes). Undoubtedly, we could have
done more subgroup comparisons based on other important
demographics (e.g., age of patient, health of caregiver, degree
of family social support); we therefore consider this an illustra-
tive rather than an exhaustive list of differences. Our observa-
tions are consistent with a recent study* that used time trade-
off techniques involving a general population, which showed
considerable interpersonal variation in how much people value
end-of-life care, and a qualitative study*® that demonstrated
differing views of a “good death” and a “bad death” from the
older patient’s perspective. These findings of individual varia-
tion are material to quality improvement initiatives in end-of-
life care. They suggest that the tools we need to measure qual-
ity of care should include individualized assessments for us to
understand what each patient (and their family) experiences,
what matters to them and what we can do to improve their
end-of-life care. “One size” may not fit all, and assessments
and care plans need to have an individualized patient and
family-centred approach, similar to the approaches used in
the assessment and management of pain and other symp-
toms** and those being developed in response to the emerg-
ing interest in individualized quality-of-life assessments.>*>*

Limitations of our study include the fact that patient and
family preferences may change as death approaches. We also
acknowledge that individual ratings of importance may be in-
fluenced by deficiencies in current care. In effect, what mat-
ters most are the elements of care that are currently the least
well provided. Moreover, our method of ranking items may
be considered suboptimal. However, having the patients
themselves sort through 28 items to determine their relative
ranking seemed impractical. Conducting multiple tests of
significance to illuminate subgroup differences may have led
to spurious findings; however, in our estimation it was more
important to examine the variation in importance than the ab-
solute differences in and between subgroups. Finally, our
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predominantly white sample drawn from tertiary care hospi-
tals may limit the generalizability of our findings.

In conclusion, seriously ill patients and family members have
defined key issues related to quality end-of-life care. The results
of our study have significant clinical and policy implications. If
we are correct, and quality in end-of-life care has more to do
with enhancing relationships and improving communication
between the attending physician and the seriously ill patient and
family, promoting patient autonomy with tools such as advance
directives or living wills may not be the optimal approach. If
preference for location of death is really less of an issue than not
being a burden on family and friends, then increasing home-
care capacity for palliative care may be moving in the wrong di-
rection. Initiatives to target improvement of the most important
themes indentified in our study will likely result in an improve-
ment in overall quality care at the end of life. However, our find-
ings suggest that a more tailored or patient-specific approach to
improving quality may be required, given the variability in pref-
erences between patient groups and between patients and fam-
ily members. We clearly need more research into optimal pro-
fessional behaviours and communication strategies, which,
from a patient’s perspective, build relationships of trust and
satisfy information needs and decision-making roles.

Editor’s take

+ What are the components of good quality end-of-life care?
There are many opinions, but few studies have asked patients
and their family caregivers directly.

+ In-depth interviews of patients and caregivers revealed that
the elements rated most frequently as “extremely impor-
tant” were to have trust and confidence in their physicians,
not to be kept alive on life support when there is little hope
for a meaningful recovery, to have information about their
disease be communicated by their doctor in an honest man-
ner, symptom relief and to prepare for life’s end by resolving
conflicts and saying goodbye. Having control over treat-
ments and where a patient dies were chosen infrequently.

Implications for practice: The variations in perceptions of what
matters most indicate a need for customized or individualized
approaches to providing end-of-life care.
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Appendix 1: Rating of factors as “extremely important” by study patients who have cancer versus those who have other end-stage
medical diseases, in no. (%) of responses

