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Introduction: Palliative care is usually delivered late in the course of iliness trajectory. This precludes patients
on active disease modifying treatment from receiving the benefit of palliative care intervention. A survey was
conducted to know the opinion of oncologists, oncology nurses, and patients about the role of early specialist
palliative care in cancer.

Methods: A nonrandomized descriptive cross-sectional study was conducted at a tertiary cancer care center
in India. Thirty oncologists, sixty oncology nurses, and sixty patients were surveyed.

Results: Improvement in symptom control was appreciated by oncologists, oncology nurses, and patients with
respect to pain (Z = -4.10, P = 0.001), (Z = -5.84, P = 0.001), (Z = -6.20, P = 0.001); nausea and vomiting
(Z =-3.75, P=10.001), (Z=-5.3, P=0.001), (Z=-5.1, P = 0.001); constipation (Z = -3.29, P = 0.001),
(Z=-4.96, P=0.001), (Z=-4.49, P=0.001); breathlessness (Z = -3.57, P = 0.001), (Z = -5.03, P = 0.001),
(Z=-4.99, P=0.001); and restlessness (Z=-3.68, P=0.001), (Z=-5.23, P=0.001), (Z=-3.22, P=0.001).
Improvement in end-of-life care management was appreciated by oncologists and oncology nurses with
respect to communication of prognosis (Z = -4.04, P = 0.001), (Z = -5.20, P = 0.001); discussion on limitation
of life-sustaining treatment (Z = -3.68, P = 0.001), (Z = -4.53, P = 0.001); end-of-life symptom management
(Z=-4.17,P=0.001), (Z=-4.59, P=0.001); perimortem care (Z = -3.86, P=0.001), (Z=-4.80, P=0.001);
and bereavement support (Z = -3-80, P = 0.001), (Z = -4.95, P = 0.001). Improvement in health-related
communication was appreciated by oncologists, oncology nurses, and patients with respect to communicating
health related information in a sensitive manner (Z = -3.74, P = 0.001), (Z = -5.47, P = 0.001), (Z = -6.12,
P = 0.001); conducting family meeting (Z = -3.12, P = 0.002), (Z = -4.60, P = 0.001), (Z = -5.90, P = 0.001);
discussing goals of care (Z = -3.43, P = 0.001), (Z = -5.49, P = 0.001), (Z = -5.61, P = 0.001); maintaining
hope (Z=-3.22, P=0.001), (Z=-4.85, P=0.001), (Z=-5.61, P=0.001); and resolution of conflict (Z = -3.56,
P =0.001), (Z=-5.29, P=0.001), (Z = -5.28, P =0.001). Patients appreciated improvement in continuity of
care with respect to discharge planning (Z = -6.12, P = 0.001), optimal supply of essential symptom control
medications on discharge (Z = -6.32, P = 0.001), follow-up plan (Z = -6.40, P = 0.001), after hours telephonic
support (Z =-6.31, P=0.001), and preferred place of care (Z = -6.28, P = 0.001).

Conclusion: Oncologists, oncology nurses, and patients felt that integration of early specialist palliative care in
cancer improves symptom control, end-of-life care, health-related communication, and continuity of care. The
perceptions of benefit of the palliative care intervention in the components surveyed, differed among the three groups.

Cancer, Early specialist palliative care, Survey

This is an open access article distributed under the terms of the Creative
Commons Attribution-NonCommercial-ShareAlike 3.0 License, which allows
others to remix, tweak, and build upon the work non-commerecially, as long as the
Quick Response Code: author is credited and the new creations are licensed under the identical terms.
Website:

PR For reprints contact: reprints@medknow.com
www.jpalliativecare.com

How to cite this article: Salins N, Patra L, Usha Rani MR, Lohitashva SO,
DOI: Rao R, Ramanjulu R, et al. Integration of early specialist palliative care in
10.4103/0973-1075.185030 cancer care: Survey of oncologists, oncology nurses, and patients. Indian
J Palliat Care 2016;22:258-65.

