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Abstract

High-quality care is an important aim of palliative care services. However, the quality of care
is a complex phenomenon and is subjectively perceived by those who are closest to the
services and are often evaluated poorly. Prior research has highlighted the difficulties in
evaluating the quality of care because of different perspectives, and still, only a little is
understood about the perception of the quality of care in palliative care services. Investigating
the perspectives of key individuals involved in palliative care, such as palliative professionals
and relatives of palliative patients, can provide invaluable insight to understand the quality of
care. To identify the perceptions of palliative professionals and relatives of the patients
toward the quality of palliative care along with identifying the similarities and divergences in
the perceptions, as well as highlighting the complexity of quality in palliative care settings
while indicating their areas of improvement. This was a qualitative study that involved semi-
structured interviews for the evaluation of palliative care guided by the proposed system
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approach model [1]. The interviews were conducted with a total number of 38 professionals
working in palliative care along with 26 relatives of palliative patients across four Swiss
cantons (Ticino, Basel, Vaud, and Lucerne). These professionals worked in primary palliative
care (PPC) and specialized palliative care (SPC), where 11 general practitioners (GP’s) and 12
nurses were from primary palliative care services. Additionally, 15 interviews were conducted
with 9 specialized medical doctors (e.g., oncologists) and 6 specialized palliative care nurses
from different hospitals, hospices, mobile palliative care teams (MPCT’s), and specialist
private practice. The results revealed considerable differences between the perspectives of
professionals and relatives regarding the following aspects of care: 1) the availability, 2) client-
centeredness (including respect for patient’s wishes and relative’s involvement in care, 3)
satisfaction (including physical and psychosocial), and 4) communication and information
transfer. Mainly, the family members felt that care was not being always readily available and
coordinated poorly, the patient’s needs were overlooked because of the lack of time. Also,
some professionals were perceived to be incompetent with a lack of communication and
negligence toward the psychosocial needs of the patient. On the other hand, professionals
indicated that relatives may be too involved in the patient care and might have expressed
concern due to the high risk of burn out caused by extreme stress and emotionally taxing
circumstances of palliative care. The different perspectives uncovered both the similarities
and discrepancies, representing a demand for addressing the shortcomings of palliative care
services. Specifically, findings indicated that professionals may overestimate the quality of
palliative care. Also, future initiatives were needed to ensure that the family members of
palliative patients were adequately supported, both psycho-socially and financially, justifying
the investment. These findings would help in informing the health policy about the aspects of
care that require specific attention to improve the overall quality of care and urge future
research to explore the best ways to support these aspects of care.

Keywords
Palliative home care; quality of care; comparing perspectives; family caregivers; palliative
professionals

1. Introduction

High-quality care is a vital goal for palliative care services [2], not only because the palliative
patients who often have critical demand for effective care services for both pain and symptom
management but also to provide good physical and psychosocial support functions [3]. However,
quality of care is a complex phenomenon, not necessarily determined by the outcomes of care but
constitutes multiple factors and is evaluated subjectively by the individuals closest to care, i.e., the
palliative professionals and the relatives of palliative patients [4]. Moreover, ensuring the efficient
delivery of care is not always guaranteed and the standard of providing palliative care service is
often deemed unsatisfactory [5]. Yet, only little is understood about the perception of the quality
of care in palliative services. Thus, the present study aims to explore perceptions of the quality of
palliative care, as well as highlight the complexity of the phenomenon. Specifically, the objectives
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are to identify similarities and differences in the perspectives regarding the key elements of the
quality of palliative care and also identify the avenues to refine their existing indicators. These are
important aims that ensure the clinicians in palliative care settings are well informed about the
experiences and perspectives of the patients’ relatives, allowing them to potentially adapt and
implement the interventions accordingly to serve the patients better and also those who care for
them [4, 6]. Thus, this qualitative study is based on the data concerning the perceptions of quality
of palliative care derived from health care professionals working in primary and specialized palliative
care settings, as well as the relatives of palliative patients. Their insights are crucial for informing
the policy-makers, healthcare managers, and personnel in the sphere of palliative care to identify
the potential areas of improvement and promote high-quality of care provision. The following
section provides a background to the quality of care specific to the context of palliative care services,
including a description of the ‘proposed system approach model for evaluating the quality of
palliative care’ [1], which is the basis of this investigation along with a description about the value
of exploring perceptions of palliative professionals and relatives of the patients to understand the
quality of palliative care services. Subsequently, the methodology of this qualitative study and its
findings are described with the discussion of the findings, followed by the conclusion,
recommendations for future research, and limitations of the study.

