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Abstract

Context. A number of studies have highlighted the poor quality of end-of-life
(EOL) care provided in hospital settings, leading to a reduction in the quality of
EOL care and increase in patient and caregiver dissatisfaction levels.

Objectives. The aims of this study were the evaluation of the prevalence
of major symptoms, treatment, outcomes, information, and care provided to
dying cancer patients in Italian hospitals; and an analysis of clinical and socio-
demographic factors associated with caregiver satisfaction with the health
care provided.

Methods. This is a mortality follow-back survey of 2,000 cancer deaths
representative of the country. Caregivers were interviewed about patients’
experiences by using a tailored version of the View of Informal Carers—
Evaluation of Services questionnaire.

Results. Valid interviews were obtained for 84% (n= 364) of the cancer
patients who died in hospital. Most Italian cancer patients dying in hospital
suffered from a number of untreated or poorly treated symptoms, and only a few
reported an acceptable control over physical suffering. Moreover, only two-thirds
of patients and one-third of caregivers received basic information on therapies
and care. About one-third of the caregivers expressed dissatisfaction with the
health care received. The probability of being satisfied was more likely for
caregivers of patients living in the north of Italy; caregivers of patients who had
not experienced or were only slightly distressed by fatigue; and caregivers who
were generally satisfied with hospital facilities and when the health care
professionals had provided appropriate information to both patients and
caregivers.
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Conclusion. This study revealed poor quality of EOL care in Italian hospitals,
with almost one-third of the caregivers expressing their clear dissatisfaction. A
national policy is, therefore, urgently called for to improve the quality of EOL care
in Italian hospitals. ] Pain Symptom Manage 2010;39:1003—1015. © 2010 U.S.
Cancer Pain Relief Committee. Published by Elsevier Inc. All rights reserved.
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Introduction

Despite the worldwide development of palli-
ative care services and programs, in many
Western countries, 50% of all deaths occur in
hospital acute care units."”* A number of
studies have highlighted the poor quality of
end-of-life (EOL) care provided in hospital set-
tings: Most dying patients receive inappropri-
ate care because of inadequate evaluation
and poor treatment of physical suffering, and
patient and family emotional, spiritual, and
communication needs are unmet.” ' This
leads to a reduction in the quality of EOL
care and to an increase in patient and care-
giver dissatisfaction levels.'”™'°

A few postbereavement surveys identified
the determinants of care dissatisfaction as
lack of information and poor communication
between health care professionals and patients
and families; physical suffering; and scarce
consideration of the patient’s emotional and
spiritual needs.”'®!” A survey carried out in
2005 in 40 Italian hospitals showed that acute
inpatient institutions in Italy ineffectually ad-
dress the needs of dying patients.” A curative
approach involving aggressive, life-prolonging
interventions and overtreatment was sustained
even in patients who were close to death. To
date, there are no national data available con-
cerning the type and quality of EOL care pro-
vided to hospitalized dying cancer patients and
the satisfaction expressed by caregivers regard-
ing treatment and care received.

The Italian Survey of the Dying of Cancer
(ISDOC) is a mortality follow-back survey con-
ducted in a stratified random sample of Italian
cancer deaths. Information regarding the last
three months of life was obtained from care-
givers interviewed after the patient’s death, us-
ing the View of Informal Carers—Evaluation of
Services (VOICES) questionnaire.18 ISDOC
aimed at providing a national appraisal of

the EOL care experiences of dying cancer pa-
tients in all settings of care. This article reports
the results from specific sections of the inter-
view, which focus on the type and quality of
care and treatments provided during the dying
patient’s last hospitalization and the satisfac-
tion expressed by their caregivers. The analysis
of this subsample of cancer patients who died
in Italian hospitals after a hospital stay of
more than 24 hours was specifically aimed at
1) comparing the characteristics of dying can-
cer patients in Italian hospitals with those of
all Italian cancer deaths; 2) estimating the
prevalence of major symptoms, the treatment
provided, and the positive outcome of the
treatment of cancer patients during their last
hospitalization; 3) estimating the ratio of can-
cer patients and their caregivers who received
appropriate information and support by medi-
cal staff during the last hospital stay; 4) esti-
mating the level of satisfaction expressed by
caregivers; and b5) analyzing which clinical
and sociodemographic factors were associated
with care satisfaction.

Methods
The Italian Survey of the Dying of Cancer

A two-stage probability sample was used to
assess the EOL experiences of approximately
160,000 annual cancer deaths in Italy. In the
first stage, 30 of the 197 existing Local Health
Districts (LHD) were randomly selected. In
the second stage, a fixed proportion of adult
cancer deaths (aged 18 years or older) was
drawn from each LHD, constituting a sample
of 2,000 death certificates of cancer patients
who had died between March 2002 and June
2003."

