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Background: Intensive Care Unit (ICU) nurses have a vital role in the implementation of end of life (EOL) care. There is limited data on
the attitude of ICU nurses toward EOL and palliation. Aim: This study aimed to investigate knowledge, attitude, and beliefs of intensive
care nurses in eastern India toward EOL. Materials and Methods: A self-administered questionnaire was distributed to delegates in two
regional critical care nurses’ training programs. Results: Of 178 questionnaires distributed, 138 completed, with a response rate of 75.5%.
About half (48.5%) had more than 1 year ICU experience. A majority (81.9%) agreed that nurses should be involved in and initiate (62.3%)
EOL discussions. Terms “EOL care or palliative care in ICU” were new for 19.6%; 21% and 55.8% disagreed with allowing peaceful
death in terminal patients and unrestricted family visits, respectively. Work experience was associated with wanting unrestricted family
visitation, discontinuing monitoring and investigations at EOL, equating withholding and withdrawal of treatment, and being a part of
EOL team discussions (P = 0.005, 0.01, 0.01, and 0.001), respectively. Religiousness was associated with a greater desire to initiate EOL
discussions (P =0.001). Conclusion: Greater emphasis on palliative care in critical care curriculum may improve awareness among critical

care nurses.
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INTRODUCTION

All disease processes are not cured with advanced medical
care. Intensive Care Unit (ICU) care in many cases prolongs
the process of inevitable death. Over time, palliation and end
of life (EOL) care have become inexorably entwined in ICU
practices and protocols. In the ICUs, nurses form a closer
relationship with the patients and their relatives than the other
members of the treating team.!!! Practices of EOL care vary
worldwide, and the knowledge, attitude, and involvement of
nurses differ.>” In India, there has been a major drive from
the Indian Society of Critical care Medicine and the Indian
Association of Palliative Care to incorporate the requisite
ideologies in medical and critical care training.’®! However,
there is no information on the degree of percolation of this
training into the Indian nursing curriculum and practice. This
may be vital to the holistic implementation of the principles
of palliation and EOL practices in ICUs. We aimed to study
the knowledge and attitude of critical care nurses about EOL
and palliative care in ICUs.
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MareriaLs AND MEeTHODS

The Institutional Ethical Committee approved the study; waiver of
written consent was granted. Permission was obtained to conduct
the study in two separate critical care nurses’ training programs.
The participants were distributed the questionnaires at the end
of a 20 min lecture on palliation in critical care with a request to
anonymously complete the survey forms. Nurses with experience
of <3 months in an ICU (in this part of the world includes mixed
medical-surgical, neurosurgical, cardiac, and pediatric critical care
units) were excluded from the study. Registrants common to both
the trainings were excluded the second time.

The researchers did a literature survey; the VENICE tool, which
has been used earlier,>” was used as a standard guideline to
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enable comparability with international surveys. Two meetings
among the three researchers (all critical care physicians) and
one meeting with two senior critical care nurses were held
to modify and build on the questions according to cultural
and regional practices. In an iterative fashion, the number
of questions in each domain (demographic details, personal
attitude toward EOL care, involvement in EOL decisions, and
beliefs about EOL practice issues) was decreased to avoid
survey fatigue (English, the language of medical teaching
and scientific communication, is not the first language in the
population) while retaining its ability to capture essential
information. A five-point Likert scale (agree strongly, agree,
disagree, strongly disagree, and do not know/cannot say)
was used for all domains. An explanation of four basic
terminologies—withdrawal, withholding, palliation, and EOL
care—was added to the introduction of the questionnaire to
ensure clarity. A pilot study was carried out on ten ICU nurses
to remove imperfections, wherein two questions were found to
be ambiguous by the team and were reframed. The time taken
to complete the questionnaire in the pilot study was <10 min.

Data analysis

The data were entered into an excel sheet and analyzed by
SPSS 21.0 (IBM Corp. Released 2012. IBM SPSS Statistics
for Windows, Version 21.0. Armonk, NY: IBM Corp.).
Descriptive analysis for qualitative and dichotomous variables
was presented as frequencies and percentages. In the data
analysis, percentage means and standard deviations were
employed in the calculations for the demographics. Association
between independent variables was measured by Chi-square
test. Significance was set at P < 0.05.

