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Abstract / Understanding patients’ and family mem-
bers’ perspectives on the relative importance of ele-
ments of end-of-life (EOL) care and their satisfaction
with those elements will help prioritize quality im-
provement initiatives. We administered a face-to-face
guestionnaire containing a selection of 28 elements of
care to eligible inpatients with advanced lung, heart,
or liver disease, or metastatic cancer, and available
family caregivers (FCGs) in five tertiary care hospitals
across Canada. 440 of 569 (78%) eligible patients
and 160 of 176 (91%) FCGs participated. No re-
spondent reported complete satisfaction with all ele-
ments of care. The average satisfaction score was 4.6
on a 26 point scale. Medical patients reported lower
levels of satisfaction than cancer patients. Elements
rated as “extremely important” and anything other than
“completely satisfied” most frequently by respondents
related to discharge planning, availability of home
health services, symptom relief, not being a burden,
physician trust, and communication. In conclusion,
most patients and their family members in our survey
were not completely satisfied with EOL care. Improve-
ment initiatives to target key elements identified by
patients and FCGs have the potential to improve sat-
isfaction with EOL care across care settings.

Résumé / C’est & partir d'une bonne compréhension
de l'opinion des malades et leurs familles, sur ce qu'ils
considerent comme étant des éléments importants de
soins de fin de vie, que nous pourrons accorder la
priorité aux initiatives visant & améliorer la qualité des
soins. Afin de connaitre leur degré de satisfaction vis-
a-vis de ces éléments nous avons administré indivi-
duellement, dans 5 hopitaux tertiaires au Canada, un
questionnaire comprenant 28 éléments de soins, a des

*see appendix for complete list of authors and contributors

patients atteints de maladies avancées des poumons,
du coeur et du foie ou de cancer avec métastases et &
leurs soignants naturels. Ont accepté de participer au
projet 440 des 569 (70%) patients éligibles et 160 des
176 (91%) des soignants naturels. Aucun des
répondants au questionnaire n’a exprimé une satisfac-
tion totale sur tous les éléments de soins sélectionnés.
La note moyenne de satisfaction était de 4,6 sur une
échelle de 26 points. Les patients atteints de maladies
autres que le cancer ont exprimé un degré de satisfac-
tion moindre que les personnes atteintes de cancer.
Les éléments considérés comme « extrémement impor-
tants » et toute réponse autre que « completement satis-
fait » avaient trait au congé de I'hdpital, a la disponibilité
des services de soins a domicile, au contrdle des symp-
témes, au fardeau de la maladie pour leur famille, a la
communication et & la relation de confiance patient-
médecin. En conclusion, la plupart des patients et leur
famille ayant répondu & notre questionnaire n’étaient
pas totalement satisfaits des soins de fin de vie. Toute
initiative visant a4 améliorer les soins de fin de vie
auraient de bonnes chances de réussite si on tenait
compte des éléments sur lesquels les répondants ont
exprimé de Pinsatisfaction.

INTRODUCTION

How satisfied are Canadians and their families
with end-of-life (EOL) care? Most of the pub-
lished epidemiologic, economic, legal, and clini-
cal data on care of the dying comes from coun-
tries other than Canada and suggests significant
quality problems in the provision of EOL care
(1-11). However, it may not be possible to gen-
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eralize these data to Canada. Different health
care systems, societal values or expectations,
and cultural issues challenge the applicability of
these studies to the Canadian setting.