1.1 Quality of Palliative Care

Based on several descriptions in the literature, the World Health Organization (WHO) defines the
guality of care as “the extent of health care services provided to individuals and patient population
to improve the desired health outcomes” and proposes that to achieve this; the health care must
be safe, effective, timely, efficient, equitable, and people-centric [7]. Specifically, the quality of care
is considered to be of a high standard if the preferences of patients and relatives are taken into
account. Also, their perception of care constitutes the dimensions of quality of care [6]. A highly
recognized model for the evaluation of palliative care was developed by Bainbridge and colleagues
[1]. According to the ‘proposed system approach for the evaluation of palliative care’, the following
factors are indicative of the quality of care: the availability (i.e., palliative services being accessible
to those who need them, in time), the client centeredness (i.e., respect for patient’s wishes and
adequate involvement of relatives of patients in care), satisfaction (including physical and
psychosocial care), and communication and information transfer (i.e., collaboration and transfer of
patient information between the palliative care providers). Moreover, for palliative care services to
be evaluated positively, it is ought to follow the above-mentioned factors, and only then it can be
considered as high standard (i.e., patients and relatives should have frequent, clear communication
about the care provided).

1.2 Perceptions of Quality of Care

The perspectives of individuals close to palliative patients are imperative for understanding the
quality of care in palliative care services [8]. Naturally, the health care professionals (e.g., general
practitioners (GP’s), nurses, specialized doctors, such as oncologists and specialized nurses), and
palliative patients with their relatives, were investigated to understand the quality of care,
considering that the extensive experience would make their insights invaluable. However, the
perspectives of relatives of palliative patients are more relevant, not only because of their closeness
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to the patient but also because of their increasing involvement in palliative care services [9]. A
growing body of research supports that relatives are increasingly being embedded in the palliative
care teams, particularly as more aspects of palliative care are provided in the family home
environment of the patients [10] and many relatives are receiving palliative training [11] as well to
assume the role of primary caregivers, i.e., individuals who provide support without payment [12].
Moreover, while recruiting patients, their critical health status makes it challenging to obtain their
feedback for studies to investigate the quality of palliative care [2]. Hence, the insight of those who
are closest to the patients is crucial, if not at least a proxy to the perception of patients is needed
[13]. Moreover, since palliative care services seek to support not only the patient but also their close
relatives [14], their experience of the quality of care also becomes crucial. Yet, research that has
compared the perspectives of different people related to care has often identified discrepancies in
the perspectives of the quality of care [8, 15, 16]. For example, professionals were shown to over-
estimate the quality of care delivery to patients and relatives [17]. Identifying the perspectives of
quality of care in palliative services allows us to gain a broader, more accurate picture of the quality
of care and identify the areas of improvement. However, a majority of the existing literature has
investigated perceptions of specific aspects of quality of care, such as perceived patient-
centeredness [18] or availability of support services from the relatives [19]. Similarly, in Switzerland,
some studies have explored the factors that might indicate the quality of care in palliative settings,
such as coordination of care [20] or interprofessional collaboration within the palliative care teams
[21]. However, there is a limited understanding of how the quality of care in palliative care services
should be perceived. Owing to the gap in research, this article explored the views of the quality of
care in palliative services from the perspectives of those who are closest to this field, i.e., palliative
professionals and relatives of the patients. Specifically, this study compares their perceptions to
bring inconsistencies and similarities to light and to acquire a well-informed understanding of the
quality of care in palliative services, according to those closest to the field.

2. Methods

The qualitative study design was adopted to explore the perspectives of quality of care from
palliative professionals and relatives of palliative patients in Switzerland. Results were based on
semi-structured interviews with a total of 38 professionals working in palliative care and 26 relatives
of palliative patients. The professionals were from primary palliative care (PPC) and specialized
palliative care (SPC), including 11 general practitioners (GP’s) and 12 nurses from primary palliative
care services, as well as 15 interviews conducted with 9 specialized medical doctors (e.g.,
oncologists) and 6 specialized palliative care nurses working in different hospitals, hospices, mobile
palliative care teams (MPCT’s), and specialist private practice. Also, a total of 26 family members of
palliative patients participated in 22 interviews and one group interview (involving three daughters
and one son of a palliative care patient). The interviews were conducted in different regions/cantons
of Switzerland, namely Basel-City, Lucerne, Ticino, and Vaud. These cantons were selected to
accurately reflect the rural and urban regions of Switzerland with differently developed policy
contexts for palliative care.
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Table 1 Demographic data of the interviewees