ResuLts

Demographics

Of the 178 questionnaires distributed, 138 were returned
fully filled (75.5% full response rate). Female nurses
comprised 86.2% of the respondents. A majority was
between 20 and 30 years of age (81.2%) with maximum
respondents having 3 months to 1 year of experience in the
ICU (51.4%). More nurses (48.6%) were employed in mixed
medical-surgical-neuro ICUs and majority (53.6%) were from
corporate centers (private hospitals not attached to teaching
units) [Table 1].

Knowledge and attitude

In the questions related to testing the knowledge, beliefs, and
attitudes of the nurses, a majority (76.8%) agreed to offering a
peaceful death in cases where further treatment is considered
futile and that doing otherwise caused distress (50.7%)
[Table 2].

Most nurses (81.9%) agreed that they should be involved
in EOL discussions with the family: nearly 62.3% felt that
they should be among the first to initiate these discussions
with the family members. Almost 40.6% of respondents
among those present had ever been actively involved in or
witnessed this.

Table 1: Demographics of respondents (n= 138)

Characteristics n (%)
Gender
Female 119 (86.2)
Male 19 (18.8)
Age
<20 years 16 (11.6)
21-30 years 112 (81.2)
31- 50 years 10 (7.2)
> 50 years 0 (0.0)
Experience in the ICU
3months — 1 year 71 (51.4)
>lyear but < 3 years 25 (18.1)
> 3 years < 5 years 14 (10.1)
> 5 years 28 (20.3)
Type of ICU (presently employed)
Mixed medical — surgical- neuro ICU 67 (48.6)
Neuro ICU 5(3.6)
Cardiac ICU 35(25.4)
Pediatric or Neonatal ICU 6 (4.3)
Presently not posted in any of the above 25 (18.1)
Type of the hospital
Corporate hospital (non teaching) 74 (53.6)
Medical College 47 (34.1)
Others (smaller hospitals etc.) 17 (12.3)
Degree of religiousness
Not at all 50 (36.2)
Somewhat 26 (18.8)
Very religious 39 (27.5)
Unsure about religious inclinations 23 (16.7)

ICU- Intensive Care Unit;

A greater part of respondents (53.6%) considered it correct
to continue hydration and feeding till a patient under EOL
directives passed away; nearly 52.2% disagreed to invasive
procedures and investigations. Almost 37% believed that the
relatives of these patients should have full visitation rights at
the end of their patient’s life.

Respondents felt that inadequate counseling, religious and
emotional sentiments of relatives, and disagreement among
treating teams (66%, 72.5%, and 44.2%, respectively) led to
delay in EOL care discussion and implementation.

Among three clinical scenarios presented to the respondents,
50.7% agreed to start EOL/organ retrieval discussions in a
young patient of traumatic brain injury and confirmed brain
death; nearly 48.6% agreed for the same in an old woman
with end-stage lung disease, poor quality of life, and ventilator
dependence. Almost 73% disagreed to initiating EOL care
discussions for financial reasons (“family runs out of money
while treating a young patient with malaria”).

Two demographic factors, work experience of the nurses
and religious inclination, were found to affect their
knowledge and attitude toward EOL care and palliation in the
ICU: the more experienced nurses considered withholding
and withdrawing to be of similar significance (P = 0.01),
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Table 2: Nurses knowledge, beliefs and opinions regarding EOL practices in the ICU