Five years ago, a Senate subcommittee report
on palliative care advanced the notion that a
“quality death” is the right of every Canadian
(12). This report called for the development of a
national strategy on EOL care in Canada. Over
the last few years, sponsored by the Secretariat
on Palliative and EOL Care at Health Canada, a
strategy to improve EOL care that encompasses
issues of quality of care, research, surveillance,
education, and public awareness has been
emerging (13). The Canadian Institutes of Health
Research, in conjunction with numerous part-
ners, announced in June 2003 that palliative/
EOL care was a top strategic theme and has al-
located millions of dollars towards research in
the area (14). Recent budgetary announcements
have committed increased resources to palliative
home care and family caregiver (FCG) support
(15). Despite this laudable activity, it would
seem from a recent progress report from Senator
Sharon Carstairs there is still much opportunity
to improve (16). There is limited information to
inform decision makers about what constitutes
quality care at the end of life, how successfully
we provide it, and whether current and future
policy and clinical interventions will improve
the experience of terminally ill patients and their
families in Canada.

Since the dying experience in Canada is
largely a hospital experience (17), the population
that should be best represented in this exercise
of defining and measuring quality EOL care is
seriously ill hospitalized patients and their fam-
ily members. Items of importance to high qual-
ity EOL care identified by previous investigators
studying largely outpatients with cancer, HIV,
and chronic illness may not be generalizable to
the perspectives of seriously ill hospitalized pa-
tients with end-stage disease such as chronic
obstructive pulmonary disease (COPD) and con-
gestive heart failure (CHEF) (18-20).

The overall objective of this study was to en-
hance our understanding of what high-quality
EOL care means from the perspectives of Cana-
dian hospitalized patients who have end-stage
medical disease and their family members. Spe-
cifically, we interviewed these patients and fam-
ily members to understand which key elements of
quality EOL care were important to them and
how well satisfied they were with current care.
The ratings of importance are published else-
where (21). Herein, we report the ratings of satis-
faction with these key elements of EOL care and

illuminate factors associated with (dis)satisfaction
with EOL care. We also identify those areas in
which there is a discrepancy between perceived
degree of importance and satisfaction with care
actually received. By targeting change initiatives
to elements that are rated as very important but
also rated as unsatisfactory, clinicians and policy
makers can address the highest priorities in im-
proving the quality of EOL care in Canada.

METHODS

This study was a cross-sectional survey con-
ducted at five tertiary-care teaching hospitals
across Canada (see Appendix for list of partici-
pating institutions).

Questionnaire Development

We developed a questionnaire to evaluate the
level of importance and satisfaction with key
elements of EOL care from the perspectives of
seriously ill hospitalized patients and their
FCGs. We first considered papers published at
the time of questionnaire development that at-
tempted to define the domains and items related
to quality care at the end of life, either based on
expert opinion (22-24) or on interviews with
patients and families (18). We then generated
additional elements from discussion with the
multidisciplinary Kingston General Hospital/
Queen’s University EOL Research Working
Group, and semistructured interviews with seri-
ously ill hospitalized patients who met the inclu-
sion criteria, to determine whether any elements
had been overlooked or were ambiguously
phrased. From this process, we developed a com-
prehensive list of 28 elements of care that were
organized into five domains: medical and nursing
care; communication and decision making; social
relationships and support; meaningful existence;
and advance care planning (Table 2 and Table 4).
We used response options to assess degrees of
importance using a 5-point ordinal scale (1=not at
all important; 2=somewhat important; 3=impor-
tant; 4=very important; and 5=extremely impor-
tant) and degrees of satisfaction (1=not at all sat-
isfied; 2=not very satisfied; 3=somewhat satisfied;
4=very satisfied; and 5=completely satisfied).

Participants

At each hospital, a research assistant screened
patient charts to identify potential participants.
Patients were eligible for this study if they met
the following inclusion criteria:

1. Age >55 years.
2. One or more of the following diseases at an
advanced stage:
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Chronic obstructive lung disease: at least 2 of the
4 following conditions: baseline PaCO, of
245 mm Hg, cor pulmonale, respiratory
failure episode within the preceding year,
forced expiratory volume in 1 sec <0.75 L.

Congestive heart failure: New York Heart Asso-
ciation class IV symptoms or left ventricu-
lar ejection fraction <25%.