For each deceased patient, a nonprofessional
caregiver, defined as the closest and best-
informed person in the last three months of
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the patient’s life, was identified by looking at
clinical records or by contacting general prac-
titioners. For patients who died without a non-
professional caregiver, the health professional
closest to the patient was identified. Identified
caregivers were then contacted by a trained in-
terviewer, both by letter and phone, to obtain
consent to be interviewed.

A nonprofessional caregiver was identified
for 92.1% of deceased patients (n=1,843). A
professional caregiver was identified for 2.9%
of the deceased patients (n=>57). Research
was unsuccessful for 100 patients (5.0%). An
interview was conducted with 1,289 (67.8%)
of the identified caregivers (1,247 nonprofes-
sional and 42 professional) at a median time
of 234 days after the patients’ death (range
103—374). Of the remaining 611 noninter-
viewed caregivers, 161 (8.5%) could not be lo-
cated, 383 (20.1%) refused to be interviewed,
38 (2.0%) were too ill to participate, and 7
(0.4%) had died. Because of staff errors during
planning, 22 interviews (1.1%) were not car-
ried out. Finally, six patients whose death
could not strictly be attributed to cancer and
12 patients who did not reach the terminal
phase of disease were excluded from all the
statistical analyses.

Interviews were conducted less frequently
among patients who died in the hospital
(odds ratio [OR] = 0.6; 95% confidence inter-
val [CI] =0.4—0.7) than those who died at
home and among patients with lower levels
of schooling. No significant differences by
age, gender, marital status, and primary tumor,
were observed. More information regarding
the methodology of the survey has been pub-
lished in a previous article."?

The study design was approved by the Ethics
Committee of the National Cancer Institute of
Genoa, and the Italian Data Protection Com-
mission was notified of both the study design
and procedures, according to the Italian law
regulating the use and processing of health
data.

Data Collection

Interviews were conducted using an adapted
version of the VOICES questionnaim.]8 This
questionnaire is the short version of the inter-
view schedule used in the Regional Study of
Care for the Dying.20 The Italian translation
of the questionnaire was previously tested in

a sample of caregivers of deceased acquired
immunodeficiency syndrome patients in
Genoa.”! The interview covered the last three
months of life and evaluated a number of pos-
sible problems experienced by the patients
and their families.

The first part of the VOICES questionnaire
includes four sections for each of the four pos-
sible settings of care: home, nursing home,
hospital, and hospice. The hospital section ex-
plored the following: 1) if the patient had died
in hospital, the last inpatient hospital stay of
more than 24 hours; and 2) if the patient
had died elsewhere, the longer periods of in-
patient hospitalization. Patients with a hospital
stay of less than 24 hours were excluded be-
cause the time was not sufficient to obtain valu-
able information from caregivers.

The hospital section includes 35 questions
overall. The results from two questions explor-
ing treatments not provided or judged unnec-
essary and from four questions exploring
quality of care received from social and health
professionals were excluded from the analyses
because of the high numbers of missing infor-
mation. The question about the involvement
of a pain service in care has already been inves-
tigated and results reported in a previously
published article.*® The second part of the
VOICES questionnaire includes questions ex-
ploring the domains independent of the set-
ting of care. The two questions referring to
communication with health care professionals
before and after the patient’s death have been
included in the analyses.

Statistical Methods

All analyses were performed using SUDAAN
version 9.0.1 (Research Triangle Institute, Re-
search Triangle Park, NC). This software, for
the point and standard error (SE) statistics es-
timation, takes into account four characteris-
tics of complex survey data: the unequal
probability selection of observations, the clus-
tering of observations, stratification, and non-
response. Sampling weights were introduced
to obtain unbiased weighted point and SE esti-
mates of the target population.

The differences in the distribution of categor-
ical variables (gender and marital status, pre-
ferred place of death, disclosure of diagnosis,
disclosure of prognosis, primary tumor, and
caregiver relationship) were tested by means
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of Chi-squared test for heterogeneity. The dif-
ferences in the distribution of ordinal variables
(age at death, education, interval since diagno-
sis, duration of non-self-sufficiency for everyday
tasks, number of cohabitants, age and educa-
tion of the caregivers) were tested by means of
Chi-squared test for trend.