Cancer Other disease p Ptt
Rankt It is very or extremely important ... n=166 n=274 value rank
1 Not to be kept alive on life support when there is little hope for a meaningful recovery 88 (58.3) 140 (54.3) 0.43 2
2 To have trust and confidence in the doctors looking after you 105 (65.2) 136 (50.2) 0.002 1
3 To have relief of symptoms (pain, shortness of breath, nausea, etc.) 60 (37.0) 109 (40.1)  0.53 7
4 To complete things and prepare for life’s end (life review, resolving conflicts, saying goodbye) 76 (52.8) 100 (38.9) 0.007 4
5 To not be a physical or emotional burden on your family 70 (46.7) 100 (38.9) 0.13 5
6 Eopfgogi;??::%igrgphgcr::é)ital, to have an adequate plan of care and health services available 73 (44.0) 9(37.8) 0.027 6
7 That your doctor communicate information about your disease in an honest manner 86 (54.8) 100 (37.7) 0.001 3
8 To know which doctor is the main doctor in charge of your care 67 (41.6) 4 (34.3) 0.16 8
9 To have an opportunity to strengthen relationships with people who are important to you 60 (39.7) 6 (32.3) 0.13 10
10 That the doctor discuss concerns relating to your illness and care with your family present 66 (43.7) 6(29.8) 0.005 9
11 I&;ﬁ;{g:ﬁ g;ggg?te information about your disease, including the risks and benefits of 60 (38.0) 79(29.2) 0.06 12
12 That your doctor is available to discuss your illness in a way that you understand 64 (40.8) 76 (28.6) 0.010 11
13 To receive respectful and compassionate care from health care providers 59 (36.6) 8 (28.6) 0.08 13
14 Eg?'gaacﬂ[r;izigﬂat;:?;ptirt]zl,dt(:)(étlz)a;\s'etring;t)irlga;;%n relating to your illness and particular needs 49 (33.1) 72 (28.1) 029 14
15 To have trust and confidence in the nurses looking after you 54 (34.0) 1(26.2) 0.09 15
16 That your illness not create financial problems for your family 44 (30.1) 2 (24.5) 0.22 18
17 To be treated in a manner that preserves your sense of dignity 51 (32.3) 6 (24.1) 0.08 17
18 To be treated as an individual with unique needs, values and preferences, not just a disease = 46 (28.8) 2 (23.9) 0.26 19
19 To be involved in decisions about the treatments and care that you receive 53 (36.6) 1(23.5) 0.005 16
20 To have someone to listen to you and be with you when you are sad, frightened or anxious 40 (25.6) 2 (23.4) 0.60 21
21 To have an opportunity to discuss your fears of dying 39 (26.9) 9(23.4) 0.44 20
22 To have your spiritual or religious needs met 35 (24.5) 1(19.8) 0.27 22
23 To have a sense of control over decisions about your care 31 (20.0) 1(15.7) 0.26 23
24 To be able to die in the location of your choice (at home or in hospital) 30 (21.7) 6 (14.6) 0.07 24
25 To receive help to make difficult treatment decisions 19 (15.7) 2 (14.2) 0.71 27
26 Igur;a;\l/ﬁ:sgg\r/eatceo;c;?drznsgatlhat your family can be comfortable and discussions relating to 30 (18.9) 38(14.0) 0.18 25
27 To be able to contribute to others (gifts, time, knowledge, experience, etc.) 28 (19.0) 35(13.7) 0.15 26
28 To have the same nurses looking after you 24 (15.2) 34 ( 0.45 28

*Results do not include responses that were not applicable or were missing.
TRanked by the proportion of study patients without cancer who rated the element as extremely important (5).
FRanking (as in Table 3) by study patients (Pt) overall, to facilitate comparisons of specific responses across tables and appendixes.
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Appendix 2: Rating of elements as “extremely important” between patients with a participating family member versus those without,
in no. (%) of responses