Cirrhosis: a diagnosis confirmed by imaging
studies or documentation of esophageal
varices and at least one of three conditions:
a) hepatic coma, b) Child’s class C liver dis-
ease, or ¢) Child’s class B liver disease with
gastrointestinal bleeding.

Cancer: metastatic cancer or Stage IV lym-
phoma.

3. Minimum expected hospital stay of longer
than 72 hours.

These criteria define a group of patients with
end-stage disease that is associated with a 50%
probability of survival at six months (25) and are
similar to those used in other studies of seri-
ously ill patients’ care preferences (25,26). We
excluded patients with probable communication
difficulties, such as those who did not under-
stand English or who had cognitive barriers.
Eligible consenting patients identified a family
member or other close person who provided
some form of care in the home setting, if one
existed. Patients with no FCG available were
still recruited to the study and were adminis-
tered only the patient-based questionnaire. Be-
fore participation, all study subjects provided
written informed consent.

Both patients and FCGs were then adminis-
tered the questionnaire in separate, face-to-face
interviews. Participants were asked to rate the

Figure 1 / DISTRIBUTION OF PATIENT AND CAREGIVER
SATISFACTION INDICES SHOWING PERCENT OF
PATIENTS AND CAREGIVERS IN EACH RE-
SPONSE OPTION. A HIGH SATISFACTION INDEX
INDICATES MORE ‘COMPLETELY SATISFIED’ RE-
SPONSES
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degree of importance they placed on each of the
items in the taxonomy and then rate the degree of
satisfaction with care as it related to that item. To
facilitate answering the questions with categorical
responses, we provided cards that showed the
response options. The research assistant then re-
corded their responses on data collection forms.
We also collected the following demographic
data: age, sex, comorbid illness, functional status
as measured by the Katz score (27), marital status,
number of dependents, ethnicity, religion, educa-
tion, admission diagnosis, and self-reported QOL
using one global rating question.

Analyses

As the main purpose of this study was descrip-
tive, we set out to obtain a consecutive sample of
500 eligible patients in five hospitals in Canada.
For each question, we described the frequency for
each of the response options. To better quantify
the degree of satisfaction, individuals were also
assigned a satisfaction index. This index is the
number of elements rated as “completely satis-
fled” and ranged from 0 to 26 (completely satis-
fied with all 26 elements) for each patient, or 0 to
24 for each FCG. Multiple linear regression mod-
els were then developed to determine independ-
ent associations with patient and FCG satisfaction
indices. Index scores, the dependent variables,
were not normally distributed (Figure 1) and were
therefore transformed using log transformations
(satisfaction index +1). Independent variables en-
tered into the patient models were age, sex, diag-
nosis, Katz score (27), presence of a caregiver,
rural or urban residence, race, living alone, mari-
tal status, and employment status. Independent
variables entered into the FCGs’ model were: age,
sex, and patient diagnoses. Variables were entered
in both a forward and backward stepwise manner
so as not to influence variable selection due to
order of entry. Variables were considered signifi-
cantly associated with the outcome if p<0.05.

We classified an element as an opportunity for
improvement when the respondent answered that
the element was both “extremely important” and
that they were not completely satisfied (response
1-4) with that element. To quantify this opportu-
nity for improvement, we developed the “oppor-
tunity index”, defined as the number of re-
spondents who rated an element “extremely
important” and with which they were not “com-
pletely satisfied”, divided by the total number of
respondents for that question.

