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The global need for palliative care continues to grow as a result of the rising burden of non-communicable diseases and an ageing

population. Each year, an estimated 40 million people are in need of palliative care. The aim of palliative care is to improve the qual-

ity of life of individuals and families who are faced with life-threatening illness, and to offer a support system which helps patients

live as actively as possible until death. This study aims at discovering the perspective of patients receiving specialist palliative care at

the Komfo Anokye Teaching Hospital. A qualitative approach with exploratory design was employed. Using purposive sampling, ten

(10) participants were recruited and individual face-to-face in-depth interviews were conducted. Interviews were audio-recorded,

transcribed verbatim, and thematic analysis done. Two (2) themes and seven (7) subthemes were identified. Patients appreciated

being respected as individuals and involved in decision making, as well as the receptiveness of team members, their compassion, and

the assistance they offered in achieving good symptom control. They also highlighted the cost-effectiveness of palliative care services,

its team approach to care, and the home-visit service it offers. All clinicians must therefore integrate the principles of basic palliative

care in their daily practice and advocate referral when needs of patients get complex, to improve their quality of life.
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Introduction

Chronic non-communicable diseases cause 71% of deaths an-
nually, accounting for 41 million deaths each year [1]. Thus, an
estimated 40 million people will require palliative care annually,
but only 14% of them receive it [2]. Majority of patients who do

not receive palliative care services despite their needs are found in

low- and middle-income countries such as Ghana where there is an

estimated 80% of the global need for palliative care [3].

In Ghana, palliative care began during the 1970s at some sickle
cell clinics, then in 2003 at Ripples Health Care. Palliative care was
started as a specialist service in August 2012 when it was officially
started at the Korle-Bu Teaching Hospital [4] and Tetteh Quashie
Memorial Hospital in 2016 as a specialist service [5]. In 2015, a
specialist palliative care service was commenced at the Komfo
Anokye Teaching Hospital (KATH) to augment the care of patients
with chronic conditions and help improve their quality of life. The
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palliative care team at KATH offers out-patient and in-patient spe-

cialist consultations.

Since the inception of palliative care at KATH, knowledge about
the palliative care team’s achievement of the objective of improving
patients and families’ quality of life and the perspective of patients
and families on the impact of the palliative care service remains
unknown. Moreover, according to Sampson, Finlay, Byrne, Snow
and Nelson (2018), the perspective of patients on palliative care is
fundamental to the provision, practice, and evaluation of optimal
care. The voice of patients can help in the future improvement of
palliative services as their perspective of what is important in their

care represents an aspect of quality palliative care [6].

A study on the perspective of patients on palliative care was
therefore necessary to enable palliative care providers identify the
impact of their services and note areas requiring improvement.
This study therefore explores patients’ perspective of specialist
palliative care at KATH.

Materials and Methods
Study design and setting

A qualitative approach and exploratory design was used for this
study as it focuses on gaining insight into the perspective of the pa-
tients [7-9]. KATH is the second largest hospital in Ghana and has
a specialist palliative care service running under the Family Medi-
cine Directorate. Participants for this study were recruited from the

palliative care outpatient clinic.

Study population and sampling

The study population comprised of outpatients receiving pallia-
tive care from the palliative care team. Participants included in the
study were those who had received palliative care for a minimum
of two weeks. Patients who are unable to communicate verbally
or had severe cognitive impairments that prevents them from un-
derstanding questions and engaging in meaningful conversations

were excluded from the study.

Purposive sampling method was used to recruit the partici-
pants. The sample size consisted of nine (9) participants, as de-
termined by the point of data saturation when no new findings or

information emerged.
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Data collection and handling

A semistructured interview guide was employed for data collec-
tion. The instrument was pretested with two participants to ensure
clarity of the guiding questions. Data obtained from the pretest was
not added to the study.

Contact numbers of potential participants were obtained from
records available from the palliative care unit. All other potential
participants were contacted by phone and those who expressed in-
terest in participating met in person for further explanation about
the study.