258 © 2016 Indian Journal of Palliative Care | Published by Wolters Kluwer - Medknow



Salins, et al.: Early specialist palliative care: Survey of oncologists, oncology nurses and patients

Traditionally, palliative care is delivered late in the course
of the illness trajectory.l"? This approach excludes the
benefit of palliative care to many patients receiving active
anticancer therapy.’¥ In patients with metastatic nonsmall
cell lung cancer, early palliative care referral is associated
with improvement in quality of life and survival.F! Over
the last few years, specialty of palliative care has expanded
and surpassed the conventional hospice model of care
to integrated simultancous and shared model of care
where patients are receiving specialist palliative care input
alongside active disease-directed treatment. This enables
symptom control, better health-related communications,
and empowers patients and families in shared medical
decision-making,®l Palliative care is an essential care for all
seriously ill patients. Hence, it is important to integrate it
in all active medical care processes and integrate teaching
of palliative care in health curriculum.™® American
Society of Clinical Oncology (ASCO) has emphasized
the integration of palliative care services as one of
ASCOs accomplishments and has included it as part of
its “Vision for Comprehensive Cancer Care 2020.”" The
National Comprehensive Cancer Care Network’s palliative
care guidelines recommend screening of all patients’ for
palliative care issues during initial oncology consultation
and subsequently at clinically relevant times."” A study
conducted on these lines showed that 7-17% of patients
during initial consultation had palliative care needs and
13% of them needed specialist palliative care referral.l'!
In this study, a survey was conducted to know the opinion
of oncologists, oncology nurses, and patients about the
role of early specialist palliative care in symptom control,
continuity of care, health-related communication, and
end-of-life care.

This was a nonrandomized descriptive cross-sectional
study conducted at a tertiary cancer care center in India.
The aim of this study was to know the opinion of
oncologists, oncology nurses, and patients about the role
of integration of early specialist palliative care in a tertiary
cancer care center in India. The primary objective was to
know the role of integration of early specialist palliative
care in symptom control. The secondary objectives were
to know the role of integration of eatly specialist palliative
care in continuity of care, health-related communication,
and end-of-life care.
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The study was conducted in a tertiary cancer care setting
in India. The study was conducted from January 2013
to July 2013. The specialist palliative care intervention
was provided, as a multidisciplinary team comprising
of palliative medicine physicians, palliative care nurses,
medical social workers, complementary and alternative
medicine specialists, yoga therapists, occupational and
physiotherapists, psycho-oncologists, and dieticians.
The integrated approach enabled access to competent
person-centered care for patients within the environs of
a tertiary oncology care center. It aimed at caring for the
patients, right from diagnosis of cancer through the illness
trajectory including the end-of-life phase. In a cancer care
setting where all modalities of treatment are directed at the
disease, the integrated palliative approach acknowledged
the needs of the “person” who is having the disease and
hence it provided a “person-centered” approach. Patients
were referred to palliative care early, needs of the person
were assessed, symptoms were evaluated early and managed,
health-care related communications were completed, and
continuity of care was provided. Integrated palliative
approach facilitated a smooth transition of care process
from disease-directed therapy to holistic person-centered
management.

Thirty oncologists, sixty oncology nurses, and sixty
patients were surveyed. Among the thirty oncologists
included in the survey, ten were medical oncologists,
ten were radiation oncologists, and ten were surgical
oncologists. All the oncologists included in the study
were practicing consultants. Among the sixty-oncology
nurses included in the survey, forty were ward oncology
nurses, ten were day care chemotherapy nurses, and
ten were oncology nurse practitioners. All patients
aged 18 years and above, with proven cancer diagnosis,
receiving cancer-directed treatment, and simultaneously
receiving specialist palliative care input for at least 30
days from the time of referral were included in the study.
Patients with Eastern Cooperative Oncology Group 4
and patients not consenting or not able to complete the
study questionnaire, patients needing hospice transfer or
Intensive Care Unit admission during the study period
were excluded from the study.

The survey was conducted using a 5-point Likert
scale-based questionnaire. Each survey questionnaire had
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three sections, and each section had five items. Doctors
and nurses completed a common questionnaire. The
broad sections were symptom control, health-related
communication, and end-of-life care. The questionnaire
for patients had continuity of care section instead of the
end-of-life care section [Appendices 1 and 2].