Multivariate logistic regression models were
applied to examine the associations between
patient and caregiver characteristics (the inde-
pendent variables) and the overall satisfaction
expressed by the caregivers concerning treat-
ment and care received during the patient’s
last hospital stay. For this analysis, the 4-point
Likert scale was transformed into a binary vari-
able: satisfied (excellent or good care) and not
satisfied (fair or poor care). Patient and care-
giver characteristics were all included in the lo-
gistic regression model. Variables with P> 0.10
were removed from the model by means of
a step-down procedure to obtain the final
model. For the variables included in the final
logistic model, the strength of the association
was estimated in terms of OR, the ratio of
the odds of caregiver and patient satisfaction
in a given category to the corresponding
odds in a reference category. In the model,
the Chi-squared test statistics for heterogeneity
and trend were used to test the associations be-
tween the dependent variable and the inde-
pendent categorical and ordinal variables,
respectively.

Results

Study Sample

Of 1,271 Italian cancer patients in the ISDOC
sample, 477 (34.6%) had died while hospital-
ized (Fig. 1). Of those, 42 were excluded from
the analyses because hospitalization lasted less
than 24 hours. Of the remaining 435 cancer
patients, 71 were excluded because of staff er-
rors. Valid interviews were obtained for 83.7%
(n=364) of the deceased cancer patients with
a last inpatient hospital stay of more than 24
hours (76.3% of total).

Characteristics of Dying Cancer Patients in
Italian Hospitals Compared With All Italian
Cancer Deaths

Overall, the estimated proportion of cancer
patients who died in hospital in Italy was 34.6%

In-Hospital Deaths
(n=477)

——— > Hospitalization < 24 hours
(n=42)
Hospitalization > 24 hours
(n=435)
Staff error
(caregiver interviewed
about a previous
hospitalization)
(n=58)

- >

Staff error
(hospital section
not filled in)

v (n=13)
Valid Interviews
(n=364)

Fig. 1. Flowchart of the study sample.

(95% CI=29.0—40.6) (Table 1). Younger can-
cer patients died more frequently in hospital
compared with older patients (P=0.02). Can-
cer patients living in the northern regions of
Italy were more likely to die in hospital com-
pared with those living in the central and
southern regions (P<0.001). A higher pro-
portion of patients who preferred to die in
hospital had a greater likelihood to do so
(90.9%) compared with other places of death
(P<0.01). The probability of dying in hospital
was unevenly distributed according to the time
interval from diagnosis to death (P=0.03). Pa-
tients informed about their diagnosis and
prognosis were more likely to die in hospital
compared with other places of death
(P=0.01 and P<0.01, respectively). There
were no significant differences in patient gen-
der (P=0.34) and education level (P=0.55),
marital status (P=0.74), type of tumor
(P=10.24), duration of non-self-sufficiency for
everyday tasks (P=0.26), number of cohabi-
tants (P=0.09), caregiver’s relationship
(P=0.51), caregiver’s age (P=0.31), caregiv-
er’s gender (P=0.95), and caregiver’s educa-
tion level (P=0.18).

Prevalence of Major Symptoms During the
Last Inpatient Hospital Stay

According to informal caregiver reports,
pain was experienced by 80.4% of dying cancer
patients during their last inpatient hospital
stay (Table 2). At least 65.5% of the patients
experienced very distressing pain. Among the
other symptoms, the most prevalent was
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Table 1 Table 1
Characteristics of Dying Cancer Patients in Continued
Italian Hospitals Compared With Overall Italian In-Hospital
Cancer Deaths All Deaths Deaths
In-Hospital (n=1271) (n=477)
(Anll:lefg;hlS) (Sia;g;) Characteristics n %“  95% CI*
90 465 30.6 24.0—38.1
Characteristics n %“  95% CI“ *
e ot (=005
Age at death (years) (P=0.018) g None 183 373 98.8-46.7
18—54 83 44.8 35.0—55.0 ’ ' .
5 1 531 39.7 33.4—46.3
55—64 164 45.1 35.0—55.8 91 557 90.3 91.7—38.0
65—74 359 36.3 28.1-45.4 o o
75—84 438 28.5 22.6—35.4 Caregiver relationship (P=0.513)
85+ 227 325 24.8—41.3 Spouse-partner 384 375 30.5—45.0
Offspring 586 33.0 26.3—40.6
Gender (P=0.337) Others 301 837 26.5—41.8
Male 713 35.6 29.3—42.4 .
Female 558 332 27.7-39.2 Caregiver’s age (P=0.308)
, 1844 337 330 24.1-433
Education (years) (P: 0554) 45—54 292 31.3 259_379’
=5 833 335 27.4-401 55—64 272 37.8 30.1-46.3
6-9 228 350 27.2-43.7 65—74 214 395 31.1-48.6
Marital status (P=0.742) Caregiver’s gender (P=0.954)
Married 743 35.0 29.8—41.7 Male 387 344 27.5—42.1
Single” 519 33.9 27.4—41.1 Female 884  34.6 28.7—41.0
Region of residence (P < 0.001) Caregiver’s education (years) (P=0.181)
Northern Italy 813 49.6 43.7-55.5 =5 345 40.6 31.7-50.1
Central or southern 458 18.2 12.0—26.8 6—9 250 31.7 24.8-39.7
Italy 10+ 584 33.5 27.0—40.8
Preferred place of death (P<0.001) Total 1,271 34.6 29.0—40.6
Home 930 24.7 19.4-30.9 oAl . 95% CI) ohied
. —0OR percentages 0 are weighted.
ggigﬁ? home i’g 928 78;_323 ]’Including widowed, separated, and divorced.
Not known 268 63.0 55.0—70.4
Disclosure of diagnosis (£ < 0.001)
Informed 481 42.2 35.8—48.1 . . . .
Not informed 756 307 24.5-376 fatlgye (90.0%), w1tl?7a proportion of very dis-
Disclosure of prognosis (P 0.010) tressing symptom of 4.1%. Loss of appetite af-
Informed 162 44.6 37.1-523 fected 79.4% of the patients; breathlessness,
Not informed 1,051 33.2 27.0—40.1 61.6%; constipation, 55.7%; insomnia, 51.4%;