Face-to-face in-depth interviews were done and interviews
audio-taped with the permission of participants. Each interview
lasted for an average of 30 minutes and were conducted from 7t
to 28" May, 2019. The data generated was transcribed verbatim,

manually coded and analyzed thematically.

Signed consent forms, hard copies of transcripts, and audio-re-
cording of interviews on an external drive have been safely kept in
alocked cabinet for at least five years. All electronic data have been

saved in a folder and password protected.

Methodological rigor

Interview guide was pretested among two participants and
necessary modification was made to ensure that relevant data was
collected. Debriefing sessions were held to ensure that the descrip-
tion of the data collected was accurate. Thick description of the
study setting to provide adequate background information about
the participants as well as the research context was given to ensure
transferability of study findings. An audit trial of field notes, tran-
scripts, audio records, interview questions, and consent forms has

been kept for future confirmatory purposes.

Ethics statement

Ethical clearance was obtained from the Committee on Human
Research Publication and Ethics of Kwame Nkrumah University of

Science and Technology, Kumasi.

Findings
Demographic characteristics

Patients who participated in the study were aged between 32
years and 56 years, had all been diagnosed of a metastatic cancer,

and consisted of 5 males and 5 females.
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Themes and sub-themes

The themes (2) and subthemes (7) from the transcribed data

have been presented below in table 1.

Themes Sub-Themes

Multidisciplinary team approach

Consultation setting

Structure of care
Preferred model of care

Cost effectiveness

Communication

Process of care Involvement in decision making

Symptom management

Table 1: Themes and subthemes from transcribed data.

Structure of care

This theme discusses the views of patients on how they per-
ceived palliative care services to be structured. Emerging sub-
themes were the team approach, consultation setting, cost effec-

tiveness of care, and the availability of a preferred model of care.

Multidisciplinary team approach

Participants, depending on their needs, had received some form
of care from other specialists coordinated by the palliative care
team. Discussing the employment of a multidisciplinary team ap-
proach to meeting a need, one participant said: The palliative care
physician referred me with a letter to see the ENT specialist be-

cause I had difficulty swallowing (Participant 1).

Another participant, who was sad due to his disease, sharing
how his referral to the psychologist benefited him said: When the
disease started, I became sad. [ stayed in my room and cried...The
team referred me to a psychologist who also warmly received me.
She communicated well with me and gave me lots of advice to con-

sole me (Participant 4).

Consultation setting

A patient expressed concerns about lack of privacy in the fol-
lowing words: Hmm, the room is tight, because the room is small,
some of my relatives had to wait outside. I could also see another
doctor working in the same room, so I think the room was small.

We could hear the other doctor and patient’s conversation and [
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guess they could hear us as well....When it happens like that, it does
not help. You do not have your privacy (Participant 4).

Preferred model of care

Some participants had been seen by the Palliative Care Team on
an outpatient and home visit basis. Comparing the two services,
some patients preferred home visits to outpatient consults. One
participant said: I like the care that they provide me athome. I don’t
have many people who support me at home and anytime I come to
the clinic I suffer. A day before I come to the clinic, [ get worried and
think about how I can make it there; because I cannot support my
neck and I need to always lie down. Therefore, I will be thankful if

they can always provide me care at home (Participant 1).

However, another participant felt he must come to see doctors
at the hospital and not the other way round. He said: The team
wants to help me by visiting me at home but I don’t like that, I want
to come to them. I am the sick one so [ have to come to them to seek

care (Participant 3).

Cost effectiveness

Participants generally felt their expenditure on healthcare had
reduced although they felt better. One participant said: Eeii mad-
am! Because of this same pain issue, they passed some medications
through my veins so that my pain would be controlled and all the
kind of laboratory investigations that [ was made to do. [ spent a

lot, but here I don’t spend much (Participant 4).

Another participant further buttressed the cost-effectiveness of
palliative care as follows: Hmm, the drugs I bought, blood transfu-
sions, I have spent a lot of money. I have spent money; aah I have
been financially drained. However, since I came to the unit [pallia-

tive care], I have spent less (Participant 5).

Process of care

This theme discusses the perception of patients on how pallia-
tive care professionals carry out their care. Three (3) subthemes
emerged: how they communicated with patients, involved them in

decision making, and managed their symptoms.