Ethics

The research ethics board at each participating
institution approved the study.
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Table 1 / DEMOGRAPHICS OF STUDY SUBJECTS

Characteristic Patients Family
(n=440) Members
{(n=160)
Mean age: years (SD) 71.2 (9.1) 56.5 (13.9)
Sex (%)
fermale 209 (47) 104 (65)
male 222 (50.5) 54 (33.8)
missing 9 (2) 2 (1.2)
Race (%)
Caucasian 416 (94.5) 147 (91.9)
Native 1(0.2) 5 (3.1)
Black 3(0.7) 0 (0)
East Indian 2 (0.5) 2 (1.3)
Asian 4 (0.9) 4 (2.5)
other 10 (0.9) 1 (0.6)
Primary admission diagnosis (%)
cancer 166 (37.7)
CHF 106 (24.1)
COPD 118 (26.8)
cirrhosis 50 (11.4)
Number ol comorbid conditions (%)
none 94 (21.4)
one 108 (24.6)
two 81 (18.5)
three or more 187 (42.6)
Katz Score 5.0 (1,3)
Education (%)
grade school 134 (30.5) 5 (3.1)
high schoaol 184 (41.8) 70 (43.8)
college 681 (13.9) 35 (21.9)
university 35 (8) 35 (21.9)
posl grad 8 (1.8) 10 (6.3)
unknown 4 (4.1) 5 {&1)
Marital Status (%)
married/common law 234 (653.2)
widowed 121 (27.5)
separated/divarced 57 (13)
never married 12 (2.7)
unknown 16 (3.6)
Relationship to patient (%)
spouse/pariner 70 (44.6)
child 75 (47.8)
sibling 5(3.2)
friend 1 (0.8)
relative 6 (3.8)
unknown 3 (1.3)
Living arrangements (%)
with spouse/partner 232 (52.7)
alone 140 (31.8)
with other family 47 (10.7)
nursing home 5(1.1)
chronic care facility 5(1.1)
unknown 11 (2.5)
Location of home (%)
rural 104 (23.6)
urban 323 (73.4)
Employment (%)
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 10 (2.3) 3(1.9)
Religion (%)
Protestant 30 (52.3) 70 (48.8)
Roman Catholic 107 (24.3) 39 (24.4)
Jewish 7 (1.6) 3(1.9)
Muslim 1(0.2) 0 (0
other 30 (6.8) 26 (16.3)
none 52 (11.8) 12 (7.5)
unknown 13 (3) 10 (6.3)

145

Overall QOL «
excellent 16 (3.8) '%
very good 46 (10.5) 5
good 76 (17.3) o
fair 183 (30.2) 5
poor 137 (31.1) “®
unknown 32 (7.8) £

Six-month mortality status 12
dead 252 (57.3) E
alive 175 (39.8) o
unknown 13 (3.0) =

U
]

RESULTS g

From November 2001 to June 2003, 569 eligible 5

patients were identified and approached for 5

consent at the five hospitals; 447 consented for o

an overall response rate of 78%. Six patients =

withdrew from the study shortly after starting g

the interview and one patient died the day be- 5

fore the interview. Of the consenting patients,
226 (50%) had a FCG who would potentially be
visiting the hospital. For logistical reasons, we
were able to approach only 176 for consent; 160
agreed to participate, yielding a response rate of
71%. Table 1 displays the demographics of the
study patients and FCGs.

Patient Satisfaction

Table 2 reports the percentage of patient rating the
item as “extremely important” and the ratings of
satisfaction with each element of EOL care. No
patient was completely satisfied with all 26 items
and 29% of patients responded that they were not
“completely satisfied” with any of the items (sat-
isfaction index=0/26). Three patients (0.7%) were
“completely satisfied” with 24/26 items (Figure
1). The average satisfaction index for patients was
4.61 (SD 5.13), and 50% of patients were satisfied
with three or fewer items. Variables significantly
associated (p<0.05) with a low satisfaction index
from a patient’s perspective were a diagnosis of
COPD or CHF. Patients were more likely to have
a higher satisfaction index if they had an FCG
who participated in this survey (Table 3). The el-
ements rated “extremely important” and not
“completely satisfied” most frequently by the pa-
tients were: “To have an adequate plan of care
and health services available to look after you at
home upon hospital discharge,” “To have relief of
symptoms,” “To not be a physical or emotional
burden on your family,” “To have trust and con-
fidence in the doctor,” and “To receive adequate
information” (Table 2).