Statement Agree  Disagree Unsure n (%)
Concept of palliation and EOL
Peaceful death may be offered if treatment is deemed futile 106 (76.8) 29 (21.0) 3(2.2)
Withholding treatment is ethically easier than withdrawing 50(36.2) 55(39.9) 33 (23.9)
Continuing “futile” treatment to patients is distressing 70 (50.7)  41(29.7) 27 (19.6)
Involvement of nurses in EOL decisions
Nurses should be involved in End of Life decisions and discussions 113 (81.9) 19(13.8) 6(4.3)
Nurses are well suited to initiate EOL discussions with family 86 (62.3) 27(19.6) 25 (18.1)
You have been involved with or witnessed EOL discussions 56 (40.6) 41(29.7) 41(29.7)
Care of patient with EOL directive / decision
In a patient marked for End of Life Palliation in the ICU, the following should be done
Allow intravenous fluids and / or feeding till the end 74 (53.6) 42 (30.4) 22 (15.9)
Allow full visiting rights to the relatives 51(37.0) 77 (55.8) 10 (7.2)
Continue invasive procedures and daily investigations 47 (34.1) 72(52.2) 19 (13.8)
Continue all comfort care , bed sore care, analgesia 90 (65.2) 16 (11.6) 32 (24.6)
Extubate the patient (if breathing) 52 (37.7) 56 (40.6) 30 (21.7)
Implementation of EOL — concerns
At times EOL decisions are delayed or cannot be reached at; The reasons may be-
Inadequate relatives’ counselling regarding EOL management 92 (66.7)  33(23.9) 13 (9.4)
Religious and emotional attachments of relatives 100 (72.5) 20 (14.5) 18 (13.0)
Disagreement in between medical teams managing the patient 61 (44.2) 53(384) 24 (17.4)
Palliation/ EOL discussion for which patient?
The following clinical scenario would, according to you, warrant EOL/ organ retrieval discussions with relatives
Severe head injury with confirmed brain death in a 20 year male. 70 (50.7) 61 (44.2) 7(5.1)
85 year old with severe lung disease, ventilator dependence and very poor quality of life 67 (48.6) 57 (41.3) 14 (10.1)
Family has no money to pay the bills of a 30 year old man with malaria and sepsis. 25 (18.1) 101(73.2) 12 (8.7)

rooted for unrestricted visits by relatives (P = 0.005),
disagreed upon continuing invasive procedures and
monitoring for patients with EOL care directives (P =0.01),
and had been a part of or a witness to an EOL care decision
or discussion (P =0.001).

The desire to initiate EOL care discussions with family
members was significantly greater in nurses who considered
themselves religious (P = 0.001).

Discussion

The practice of incorporating palliation and EOL care in the
ICU has gained momentum in India.®'3 Our research throws
light on the attitude, beliefs, and knowledge of EOL and
palliative care among critical care nurses in eastern India. The
nurses belong to a wide spectrum of ICUs with a minimum
critical care experience of 3 months. Data from this part of
the world are unavailable. Similar research has been done in
Europe, South Africa, and Turkey, among others; interesting
similarities emerge, as do pertinent differences.

The survey questions were modified from the original
VIENA pattern (on which the later studies from South Africa
and Turkey were based). Instead of asking the respondents’
religion, we enquired about how religious they were, keeping
in mind secular sensitivities. Hinduism, Islam, and Christianity
are the predominant religions in the area. Questions regarding
family involvement in the decision and fear of litigation were

avoided as there is limited physician autonomy in taking EOL
decisions, and the usual procedure followed is that of taking
the consent of the family members; litigation is an issue
of debate and more of a concern for the physician in these
situations. Three clinical scenarios were put up to judge the
intuitive assessment of the respondents about where EOL care
is meaningful-two of these mirrored questions in the VIENA
study—the third scenario was to assess a common situation
faced in this part of the world—financial difficulties of the
family precluding critical care treatment in a patient whose
life is salvageable. Direct questions were asked to determine
where the respondents had learned about EOL issues in ICU,
if at all, as this is a relatively new concept in the country.

The process of withholding or withdrawing treatment at EOL,
deemed similar by clinicians, is considered to be ethically
different by our critical care nurses.!'*!¥] This dilemma has
been seen uniformly in similar studies [Table 3] and has been
attributed to lack of clarity surrounding ethical concepts. It is
possible, however, that to the hands-on caregiver, it is more
acceptable to start treatment and then withdraw if no benefit
is documented than to “do nothing at all.”