Data were analyzed using SPSS version 20 for windows
(SPSS Version 20.0 for Windows IBM Chicago). Data
were analyzed for within group comparisons following
intervention using nonparametric Wilcoxon signed rank
tests and between groups using Mann—Whitney tests and
Kruskal-Wallis tests.

All thirty oncologists, sixty oncology nurses, and sixty
patients completed this section. Significant improvement
in symptom control following palliative care intervention
was appreciated by oncologists, oncology nurses, and
patients with respect to pain (Z = —4.10, P = 0.001),
(Z = —5.84, P =0.001), (Z = —6.20, P = 0.001); nausea
and vomiting (Z = —3.75, P = 0.001), (Z = =5.3,
P=0.001), (Z=—5.1, P=0.001); constipation (£ = —3.29,
P = 0.001), (Z = —4.96, P = 0.001), (Z = —4.49,
P = 0.001); breathlessness (Z = —3.57, P = 0.001),
(Z = -5.03, P=0.001), (Z=—499, P = 0.001); and
restlessness (Z = —3.68, P=0.001), (Z = —5.23, P=0.001),
(Z = —=3.22, P = 0.001) on Wilcoxon signed rank test
[Table 1].

Comparison of impact among the groups using
Kruskal-Wallis (Chi-square) test showed patients
appreciated palliative care interventions more than
oncologists and oncology nurses with respect to
management of pain (> = 19.4, P = 0. 001), nausea and
vomiting (> = 19.3, P = 0. 001), constipation (y* = 21.9,
P = 0. 001), breathlessness (* = 9. 3, P = 0. 009), and
restlessness (¥ = 4.86, P = 0. 08) [Table 1 and Figure 1].

Twenty-four oncologists and 52 oncology nurses
completed this section. Significant improvement in
end-of-life care management following palliative care
intervention was appreciated by oncologists and oncology
nurses with respect to communication of prognosis
(Z=—-4.04, P=0.001), (Z= —5.20, P= 0.001); discussion
on limitation of life-sustaining treatment (Z = —3.68,
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Figure 1: Waterfall chart showing impact of early specialist palliative
care intervention on symptom control before and after early specialist
palliative care intervention

P =0.001), (Z= —4.53, P = 0.001); end-of-life symptom
management (Z = —4.17, P = 0.001), (Z = —4.59,
P = 0.001); perimortem care (Z = —3.86, P = 0.001),
(Z = —4.80, P = 0.001); and bereavement support
(Z = —=3-80, P = 0.001), (£ = —4.95, P = 0.001) on
Wilcoxon signed rank test [Table 2].

Comparison of impact among the groups using
Mann—Whitney U-test showed that oncologists
appreciated palliative care interventions in end-of-life
care management more than oncology nurses with respect
to discussion on limitation of life-sustaining treatment
(Z =-2.57,P=0.01), end-of-life symptom management
(Z = —2.38, P = 0.01), perimortem care (£ = —2.04,
P =10.008), and bereavement support (Z = —1.97, P= 0.04)
[Table 2 and Figure 2].

Twenty-four oncologists, 54 oncology nurses, and fifty
patients completed this section. Significant improvement
in health-related communication following palliative care
intervention was appreciated by doctors, nurses, and
patients with respect to communicating health-related
information in a sensitive manner (Z = —3.74, P = 0.001),
(Z=-547,P=0.001), (Z=—06.12, P = 0.001); conducting
family meeting (Z = —3.12, P = 0.002), (Z = —4.60,
P=0.001), (Z=—5.90, P = 0.001); discussing goals of care
(Z=-3.43,P=0.001), (Z=—5.49,P=0.001), (Z=—5.61,
P = 0.001); maintaining hope (Z = —3.22, P = 0.001),
(Z = —4.85, P = 0.001), (Z = —5.61, P = 0.001); and
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*P<0.05, **P<0.01, ***P<0.001 for within groups and TP<0.05, ""P<0.01, '*P<0.001 for between groups. Perimortem care: Management of the patient during last hours of dying, death and after death care

resolution of conflict (Z = —3.56, P = 0.001), (Z = —5.29,
P =0.001), (Z = —5.28, P = 0.001) on Wilcoxon signed
rank test [Table 3 and Figure 3].