Type of disease
Primary tumor (P=0.238)

Head and neck 28 46.3 29.2—64.4
Digestive system 465 345 27.7-41.9
Respiratory system 266 39.8 32.5—47.7
Breast 125 32,3 24.9—40.7
Genitourinary system 186 26.5 19.1-35.5
Hematological 92 35.2 23.6—48.7
Others and unspecified 109 34.7 23.4—48.1
Months since diagnosis (P=0.025)
1-3 250 47.7 37.1-58.5
4—6 174 30.7 22.5—40.2
7-12 221 35.9 28.9—43.6
13—36 320 29.1 22.4-36.8
>36 267 31.9 24.8—40.0

Period of non-self-sufficiency for everyday tasks (days
before death) (P=0.259)

0—10 285 41.8 33.1-51.1
11-30 331 35.5 27.2—44.8
31-90 177 33.4 23.8—44.6

(Continued)

and nausea, 38.6%. The proportions of pa-
tients with very distressing symptoms were as
follows: loss of appetite, 57.2%; breathlessness,
44.6%; constipation, 38.5%; insomnia, 39.6%;
and nausea, 28.0%.

Overall, only 2.9% of patients did not suffer
from any symptoms during their last hospital
stay; 24.4% were troubled by one to three
symptoms; 45.5% experienced four or five
symptoms; and 27.2% experienced six or seven
symptoms. With reference to patients who
were not troubled at all or who were troubled
by one to seven very distressing symptoms, the
proportions were as follows: 10.4% did not suf-
fer from any very distressing symptom; 42.8%
from one to three symptoms; 31.8% from
four to five symptoms; and 15.0% from six to
seven symptoms.
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Table 2
Prevalence of Major Symptoms of Dying Cancer Patients in Italy During Their Last Inpatient Hospital Stay

Symptom Prevalence Prevalence of Very Distressing Symptoms*
Symptom % 95% CI % 95% CI
Pain 80.4 75.7—84.4 65.5 61.1—69.6
Fatigue 90.0 85.7—-93.0 74.1 68.1-79.4
Nausea/vomiting 38.6 30.9—46.8 28.0 22.1-34.9
Loss of appetite 79.4 73.2—84.5 57.2 48.5—65.4
Constipation 55.7 47.0—64.0 38.5 31.0—46.5
Breathlessness 61.6 53.7—69.0 44.6 37.4-52.1
Insomnia 51.4 45.1-57.7 39.6 33.6—46.0
Absence of symptoms 2.9 1.5—5.8 10.4 7.8—13.8
1—3 symptoms 24.4 19.2—30.4 42.8 36.6—49.2
4—5 symptoms 45.5 41.3—49.7 31.8 26.1—38.2
6—7 symptoms 27.2 22.2—33.0 15.0 11.2—-19.8

“Prevalence of very distressing symptoms equals the proportion of patients reported by the caregivers as experiencing the symptom, which dis-
tressed the patients “much or very much.”