Communication

Participants felt the palliative care team communicated well

with them through their hospitality and reassurance, giving them
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adequate time to express their needs and concerns, and having
access to the team’s contact number. Referring to the therapeutic
atmosphere established by the team, one participant said: When
you are sick and you go to other facilities, the way you are treated
can worsen your condition. How they [palliative care nurses] com-

municated with me has made me feel comforted (Participant 3).

An aspect of communication touched on by participants was the
approach to reception used by the team. Participants felt welcome
even on their first visit to the consulting room. One participant
said: I was very happy about how they received me on the first day,
as if they already knew me. Oh, I was warmly received by the doctor

and the nurses (Participant 1).

Another participant who had developed confidence in the pal-
liative care team and had renewed hope about her wellbeing due
to their warm reception said, “I was warmly received. Since then
I have been comforted. Because of them I will never give up” (Par-
ticipant 2).

When participants were asked about how they were able to
communicate with the palliative care team if they had any con-
cerns, one participant said, “they gave me their contact number. I

can call them whenever I have a question” (Participant 3).

Participants felt the palliative clinicians were very friendly and
exuded empathy and kindliness to them. One participant said,
“They have compassion and are hospitable to their patients” (Par-

ticipant 2).

Most participants felt that the palliative care team listened to
them. As a result, they are able to express their feelings and share
concerns and issues that are important to them. One participant
referred to this in these words, “they also asked me to feel free and
tell them all my problems so that they will know how best to help
me” (Participant 3).

Similarly, another participant said, “they take time to listen to all
my concerns” (Participant 2). Further elaborating on the amount of
time the team engages their patients in discussions, a participant
stated, “On the first day, they spent almost one hour with me and

asked me lots of questions” (Participant 3).

Participants further discussed the openness of the team and the

chance they offer to patients to express their emotions.
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I remember when I came there, the doctor said something and
I will never forget. He said, “What [ am going to discuss with you if
you feel like crying, cry because there could be sadness. If you want
to laugh, laugh, I give you the chance. Whatever you want to do, do
it”. Who am I that a doctor will tell me this? However, he gave me
the chance to do what I like. Therefore, I can conclude that he is a

man of God (Participant 3).

Involvement in decision making

Regarding the involvement of participants in decision making
by the palliative care team, most of the participants indicated that
the team solicited their views about their care. One participant
said, “they ask me whatever they want to do for me. They ask for
my view, then I tell them to do what they think will help me” (Par-
ticipant 3).

Symptom management

Another aspect of the service offered by the palliative care team,
which was highlighted by participants, is their attention to patients’
symptoms and efforts to manage them. One of the participants re-
ferring to this, said, All my concerns were that I had stomach pain.
I could not bear the pain after meals. I also vomited whenever I ate.
...They gave me some syrup which helped to control the pain. They

also gave me tablets to control the vomiting (Participant 4).

Discussion of Findings

Participants in this study experienced the employment of a mul-
tidisciplinary team approach to care by the palliative care team, to
meet specific health needs. Thus, some participants had been re-
ferred to other specialists to see patients, to get certain needs ad-
dressed or to seek their opinion in planning the care of patients.
This finding is in accordance with a study by Masel,, et al. (2016)
which reported that patients who received care at a palliative care
unit perceived their care as an interdisciplinary activity [10]. Simi-
larly, a systematic review conducted by Virdun, Luckett, Davidson
and Phillips (2015) found that one of the most important elements
of end-of-life care identified by patients was expect care by the pal-

liative care interdisciplinary team [11].

Cost effectiveness of palliative care is one factor that emerged
from interaction with participants of the study. Participants felt
they spent relatively less money after referral to the palliative care

unit compared to other units they had been on. This finding is con-
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sistent with the findings made by May, et al. (2016) that, when
palliative care consultation is provided within 2 days of admission,
direct hospital cost decreases [12]. Key contributory factors to this
trend include reduced frequency of re-hospitalization, avoidance of
investigations that may not contribute to care provision, and avoid-
ance of therapies that will play no role in enhancing the quality of
life of the patient [13,14].