Family Member’s Satisfaction

Table 4 reports the percentage of FCGs rating the
item “extremely important” and ratings of satis-
faction with each element of EOL care. The aver-
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Table 2 / PATIENT RATINGS (%) OF IMPORTANCE AND SATISFACTION OF VARIOUS ELEMENTS RELATED TO

[
E QUALITY EOL CARE (Sorted from largest to smallest opportunity index*. Ratings: 1=not at all satisfied; 2=not very
5 salisfied; 3=somewhat salisfied; 4=very satisfied; 5=completely satisfied)
R= Question Ratings Extremely Opportunity
T(@ 1 2083 4 B8 important index®
& To have an adequate plan of care and health services available to
& look after you at home upon hospital discharge 8 25 19 34 14 42 32
e To have relief of symptoms: i.e., pain, shortness of breath, nausea, etc. 5 8 29 40 18 39 32
§ To not be a physlcal or emotional burden on your family 4 13 25 42 16 42 3
v To have trust and confidence in the doctors looking after you 2 6 19 41 32 56 28
% To receive adequate information about your disease, including the
0 risks and benefits of treatment options 6 12 24 42 16 32 24
E Thal your doctor is available to discuss your lliness and answer
'q) questions in a way that you understand 6 13 23 41 17 33 23
= To have an opportunity to discuss your fears of dying 4 16 32 35 13 25 22
% To have Information regarding your medical history and needs be
| readily available to doctors treating you upon admission to hospital 6 13 24 47 10 30 22
“('3 To complete things and prepare for life's end (life review, resolving
-~ conflicts, saying goodbye) 2 10 25 34 29 44 21
[_5 To know which doctor Is the main doctor in charge of your care 9 12 16 35 27 37 21
That information about your disease be communicated to you by your
doctor in an honest manner 5 8 14 43 29 44 21
To have someone listen to you and be with you when you are feeling
sad, frightened, anxious, or confused 4 10 26 47 13 24 19
To receive respectful and compassionate care from health care providers 2 4 20 52 22 32 18
To be treated in a manner that preserves your sense of dignity 3 7 20 53 17 27 17
To be treated as an individual with unique needs, values, and
preferences, and not just as a disease 3 3 22 54 18 26 16
To be Involved in decisions regarding the treatments and care that
you receive 4 B8 20 5O 18 28 16
That the doctor discuss concerns relating to your iliness and care
with your family present 9 11 18 34 28 35 156
To have trust and confidence in the nurses looking after you 1 4 19 B3 23 29 15
To have an opporlunity to strengthen or maintain relationships with
people who are important to you <1 6 20 44 29 36 14
Thal your iliness not create financial problems for your family 3 10 18 44 25 27 12
Have a private room so thal your family can be comfortable and
discussions relating to your illness are confidential 5 9 29 42 15 16 12
To have your spiritual or religious needs met 3 7 21 45 24 21 12
To receive help to make difficult treatment decisions 3 6 23 56 12 15 1"
To be able to contribute to others (gifts, time, knowledge,
experience, etc.) 2 8 39 41 10 16 11
To have a sense of control over decisions about your care 4 7 24 47 18 17 10
To have the same nurses looking after you a 7 31 47 12 14 10
Not to be kept alive on life support when there Is little hope for
a meaningful recovery N/A N/A N/A N/A N/A 56 N/A
To be able to die in the location of your choice (l.e., home or hospital) N/A N/A N/A N/A N/A 17 N/A

*Opportunity index for a given element is the number of respondents who rated the element "extremely important” and answered not “completely satisfied”,
divided by total number of respondents.