Treatment Recetved for Seven Major Symptoms the subgroup of patients who received treat-
and Positive Outcome of Treatment During the ment for pain, only 52.4% had their pain com-
Last Inpatient Hospital Stay pletely relieved all the time (49.7% with very
According to caregiver reports, overall, distressing pain and 73.7% with slightly dis-
77.9% of Italian cancer patients received treat- tressing pain).
ment for pain during their last inpatient hospi- Concerning other symptoms, treatment was
tal stay; patients with very distressing pain administered to 81.9% of patients suffering
received pain relief treatment more frequently from nausea, 80.7% from breathlessness,
(98.9% vs. 83.3%) compared with patients with 78.9% from insomnia, 75.7% from constipa-
only slightly distressing pain (Table 3). Among tion, 56.7% from fatigue, and 50.7% from loss
Table 3

Treatment Received for Seven Major Symptoms and Positive Outcome of Treatment During the Last Inpatient
Hospital Stay

Slightly Distressing Symptom* Very Distressing Symptom* Sum of Patients With Symptom
Symptom % 95% CI % 95% CI % 95% CI
Treatment received for”
Pain 83.3 65.3—93.0 98.9 97.2—99.6 77.9 73.2—81.9
Fatigue 48.1 31.1-65.5 58.5 48.3—67.9 56.7 46.4—66.4
Nausea/vomiting 73.9 53.0—87.7 85.2 70.9—93.1 81.9 68.6—90.4
Loss of appetite 38.9 28.3—50.6 54.9 43.2—66.1 50.7 40.4—61.0
Constipation 75.5 53.6—89.1 75.8 64.8—84.1 75.7 65.3—83.7
Breathlessness 57.8 39.0—74.6 87.7 80.3—92.5 80.7 72.2—87.2
Insomnia 75.8 50.1-90.7 79.9 67.2—88.5 78.9 67.5—87.1
Positive outcome for”
Pain 73.7 51.6—88.0 49.7 41.0—-58.4 52.4 43.9—60.8
Fatigue 10.2 3.9—24.1 8.5 3.8—18.0 8.8 4.3—16.9
Nausea/vomiting 28.6 15.5—46.8 17.5 9.4-30.1 20.3 13.3—29.9
Loss of appetite 24.2 11.7—43.5 3.9 1.1-13.1 7.9 4.0—15.3
Constipation 23.6 9.5—47.7 13.9 8.1-22.7 16.9 10.0—27.1
Breathlessness 25.0 11.2—46.7 18.6 12.9-26.0 19.6 14.1-26.6
Insomnia 31.3 15.4—53.2 14.3 6.8—27.6 18.1 10.7—28.9

“Analyses limited to the subgroups of patients with the symptom.

’Analyses limited to the subgroups of patients with the symptom who received treatment. Positive outcome for pain means that pain was con-
trolled by treatment “completely, all or some of the time;” for the other symptoms, it means that they were controlled by treatment “much or
very much.”

‘Slightly distressing symptom equals the proportion of patients reported by the caregivers as experiencing the symptom, which distressed the pa-
tients “a little or not at all.”

Wery distressing symptom equals the proportion of patients reported by the caregivers as experiencing the symptom, which distressed the patients
“much or very much.”
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of appetite. For all symptoms, patients with very
distressing symptoms received treatment more
often (ranging from 87.7% for breathlessness
to 54.9% for loss of appetite) compared with pa-
tients with slightly distressing symptoms (range
from 75.8% for insomnia to 38.9% for loss of
appetite).

Among the subgroup of patients with
these symptoms, according to caregiver re-
ports, only a negligible proportion had their
symptoms controlled by treatment (ranging
from 7.9% for loss of appetite and 20.3%
for nausea). Furthermore, caregivers re-
ported that positive outcomes for the treat-
ment of all symptoms were inferior in
patients with very distressing symptoms
(ranging from 18.6% for breathlessness to
3.9% for loss of appetite) compared with
the patients with slightly distressing symp-
toms (ranging from 28.6% for nausea to
10.2% for fatigue).

Information and Support Provided by Health
Care Professionals to Patients and Caregivers
During the Last Inpatient Hospital Stay
Caregivers reported that, during the last
inpatient hospital stay, physicians provided
information about the most appropriate treat-
ments and care to only 29.9% patients (Table
4). In 74.0% of the cases, families received the
necessary information concerning patient

Table 4
Information and Support Provided by Health
Professionals to the Patients and Caregivers
During the Last Inpatient Hospital Stay

Caregiver’s Answer % 95% CI

Did doctors give the patient all the information he/she
needed to make decisions regarding the most appropriate
treatments and care?

Yes 29.9 22.1-39.2

Did doctors provide the caregiver with all the necessary
information when making decisions about the patient’s
treatment?

Yes 74.0 67.7-79.4

Did doctors give the caregiver any information about the
patient’s condition in an insensitive manner?

No 82.0 77.3—86.0

At the time of death, did the medical staff inform the
family about what was happening?