Comparison of impact between groups showed significant
improvement seen in health-related communication with
respect to communicating health-related information in
a sensitive manner (Z = —2.96, P = 0.003), conducting
family meeting (Z = —3.94, P = 0.001), discussing goals
of care (£ = —3.76, P = 0.001), and maintaining hope
(Z = —2.20, P = 0.02) was appreciated by patients when
compared to oncologists on Mann—Whitney U-test.
Comparison between patients and oncology nurses
showed that health-related communication such as
communicating health-related information in a sensitive
manner (Z = —3.43, P=0.001), conducting family meetings
(Z = —4.68, P = 0.001), and discussion of goals of care
(Z =—2.96, P = 0.003) was better appreciated by patients
compared to oncology nurses on Mann—Whitney U-test.
There were no significant differences between oncologists
and oncology nurses group |Table 3].

All sixty patients completed this section. According to patients,
availability of early specialist care improved continuity
of care with respect to discharge planning (Z = —6.12,
P =0.001), optimal supply of essential symptom control
medications on discharge (Z = —6.32, P = 0.001), follow-up
date and follow-up plan (Z = —6.40, P = 0.001), after hours
telephonic support (Z = —06.31, P = 0.001), and preferred
place of care (Z = —6.28, P = 0.001) on Wilcoxon signed
rank test [Table 4].

Worldwide, studies conducted on the role of integrated
specialist palliative care in cancer care centers have shown
improved symptom management, better psychological
support to patients and families, planned discharge, decreased
in-hospital mortality, higher degrees of satisfaction among
patients and their families, better insight among patients and
families about diagnosis and prognosis, discussion of goals
of care, and documentation of advanced directives.'>!%
ASCOs provisional clinical opinion on the integration
of palliative care into standard oncology cate states that
combined standard oncology care and palliative care should
be considered early in the course of illness for any patient
with metastatic cancer and/or high symptom burden.'"

Review of evidence on the role of early specialist palliative
care intervention on symptom control shows that early
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Figure 2: Waterfall chart showing impact of early specialist palliative
care intervention on end-of-life management before and after early
specialist palliative care intervention

specialist palliative care improves physical symptoms.['”""!
The randomized control trial (RCT) by Zimmerman ef a/."")
and the RCT by Rugno ¢ a/" showed improvement in
physical symptoms. These findings were supported by a
retrospective review of medical records by Kwon ez 2/
Two RCTs, ENABLE IL”” and ENABLE II1% did not
show any improvement in symptoms. This was because
specialist palliative care interventions in these studies
were education interventions with very limited specialist
palliative clinical care and management of symptoms. A
mixed method (RCT and qualitative) study in surgical
oncology patients showed no perceived improvement in
symptoms with eatly specialist palliative care intervention.*
However, the patients in the study group felt reassured
knowing pain and palliative care services were available. In
our study, oncologists, oncology nurses, and patients felt
that early specialist palliative care interventions improved
pain, nausea and vomiting, constipation, breathlessness,
and restlessness. With regard to symptom management,
patients appreciated specialist palliative care interventions
more than oncologists and oncology nurses.

Review of evidence on the role of early specialist palliative
care in end-of-life care management shows that specialist
palliative care intervention improves end-of-life care
outcomes.”®?! In the RCT by Temel ez a/,” the eatly
specialist palliative care group received less aggressive
medical interventions at end-of-life and higher rates of
documentation of end-of-life preferences. These findings
were supported by studies by Hui ¢7 2/ and Wiese ez al*!
This could be because eatrlier palliative care referral provides
room for a longer therapeutic relationship, discussion of
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Figure 3: Waterfall chart showing impact of early specialist palliative
care intervention on health-related communication, before and after
early specialist palliative care intervention

goals of care, and advanced care planning, which could
facilitate improved end-of-life care outcomes. In our study,
according to oncologists and oncology nurses, specialist
palliative care interventions improved communication
of prognosis, discussions on limitation of life-sustaining
treatment, end-of-life symptom management, petimortem
care, and bereavement support. With regard to end-of-life
care, oncologists appreciated specialist palliative care
interventions more than oncology nurses.