Palliative care is delivered through various delivery models.
Hence, depending on what is being practiced in an institution,
the patient can make a choice for the place of care. The findings
of the study revealed that some participants indicated preference
for home care while others preferred care at the health facility for
various reasons. This finding supports the findings of a study by
Sandsdalen (2016), which revealed that some patients preferred
to receive palliative care at home while others preferred care at
the institutions [15]. In this study, those who preferred home care
were of the view that receiving care in the comfort of their own
home benefited them because of difficulty in accessing care at the
health facility due to their poor health. The preference for receiving
care in the comfort of patients’ own home was similarly indicated
by participants in a qualitative study published by Canadian Can-
cer Research Journal. However, in this previous study, participants
preferred home-based palliative care because it helped them better
interact with family and friends, further enhancing their sense of
well-being [16].

In the current study, some participants expressed concerns
about the need for privacy at the palliative care consulting rooms.
These participants felt they could not express themselves during
conversations with the team due to the presence of other patients
in the environment in which they were seen. This finding estab-
lished consistency with a qualitative study which sought to exam-
ine satisfaction with care in a palliative care unit, where patients
and caregivers expressed the need for private rooms at palliative
care units. One reason for the private rooms was the wish to have
conversations with health care providers in private [17]. Similarly,
the findings of a systematic review of patients’ preferences in palli-
ative care conducted by Sandsdalen, Hov, Hgye, Rystedt, and Wilde-
larsson (2015) revealed that, participants preferred to receive pal-

liative care in a more comfortable and relaxed environment [18].

Another significant finding emerging from this study was good

communication by the palliative care team, which was expressed
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through warm reception and active listening. Participants felt that
the palliative care team members took time to listen to them; hence,
they were able to share concerns and issues that were important to
them. This finding corroborates with a study by van Alsat (2013)
in which patients and families felt the palliative care team listened
to them [19].

Participants also mentioned that regular communication with
the palliative care team benefited them. This was made possible
because the team members made their contact numbers available
to participants. This finding is inconsistent with the findings in a
similar study conducted in Malawi, where participants shared their
concern that the contact numbers of palliative care nurses were
not made available for guidance and advice for support of caregiv-
ers [20].

The study further found that, participants were involved by cli-
nicians in decision making concerning their care. Participants indi-
cated that the palliative care team did not do whatever they wished
for them but rather solicited their views about care. This finding is
consistent with a survey conducted by Heins, Hofstede, and Rijken
(2018) in which patients felt that palliative care home nurses al-
ways solicited their views and respected their decisions in provid-
ing care for them. Participants in both the previous study and the

current study were appreciative of this approach [21].

Patients experiencing chronic illness suffer from many physi-
cal symptoms which affect their overall quality of life. Palliative fo-
cuses on relieving those symptoms to improve their quality of life.
An essential prerequisite to good symptom management is carry-
ing out an impeccable assessment of the patient [2]. Participants in
this study highlighted that palliative care professionals took time
to assess their symptoms to provide appropriate treatment. This
finding is consistent with standards developed by the National Co-
alition for Hospice and Palliative Care (NCHPC). In their guideline
document, the Clinical Practice Guidelines for Quality Palliative
Care, the second domain of palliative care, discusses the assess-
ment and management of physical symptoms as an important un-

avoidable aspect of palliative care [22].

Conclusion
The study shows that patients had overwhelming appreciation
for excellent communication. This must be of great interest and

attention to clinical educators, whose central role, among other
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things, is to enable clinicians under training, learn and assume
the right attitude. Clinicians must also strategically position them-
selves in this regard and alter their behavior and attitudes to meet

the expectations of patients and their families.

In view of the overwhelming appreciation of the care rendered
by the palliative care team, clinicians can play various roles in ad-
vocating referral to specialist palliative care services. Secondly, cli-
nicians must integrate the basic palliative care principles in their

daily practice.

This study opens an avenue for future research on the caregiver
perspective of palliative care as their perspective of what is impor-

tant in care also represents an aspect of quality palliative care.
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