Yes 69.0 61.6—75.4
Since the patient’s death, has the caregiver talked to any

health care staff about his/her feelings?
Yes 18.1 13.5—24.0

treatment from physicians. In 82.0% of the
cases, caregivers received information from
physicians about the condition of the patient
in a supportive and appropriate manner. In
69.0%, the physician had informed the care-
giver of the imminence of the patient’s death.
After the patients’ death, only 18.1% of the
caregivers had the possibility to talk to a health
care professional about their feelings.

Caregiver Satisfaction With Care and
Treatment Received During the Last Inpatient
Hospital Stay

Most caregivers reported that the hospital
services, care provided by medical and nursing
staff, and overall care were “excellent” or
“good” (ranging from 67.5% for hospital
services to 74.2% for physicians); less than
one-third of caregivers expressed a negative
evaluation of care provided to the patients dur-
ing their last inpatient hospital stay (ranging
from 22.4% for physicians to 30% for hospital
services) (Table 5).

Multivariate Logistic Regression Analyses
of Determinants of Satisfaction Expressed by
Informal Caregivers About the QOverall
Assistance Recetved During the Patient’s Last
Inpatient Hospital Stay

According to caregiver reports, the probabil-
ity of satisfaction with the health care provided
during the last inpatient hospital stay was more
likely for patients living in the north of Italy
(OR=3.30; 95% CI=1.43—7.61) compared
with patients living in the south (Table 6).
This probability increased significantly for
caregivers who were satisfied with the hospital
services (OR=15.58; 95% CI=9.21—26.35).
Treatment satisfaction was more likely to be ex-
pressed by the caregivers of patients who had
not suffered, or had suffered slightly, from fa-
tigue (P=0.06). The probability of being satis-
fied significantly increased when medical staff
provided information about treatment both
to patients and caregivers (P=0.02 and
P<0.01, respectively); when the caregivers
were informed about the patient’s condition
appropriately (P<0.01); and when the care-
giver was informed of the patient’s imminent

death (P=0.01).
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Table 5
Satisfaction Expressed by Caregivers About Care and Treatment Received During the Patient’s
Last Inpatient Hospital Stay

Hospital Services” Physicians’ Nurses” Overall”

Caregiver’s Answer % % % %

Excellent 12,5 24.1 21.5 19.2
Good 55.0 50.1 51.0 50.3
Fair 18.0 14.4 14.1 19.1
Poor 12.0 8.0 10.2 7.8
Unknown 2.5 3.4 3.2 3.7
Total 100 100 100 100

Caregivers were asked the following questions:

“During hospital admission, how would you rate the hospital services (i.e., food, bedroom, bath)?

['During hospital admission, how would you rate the assistance that the patient received from the medical staff?

‘During hospital admission, how would you rate the assistance that the patient received from the nursing staff?

“During hospital admission, how would you rate the overall assistance that the patient received inside the hospital ward?

Discussion According to informal caregiver reports, most
cancer patients dying in Italian hospitals suf-
fered from a number of untreated or poorly
treated symptoms. Only a minority obtained
acceptable treatment for their physical

This is one of the few population-based sur-
veys exploring the quality of EOL care pro-
vided to cancer patients and their caregivers
during the last inpatient hospital stay.

Table 6
Multivariate Logistic Regression Analyses of Determinants of Satisfaction Expressed by Informal Caregivers
About the Overall Assistance Received During the Patient’s Last Inpatient Hospital Stay

Excellent or Good Overall Assistance”

Independent Variables OR 95% CI” Pvalue
Place of residence
Northern Italy 3.30 1.43-7.61 0.01
Central and southern Italy Ref.
Fatigue
Absent or slightly distressing 1.75 0.97-3.19 0.06
Very distressing Ref.
Satisfaction with hospital services
Fair or poor Ref. 0.01
Excellent or good 15.58 9.21-26.35

Information provided by health professionals
To the patient regarding treatment

No Ref. 0.02
Yes 3.90 1.21-12.57

To the caregiver regarding treatment
No Ref. <0.01
Yes 5.92 2.24—15.66

To the caregiver in an appropriate manner
No 5.39 1.89—15.34 <0.01
Yes Ref.

To the caregiver about the imminence of death
No Ref. 0.01
Yes 2.41 1.22—4.76

Ref. indicates reference category (Ref = 1).

“Caregivers were asked the following question: During hospital admission, how would you rate the overall assistance that the patient received in-
side the hospital ward? Excellent, good, fair, poor. To perform the multivariate logistic regression analysis, we recoded the caregivers’ responses as
Positive evaluation (excellent or good assistance) or negative evaluation (fair or poor assistance).