Review of evidence on the role of early specialist palliative
care in health-related communication shows that specialist
palliative care intervention improves health-related
communication." Oncologists often hesitate to discuss
sensitive health-related communications such as cessation
of disease-directed treatment, change in goals of care,
prognostication, resuscitation, and end-of-life care. This
is due to the perceived feeling that these communications
could make patients and families depressed, takes their
hope away, reduce patient survival, and may not be
culturally appropriate.” In our study, oncologists, oncology
nurses, and patients felt that specialist palliative care
interventions improved communication of health-related
information in a sensitive manner, family meetings being
conducted, discussions of goals of care, and resolution of
conflicts. With regard to health-related communication,
patients appreciated specialist palliative care interventions
more than oncologists and oncology nurses.

Review of evidence on the role of early specialist palliative
care in continuity of care has shown that eatly specialist
palliative cares decrease hospital admission, emergency
department visits, and length of hospital stay. It promotes
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*P<0.05, **P<0.01, ***P=<0.001 within group on Wilcoxon signed rank test

eatly hospice referral and increases the duration of hospice

21922628 Tn our studies, patients felt that specialist

stay.!
palliative care intervention facilitated planned discharge,
adequate quantities of symptom control medications being
provided on discharge, clear follow-up plans, after-hours
telephonic support, and discussion of preference of place

of care and overall better continuity of care.

Survey of oncologists, oncology nurses, and patients
shows that oncologists, oncology nurses, and patients
felt that integration of eatly specialist palliative care in a
tertiary cancer center in India improves symptom control,
end-of-life care, health-related communication, and
continuity of care. There were, however, differences among
the groups regarding the relative benefits of palliative care
inputs in the different surveyed outcomes.

This was a cross-sectional study that sourced the opinions
of oncologists, oncology nurses, and patients about the role
of eatly specialist palliative care in cancer. True benefit of
specialist palliative care intervention can only be known
through a well-conducted randomized controlled trial.
The study was conducted through a Likert scale based
questionnaire, and validated instruments were not used.
Only four outcomes of palliative care interventions
were examined, and other outcomes of palliative care
interventions were not examined. Although this study was
a nonrandomized survey, with a relatively small sample
size, it is the first of its kind that examined the role of
integration of early specialist palliative care in an Indian
cancer care setting;
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Appendix 1: Survey questionnaire for doctors and nurses
Before specialist palliative care referral After specialist palliative care referral

Strongly Disagree =2 Neutral=3 Agree=4 Strongly Strongly Disagree =2 Neutral=3 Agree=4 Strongly
disagree =1 agree=5 disagree=1 agree=5

Section 1: Symptom management
Pain was easy to manage

Nausea and vomiting were easy to
manage

Breathlessness was easy to manage
Constipation was easy to manage
Restlessness was easy to manage

Section 2: Health-related
communication, patient and family
support

Patients received honest and
accurate communication in a
sensitive manner

Family meetings were conducted
Goals of care were discussed
Hope was maintained
Conflicts were resolved

Section 3: End-of-life care
Prognosis was communicated

Limitation of life-sustaining
measures were discussed

End-of-life symptoms were
managed

Perimortem care was provided

Bereavement support was provided

Appendix 2: Survey questionnaire for patients
Before specialist palliative care referral After specialist palliative care referral
Strongly Disagree =2 Neutral =3 Agree =4 Strongly Strongly Disagree =2 Neutral =3 Agree =4 Strongly
disagree =1 agree=5 disagree=1 agree=5
Section 1: Symptom management
Pain was managed
Nausea and vomiting were managed
Breathlessness was managed
Constipation was managed
Restlessness was managed

Section 2: Health-related communication,
patient and family support

Received honest and accurate
communication in a sensitive manner

Family meetings were conducted
Goals of care were discussed
Hope was maintained

Conflicts were resolved

Section 3: Discharge planning and
continuity of care

Symptoms were adequately controlled
ondischarge

Adequate quantities of symptom control
medications provided during discharge

Follow-up plan provided during
discharge

After hours support provided

Preferred place of care discussed and
facilitated
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