Table 3 / MULTIPLE LINEAR REGRESSION ANALYSIS
OF SIGNIFICANTLY VARIABLES ASSOCI-
ATED WITH PATIENT SATISFACTION INDEX

Model Unstandardized Sig.
Coefficients*
B Std. Error
(Constant) 0.602 0.033 0.000
COPD -0.241 0.050 0.000
Caregiver 0.156 0.043 0.000
CHF -0.113 0.051 0.029

*Unstandardized beta coefficients are the average amount by which the depend-
en! variable Increases (or decreases) when the Independent varable changes
fram 0 (no) to 1 (yes) and other independent variables are held constant,
COPD: chronic obstructive pulmonary disease

CHF: Congestive heart lailure

age satisfaction index for FCGs was 4.57 (SD 4.22).
No caregivers were completely satisfied with all
24 items, One caregiver (0.7%) was “completely
satisfied” with 19/24 items and 17% of caregivers
responded that they were not “completely satis-
fied” with any of the items (satisfaction index=0/
24) (Figure 1). In multivariate analysis, no inde-
pendent variables were found to be significantly
associated with caregiver satisfaction. The FCGs’
rating of satisfaction with the individual elements
is presented in Table 4. The elements rated as
“extremely important” and not “completely sat-
isfied” most frequently by the FCGs were: “To
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have an adequate plan of care and health serv-
ices available to look after your family member
at home upon hospital discharge,” “That your
family member has relief of symptoms,” and
“To receive adequate information” (Table 4).

DISCUSSION

In this multicentre study from five Canadian
university-affiliated hospitals, we have identi-

fied elements of EOL care seriously ill hospital-
ized patients and their FCGs consider most im-
portant, and their levels of satisfaction with each
element. The majority of patients and their fam-
ily members in our survey were not completely
satisfied with EOL care. Patients with a partici-
pating FCG reported higher satisfaction with
care. This may be due to the extra personal care
and support that the patient receives from the

Table 4 / FAMILY CAREGIVER RATINGS (%) OF IMPORTANCE AND SATISFACTION OF VARIOUS ELEMENTS
RELATED TO QUALITY EOL CARE (Sorted from largest to smallest opportunity index*. Ratings: 1=not at all
satisfied; 2=not very satisfied; 3=somewhat satisfied; 4=very satisfied; 5=completely satisfied)

Question

To have an adequate plan of care and health services available to

look after him/her al home after discharge from hospital

To have relief of symptoms: i.e., pain, shortness of breath, nausea, etc,

To receive adequate [nformation about your family member's disease,
including the risks and benefits of treatment

To have information relating to your family member's iliness and needs
be readily available to the doctors treating her/him upon admission to
hospital

To be involved in decisions regarding the treatments and care that the
patient receives

That your doctor is available to discuss your family member's disease
and answer your questions in a way that you understand

To know which doctor is the main doctor in charge of your tamily
member's care

That Information about your family member's disease be communicated
to you by the doctor in an honest manner

To have trust and confidence in the nurses looking after your family
member

To have a sense of control over decisions concerning the care your
family member receives

To have trust and confidence in the doctor looking after your family
member

That the doctor discuss concerns relating to your family member's
iliness together as a group

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

That you receive respectful and compassionate care from health care
providers

To receive help to make difficull treatment decisions
To have the same nurses looking after your family member

To have a private room so you can be comfortable and discussions
relating to your family member's iliness are confidential

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

To have the opportunity to discuss your fears that your family member
may die

To have the opportunity to strengthen or maintain the relationship with
your family member

That you do not have financial problems due to your family member's
lliness.

To have your spiritual or religious needs met
To be able to contribute to othars (time, knowledge, experience)
To not have your family member be kept alive on life support when

there is little hope for a meaningful recovery

To be able to have your family mermber die in the location of his/her

choice (l.e., home or hospital)