"ORs (95% CI) were estimated by multivariate logistic regression with the following patient and caregiver covariates included in the model:
patient—age at death, gender, marital status, place of residence, primary tumor, months since diagnosis, preferred place of death, period of
non-self-sufficiency for everyday tasks, prevalence of pain, prevalence of fatigue, number of patient’s cohabitants; caregiver—relationship, age,
gender, education, information provided to patients and caregivers regarding treatments, information provided to caregivers in appropriate
way, information provided to caregivers about the imminence of the patient’s death. Only covariates with a P-value less than 0.10 are reported.
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suffering. Moreover, basic information about
treatment and care was not given to over
two-thirds of patients. Often, the information
supplied to caregivers was inadequate. About
one-fourth had not received enough informa-
tion on patient care, and one-third was not
informed about the patient’s imminent
death. After the patient’s death, most of the
caregivers were not given the opportunity to
discuss their feelings with a health care
professional.

The high prevalence of very distressing
symptoms and the poor outcome of treatments
administered to dying cancer patients in hospi-
tals show that the primary goal of death with-
out physical suffering is far from being
achieved in Italian hospitals. These results con-
trast with strong evidence indicating that phys-
ical suffering can be effectively relieved
through appropriate treatment,” and severe,
refractory symptoms alleviated through appro-
priate palliative sedation.** The case of very
distressing constipation, untreated or poorly
treated in most patients, was emblematic of
the scarce importance given to the care of
dying patients in Italian hospitals.

These results are consistent with those from
other studies carried out in many Western
countries.”'** Whenever the care of dying pa-
tients in hospital is investigated, the results
show a high prevalence of physical and psycho-
logical suffering; poor communication between
the patient, caregiver, and medical staff; and an
underestimation of the caregiver’s emotional
needs before and after the patient’s death.

The improvement of EOL care is being in-
creasingly recognized as an important aspect
of health care delivery.”® In Europe, most can-
cer patients die in hospital,” and recent analy-
ses of future projections27 suggest that these
figures will not significantly decline in future
decades. As a consequence, the improvement
of the quality of EOL care in hospitals is cen-
tral to all health care services. The quality of
EOL care in hospital depends, for the most
part, on the ability of the staff to recognize
the imminence of death, to adjust care objec-
tives, and to suspend the dying patient’s cura-
tive interventions.”® This can be difficult in
hospital, where the culture is focused on cure
and where inappropriate procedures, investi-
gations, and therapies are often pursued at
the expense of the patient’s comfort.'?

Furthermore, it should be underlined that
effective EOL care cannot be implemented
without appropriate communication between
professionals, patients, and, when appropriate,
families or caregivers.”'' This is an unavoidable
prerequisite for a shared decision-making ap-
proach, which effectively allows patients and
caregivers to make choices regarding the most
appropriate health care and to control key as-
pects of their lives.** ! The results of this survey
clearly show that communication with patients
and families is often poor; only a minority of hos-
pitalized dying cancer patients received infor-
mation from physicians about diagnosis, and
a negligible proportion received information
about the poor prognosis of their disease. As
a consequence, information about treatment
and care had generally been discussed with the
caregivers but not with the patients.

A recent review exploring cancer patients’
preferences for information shows an increas-
ing need for greater involvement in the
decision-making process and more detailed
information about the illness, including prog-
nosis.”* The reluctance to give bad news to
cancer patients probably reflects a persistent
paternalistic approach of Italian physicians,
particularly outside of specialized cancer cen-
ters, 2033 Moreover, despite the evidence,u’?’o’34
physicians still believe that the disclosure of
poor prognosis is associated with an increase
in patient anxiety and with the loss of a “posi-
tive attitude.” A recent study by Wright et al.*
shows that honest, realistic dialogue between
physicians and dying patients is not associated
with a significant increase in emotional dis-
tress. The patients who have the opportunity
to discuss EOL care with physicians receive
less aggressive medical treatment and are
more likely to benefit from hospice services;
furthermore, their caregivers experience less
regret and show improvements in physical
functioning, mental health, and quality of life
during the bereavement period.™

Regarding the caregiver’s emotional needs
and feelings after the patient’s death, our
study shows that, in most of the cases, they
are not considered as a part of comprehensive
palliative care in a hospital setting. After the
patient’s death, family members can be helped
to cope with their loss by a professional care
team, which, through ongoing assessment
of specific needs, provides appropriate
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counseling and emotional support throughout
the bereavement process.”

Not surprisingly, about one-third of the Italian
caregivers were dissatisfied with hospital services,
care provided by medical and nursing staff, and
overall care received in hospital. The probability
of receiving excellent or good overall care was
higher for patients who died in the north of Italy
and was associated with a positive opinion of hos-
pital services. It is worth noting that a major de-
terminant of caregiver satisfaction was the
quality of information provided by health care
professionals to the patient and the caregiver.