Among the case-based scenarios presented to the respondents,
a larger proportion (as compared to the previous studies)
disagreed on initiating EOL discussions in a young patient
with brain death and in an elderly patient with poor quality of
life. This could indicate poor understanding of the concepts
of brain death and quality of life.
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Table 3: Comparison between international studies regarding nurses knowledge and attitude

ltem INAPC EfCCNa (Europe) South Africa Turkey
Latour et al., 2009  Langley et al., 2015

Total respondents (response %) 138 (78.5) 164 (39) 100 (67) 602 (69.5)

Female:male 86:14 74:26 84:16 82:18

Age <30 years (%) 93 8 14 60

Not religious (%) 36.2 20 - -

>5 years’ experience in ICU (%) 20 79 27 27

Predominant ICU (%) General ICU (49) Adult ICU (61) Adult ICU (26) General ICU (61)

Withdrawing treatment more ethical than withholding (%) 40% withdrawing 51% both are 43% withdrawing 60% withdrawing

or the two are ethically different more ethical ethically different more ethical more ethical

Nurses should be involved in EOL decisions - agree (%) 82 - 68 54

Actively involved in EOL scenarios (%) 41 73 35 24

Free family visit at all times - agree (%) 37 91 72 25

Nutrition support should be continued - agree (%) 53.6 42 84 78

EOL if patient is unlikely to survive (brain death) - very 51 75 71 66

important (%)

Patients’ QOL on survival will be poor with chronic 49 59 60 62

disorder - very important (%)

INAPC: Integrative Neurology and Athletic Performance Clinic; EOL: End of life; ICU: Intensive Care Unit; QOL: Quality of life; EfCCNa: European

Federation Critical Care Nursing Associations

Our study had a larger number of respondents who considered
themselves nonreligious [Table 3]. Religiousness, however,
was associated strongly with greater desire to initiate EOL
discussions when indicated.

We found certain differences between senior and junior nurses.
Younger nurses in our study (as in the Turkish ICUs) were
not comfortable with increased visitation rights for relatives,
unlike their South African and European counterparts. This
may indicate that younger/less experienced ICU nurses are
nervous and unsure around relatives when dealing with EOL
issues. The basic need for a human being to feel safe, with
relatives available around him/her as death approaches, is
well recognized, and the causes for this mindset may need
to be explored further.l'>!%! Experience in the ICU was also
associated with greater acceptance of withdrawal as being
similar to withholding. Greater experience also translated
into greater involvement or witnessing of EOL discussions
with families; only 40% of our nurses had been involved
in (or witnessed) EOL discussions: this could indicate that
there is a lack of a systematic policy of inviting nurses to be a
part of the team during family meetings, senior nurses being
able to join of their own desire and juniors being left behind.

A recent survey of the attitudes of Asian doctors toward
withholding or withdrawal of care reveals that 70% would
withhold treatment and only 20% would withdraw. The
attitudes and practice varied widely across countries and
regions: difference in attitude toward EOL care, patient
selection, and family involvement in the ICU were also seen
among doctors from low-middle-income versus high-income
countries in Asia. In light of these findings, it may be pertinent
to develop consensus guidelines and curriculum common for
both doctors and nurses, taking into account local and regional
policies.!'”:18]

Our study has several strengths: it is the first such study in the
Asian region. The questionnaire was developed on the basis
of a tool which has been previously tested internationally;
an iterative modification was applied by experts in the field.
The limitations of our study include those inherent to all
surveys — inability to ensure the reliability of individual
responses. There was an underrepresentation of nurses
with >5 years’ experience in ICUs. As experience is seen to be
associated with many important beliefs, our conclusions may
be skewed. The results of this study, like the Asian doctors’
studies, may not be generalizable to a large region. A larger pan
country study will help to delineate the cultural and regional
influence on nurses’ perceptions to make more generalized
observations.

CoNncLusIoN

Nurses are best placed to understand the patients’ and relatives’
needs and expectations. They are in a unique position to
initiate EOL discussions. Our results show the strong desire
of critical care nurses in this part of the world to be involved
in EOL care and palliation in ICUs. Younger nurses may need
further understanding of the concepts involved. The inclusion
of relevant modules in nursing curriculum and regular training
in the ICUs may improve the scenario.
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