Ratings Extremely Opportunity
i 2 3 4 5_ important index*
15 26 24 20 15 72 59
1 7 28 45 19 71 55
10 20 25 29 16 63 53
9 17 23 32 19 67 51
1 9 26 37 17 57 49
13 20 20 25 22 61 47
9 16 30 24 21 60 45
8 9 20 30 33 72 45
0 4 26 48 22 63 43
7 B8 35 36 14 49 42
3 4 20 36 37 75 41
15 20 19 23 23 49 38
5 5 15 40 35 66 37
2 7 21 45 25 48 36
8 5 19 52 16 41 34
4 11 32 44 9 33 29
6 10 31 36 17 37 27
7 7 20 47 19 35 27
10 12 27 33 18 33 24
1 3 17 26 53 70 23
3 5 26 29 37 37 22
3 5 26 44 22 19 14
1 4 33 47 15 15 13
N/A N/A NIA - NIA N/A 73 NIA
N/A N/A N/A NIA N/A 53 NIA:

Opportunity index for a given element is the number of respondents who rated the elemenl as "extramely important” and answered not "completely

satisfied”, divided by \otal number of respondents.
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FCG that would not be provided by hospital
staff. Patients with COPD and CHF seem to have
a significantly lower assessment of satisfaction.
We have previously found that, while symptom
burden in both cancer and noncancer patients is
similar, patients with medical diagnoses are
much less likely to have palliative care consulta-
tion (28). It may be that patients with advanced
medical disease are more dissatisfied because
they receive inadequate EOL/palliative care, a
reflection of the difficulty of prognosticating for
such patients. However, if accurate prognostica-
tion is a requirement for initiating EOL care, we
will miss significant opportunities to provide
holistic EOL care to a population with high
needs. We recommend a parallel approach of
seeking recovery from underlying complications
and exacerbations at the same time we attend to
the elements of quality EOL care identified in this
report. Furthermore, additional research into the
underlying issues and causes of dissatisfaction in
this medical population is warranted.

There seem to be significant opportunities for
improvement of EOL care in the acute care sec-
tor in Canada. Moreover, the opportunity index
we constructed for each element of care pro-
vides a priority score for quality improvement
initiatives in EOL care. Patients and their FCGs
consistently reported high discordance between
the level of importance and degree of satisfac-
tion with issues related to continuity of care
(“To have an adequate plan of care and health
services available to look after you at home
upon discharge” and “Information available at
the hospital upon admission”), symptom man-
agement (“To have relief of symptoms”), sup-
portive care (“Not to be a burden on family”),
patient-physician relationships (“To have trust
and confidence in the doctor” and “Doctor be
available”), and elements related to communica-
tion and decision making (“To have adequate
information” and “To be able to participate in
decision making”). Patients and family
caregivers independently identified similar pri-
ority targets. Of the 10 elements that had the
highest opportunity index from the patient’s
perspective and were relevant to the FCGs, eight
were similarly rated by the FCGs. Our findings
extend those from other studies of patients in
diverse settings where the need for better infor-
mation exchange, communication, symptom
management, and access to physicians have
emerged as central themes associated with satis-
faction with EOL care (2,7,8,29,30).

Improvements in the quality of EOL care in
Canada will require a multifaceted approach.
Increasing the use of hospice and palliative care

resources may be one approach to improving
quality EOL care. However, low levels of public
knowledge and awareness of these services, as
recently demonstrated in a public opinion poll
in Canada, may deter access to and use of these
resources (31). Furthermore, historically, these
services have been primarily directed to cancer
patients in the home environment. However, in
Canada, the care of the dying principally occurs
in the hospitalized setting with more than 70%
of deaths occurring in hospitals (17). Current
federal funding initiatives to increase the “bas-
ket” of services provided in the home care set-
ting may neglect opportunities to improve EOL
care provided to dying patients in hospitals.

At a provincial level, there is an initiative to
improve the quality of EOL care on the internal
medicine teaching units in academic, tertiary
care, teaching hospitals in Ontario (32). This
five-year project (sponsored by Associated
Medical Services) hopes to develop physician
role models, adequate system changes, and inte-
gration with palliative care services to allow for
exemplary EOL care, with a particular emphasis
on training the physicians of tomorrow.