As reported by previous articles using the
ISDOC survey data, differences between the
north and south of Italy were observed with re-
gard to the place of death of cancer patients,”
the disclosure of diagnosis and prognosis
among cancer deceased,30 the socioeconomic
impact on the family during the last three
months of the patient’s life,”® and the availabil-
ity and provision of palliative care programs.**
In the south of the country, the number of can-
cer patients dying in hospital is very low, as is the
likelihood of cancer patients being informed
about diagnosis and prognosis. Furthermore,
the distribution of services and programs of
palliative care is poor and, consequently, the so-
cioeconomic impact on families who have to
look after a cancer patient at the terminal stage
of the disease is particularly heavy.

These differences between geographical
areas, confirmed by the greater likelihood of
satisfaction expressed by caregivers of patients
who died in hospitals in northern Italy, have
historical roots and could relate to several fac-
tors, such as the cultural and social diversities
that characterize the geographical areas of
the country and the federal administration of
the Italian Health Service, which often defines
priorities and allocates investments extremely
unevenly among Italian regions.**

Apart from differences between geographi-
cal areas, one of the factors that mainly affects
the satisfaction expressed by caregivers ap-
pears to be the lack of appropriate and open
communication between health professionals,
patients, and where appropriate, families. Ital-
ian physicians are rarely trained to develop
personal skills in communicating and discus-
sing the nature and prognosis of disease and
frequently avoid open communication unless
specifically requested.”

These figures are difficult to interpret, be-
cause the concept of “satisfaction with health
care” is difficult to define and measure, and
most surveys report high degrees of satisfac-
tion.*”* Moreover, a systematic review'® sug-
gests that measuring satisfaction with EOL
care may be particularly challenging because
the latter differs from medical treatment by
units and components of care, dimensions of
quality of care, and outcomes.

Williams et al.”” suggest a possible explana-
tion for the reported high levels of satisfaction:
According to their study, a negative experience
from a service is reported as a negative evalua-
tion when the concepts of duty (the right to be
satisfied) and culpability (the service is respon-
sible for dissatisfaction) are taken into ac-
count. It is reasonable to hypothesize that
caregivers’ expectations for high-quality EOL
care in hospital are limited and, as a conse-
quence, their assessment of services through
an assessment of their satisfaction is particu-
larly optimistic. This might explain why
a high prevalence of pain and other poorly
treated symptoms were not associated with dis-
satisfaction with overall hospital care.

Furthermore, satisfaction surveys on the
care of the dying vary from others carried
out in the medical care field because most
are retrospective”’37 and have used informal
caregivers alone as a source of information.
Some evidence of the influence of caregivers’
variables on evaluation of services is reported
by Fakhoury et al., who found that, although
the informal caregivers’ high level of satisfac-
tion is mainly determined by service character-
istics, it is also influenced by patient and
informal caregiver characteristics.'® The high
level of satisfaction expressed by Italian care-
givers does not necessarily mean that they
have low expectations or that their experience
of EOL care was positive; it could simply be
linked to the common belief: “... the doctors
and nurses did their best ....”

The validity and generalizability of these re-
sults must be interpreted taking into account
the strengths and weaknesses of the study de-
sign.'? Postbereavement surveys overcome prob-
lems related to the practical difficulties of
obtaining representative samples of terminal
cancer patients.*” Conversely, this study design
is affected by the use of the bereaved caregiver
as a source of information. We have to take
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into account that the caregivers are not only ob-
servers but also participants and recipients and
that they evaluate the process of care from their
own point of view.*! A review of studies that com-
pared patients’ and proxies’ views'* suggests that
proxies can more reliably report on the quality
of services and on practical and observable as-
pects of the patient’s experience. For more sub-
jective aspects, such as pain, anxiety, and
depression, the concurrence is poorer. Despite
this, the caregiver is the only person who can
give information about some key aspects con-
cerning EOL care, such as the circumstances
of the patient’s death, information provided by
health care professionals, and the support
received after the patient’s death.

Conclusions

The results of this survey show a poor quality
of EOL care provision in Italian hospitals, with
almost one-third of the caregivers expressing
a clear dissatisfaction with the quality of EOL
care. In light of this situation, a national policy
should be aimed at:

e Training and supporting medical and
nursing staff working in hospitals in EOL
care;

e Monitoring and assessing the quality of
EOL care provided to dying patients in
hospital;

e Developing and implementing effective
programs to improve the quality of EOL
care in hospitals, such as specialized in-
hospital palliative care teams.*>*

Finally, further research is needed to de-
velop multidimensional models of satisfaction
with EOL care that can evaluate care delivery
by taking into account the specificity of the
palliative care field.
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