With Without p Ptt

Rankt It is very or extremely important ... n =280 n=160 value rank
1 To have trust and confidence in your doctors 134 (48.0) 111 (69.4) < 0.001 1
2 To not be kept alive when there is no hope for a meaningful recovery 141 (50.4) 104 (64.9) 0.004 2
3 To complete things and prepare for life=s end 102 (36.5) 89 (55.9) < 0.001 4
4 To have information about your disease communicated by your doctor in an honest manner 105 (37.6) 89 (55.6) < 0.001 3
5 To not be a physical or emotional burden on your family 101 (36.2) 81 (50.9)  0.003 5
6 That the doctor discuss concerns relating to your illness with your family present 75 (26.8) 79 (49.6) < 0.001 9
7 To have an opportunity to strengthen relationships with the people important to you 79 (28.3) 75 (46.7) <0.001 10
8 That your doctor be available to discuss your illness and answer questions 81(29.1) 64 (40.0)0 0.022 11
9 To receive adequate information about your disease, including risks and benefits of 12

AT e 80 (28.6) 63 (39.1)  0.025

10 To have trust and confidence in your nurses 69 (24.7) 59 (36.8) 0.008 15

11 To have information gbout yo‘ur.med1cal history and individual preferences readily available 80 (26.5) 58 (36.1)  0.044 14
to doctors upon hospital admission

12 To be involved in decisions about the treatment and care you receive 68 (24.2) 56 (34.9) 0.021 16
13 To die in the location of your choice (home or hospital) 39 (13.9) 36 (22.7) 0.028 24
14 That your doctor be available to discuss your illness and answer questions 81 (29.1) 64 (40.0) 0.022 11
15 To have a private room 36 (12.7) 34 (21.3) 0.019 25

*The survey questions listed are only those whose response rates differed significantly between patients who had a family member (or other close social caregiver)
participating in the study, and those who did not. Results do not include responses that were not applicable or were missing.

TRanked by the proportion of patients without a participating family member or other close social caregiver who rated the element as 5, “extremely important.”
FRanking (as in Table 3) by study patients (Pt) overall, to facilitate comparisons of specific responses across tables and appendixes.

Appendix 3: Ratings of “Extremely important” between patients and their respective family caregivers, in no. (%) of responses

To patient To caregiver p Pt

Rankt It is extremely important ...* n=160 n=160 value rank
1 That information about the disease be communicated by the doctor in an honest manner 90 (56.3) 116 (72.2)  0.005

2 To have an opportunity to strengthen or maintain relationships with people important to you 76 (47.6) 112 (70.3) <0.001 10
3 To have an adequate plan of care and health services at home upon hospital discharge 74 (46.2) 112 (70.3) < 0.001

4 To have relief of symptoms (pain, shortness of breath, nausea, etc.) 59 (36.9) 112 (70.0) < 0.001

5 To have information about medical history and individual needs be readily available to the

involved doctors upon admission to hospital soian) 0 (e < Lo ke
6 To receive adequate information about the disease, including the risks and benefits of

sl ke 62 (39.0) 101 (63.0) <0.001 12

7 To have trust and confidence in the nurses looking after you/the patient 59 (36.8) 100 (62.6) < 0.001 15
8 That the doctor is available to discuss the illness and answer questions in a way you understand 64 (39.9) 97 (60.8) <0.001 11
9 To be involved in decisions about the treatments and care received 57 (35.4) 90 (56.3) 0.001 16
10 To be able to die in the location of choice (home or hospital) 35 (22.1) 84 (52.2) <0.001 24
11 To have a sense of control over decisions about care 30 (18.8) 77 (47.9) <0.001 23
12 That care received from health care providers be respectful and compassionate 57 (35.5) 75 (47.1) 0.054 13
13 To receive help to make difficult treatment decisions 31 (19.2) 68 (42.4) 0.001 27
14 To have a private room 33 (20.9) 59 (36.6) <0.001 25
15 To have the same nurses looking after you/the patient 25 (15.8) 53 (32.9) <0.001 28

*The survey questions listed are only those for which the response rate differed significantly between patients and their matched family member or other close social
caregiver. Results do not include responses that were not applicable or were missing.

TRanked by the proportion of designated family members or other close social caregivers who rated the element as 5, “extremely important.”

FRanking (as in Table 3) by study patients (Pt) overall, to facilitate comparisons of specific responses across tables and appendixes.
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