Neither the federal nor provincial initiatives
referred to above can succeed in isolation, as it
appears that a cause of great anxiety for seri-
ously ill patients and their families is the lack of
continuity between the tertiary care and primary
care sectors. Discontinuities with patient care
occur frequently in the peri-hospital discharge
period and are associated with quality of care
problems (33). Preliminary evidence in a popu-
lation similar to our study population would
suggest that improving the continuity of care
may be associated with a significant reduction in
hospital days and emergent admissions (34),
and improved satisfaction with care (35), al-
though data are conflicting (36). More research
is needed to determine optimal strategies to
improve continuity of care and to ensure that
these efforts translate into improved patient and
family satisfaction.

Our study is notable for some unexpected
findings. Previous studies (18,20) of patients
with cancer, HIV/AIDS, and chronic diseases
suggested that “control over decision making”
was an important construct related to quality
EOL care. In our study, only 17.3 % consider this
element to be “extremely important” and it was
ranked as 27/28 in terms of the opportunity in-
dex. To have help making difficult decisions was
also rated as less important and ranked as a low
priority item. Promoting tools such as advance
directives and/or living wills at the expense of
considerate conversations more proximate to the
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life-threatening illness may be misguided if the
seriously ill, elderly patients, hospitalized with
advanced medical disease in our study prefer to
engage the physician looking after them in col-
laborative decision making rather than making
decisions autonomously. It is more important
for them to know who their doctor is, have him
or her available to them, and have trust and
confidence in the doctor than to have control of
the care provided or be responsible for the deci-
sion making.

The strengths of our study include the use of
a rigorously developed comprehensive ques-
tionnaire to elicit patients’” and FCGs’ views on
EOL care. The process we used to develop the
questionnaire provides a degree of face and con-
tent validity. However, we have not assessed the
reliability of the questionnaire scores. Despite
being the first multicentre study of its kind in
Canada, the generalizability of our findings may
be limited as more than 90% of our patients
were Caucasians, representing patients in select
urban settings. An additional limitation may be
our use of “completely satisfied” as our bench-
mark to develop the opportunity index. We rec-
ognize the tendency to report positive responses
in satisfaction surveys of health care recipients
and an inability to translate findings into action
for quality improvement (37). To deal effectively
with this problem, we have only framed “satis-
faction” (and not “dissatisfaction”), and have
skewed our response options to reflect more
degrees of lower levels of satisfaction (3 options)
than higher levels of satisfaction (2 options) to
encourage greater spread in the reporting of
anything less than complete satisfaction. Fur-
thermore, in our previous work, we focused on
the maximally satisfied respondent and isolated
“completely satisfied” (response option 5) to
represent the desired response option or bench-
mark. Using this approach, we have been able to
compare results across sites and highlight op-
portunities for improvement (38). Finally, each
item in our questionnaire was developed to rep-
resent an “action item” such that, if anything
less than “completely satisfied” is rated, that
item reflects an opportunity for improvement.
Admittedly, it is not clear whether we have suf-
ficient resources to ensure that all patients and
families are completely satisfied with all ele-
ments of EOL care, hence the need to prioritize
initiatives based on the opportunity index.

Patients who receive terminal care inconsist-
ent with their previously expressed wishes are
more likely to be dissatisfied with care and con-
sume considerable health care resources (39).
We believe, therefore, that alignment of care

delivery with what matters most to individual
patients and their families has the potential to
not only improve quality but at reduced costs. In
our national survey, we have elicited the per-
spectives of patients with serious life-limiting
illnesses (six-month mortality >50%) and their
FCGs to determine which elements of EOL care
are most important, and their current satisfac-
tion with those elements. Continuity of care and
discharge planning, symptom management,
supportive care, communication and decision
making, and patient-physician relationship is-
sues emerge as high-priority targets for quality
improvement initiatives.

Date receivead, January 27, 2005, date acceplea, May 24,
2005.
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