Participants Number Gender Age (Mean) Age (Mean) overall
Female Male
GP’s (PPC) 11 4 8 56.6
52.3
Nurses (PPC) 12 12 0 48.1
GP’s (SPC) 9 8 4 48
50.6
Nurses (SPC) 6 3 1 57.7
Family members 26 19 7 60 (59.7)

2.1 Data Collection

The data for the study were collected between January 2018 and October 2018. In each canton,
the participants were identified via a personal referral (i.e., word of mouth) from the professionals
who were working in palliative care and were already known to the researchers through prior
collaboration, either recruited via email invitation or telephone call. The participants included in the
study were interviewed by three researchers in a semi-structured interview format and in a
language that corresponded to the official language of the cantons (Vaud: French, Ticino: Italian, or
Lucerne/Basel: German). Interviews lasted for 60 min on an average and were conducted in a
location determined by the participant (e.g., clinic, personal office, or the home of the family
member of a palliative patient). Interview guidelines were derived from the conceptual framework
for the evaluation of integrated palliative care networks [1], which covered the key topics to explore
the perceptions of quality of care. Interview questions for professionals included questions about
aspects of quality of care, such as satisfaction with care, access to palliative care, and perception
about the client-centeredness. Questions about perceptions of satisfaction/access with care
included: “Would you say that the services of your palliative care network are available/accessible
to all the patients?” and “Are patients satisfied with the care they receive through your network?”.
On the other hand, perceptions of the client-centeredness included the following questions: “How
satisfied are the patients with the communication and information transfer within the framework
of palliative care?”, “Do you have the impression that family/friends of patients are appropriately
involved in the palliative care provided by your network?” and “Do you think that your network can
adequately consider the needs of the patients? (medical, non-medical, and spiritual)” (Table 2).
While the questions proposed to family members covered a range of questions gauging perceptions
about the following aspects of care: the availability/access to care, client-centeredness of care,
satisfaction with physical care (including pain and symptom management), and psychological care,
as well as the transfer of communication and information. These questions included: “Were the
palliative care services (previously) easily accessible to you and your relatives?”, “How satisfied is
your relative with the physical care that he/she has received?”, “How satisfied is your family
member with the psychological care that he/she receives?”, “Do you feel that your family member
is at the center of all decisions, activities, and efforts made by the palliative care team?”, “When
you think about the wishes, needs, and preferences of your relatives, do you think that they are
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respected by the palliative team?” and “Do you know about your family member's future treatment
plan and are you satisfied with the plan?” (Table 3). Participants were encouraged to elaborate on
the answers and provide relevant examples from their experience, wherever appropriate.
Demographic data was collected from all the participants, and interviews were audio-recorded and
transcribed verbatim in their original language, with all the personal identifiers being removed.

Table 2 Interview questions for palliative professionals

1. Would you say that the services of your palliative care network are available/accessible to all
the patients?

2. Are patients satisfied with the care they receive through your network?

3. How satisfied are the patients with the transfer of communication and information within the
framework of palliative care?

4. Do you have the impression that family/friends of patients are appropriately involved in
palliative care provided by your network?

5. Do you think that your network can adequately consider the needs of patients? (medical, non-
medical, and spiritual)

Table 3 Interview questions for the relatives of palliative patients

1. Were the palliative care services (previously) easily accessible to you and your relatives?

2. Inyour opinion, how satisfied is your relative with the physical care that he/she received?

3. In your opinion, how satisfied is your family member with the psychological care that he/she
receives?

4. Do you feel that your family member is at the center of all decisions, activities, and efforts of
the Palliative Care team?

5. When you think about the wishes, needs, and preferences of your relatives, do you think that
they are respected by the Palliative Care team?

6. Do you know about your family member's future treatment plan, and are you satisfied with the
plan?

2.2 Data Analysis

The data were analyzed using the thematic analysis [22] to identify and report the patterns within.
The first stage of the analysis involved familiarization of the data, i.e., listening to the audio
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recordings and reading through the transcripts. The second stage was coding the interview data.
Firstly, the data was divided into the transcripts between the interviews of professionals and the
ones with the relatives. Two researchers were initially involved in the coding of data, where one
researcher coded the data of the interviews with professionals, and the other coded the data of the
relatives. The first few transcripts from each dataset were manually coded by the researchers. But,
since the transcripts were in different languages, the researchers had to aid one another according
to their linguistic ability, where one researcher was fluent in French and German, the other was
fluent in Italian. Thus, the researchers explained important segments of the data to one another in
their commonly spoken language, English which was otherwise not understandable due to the
language barrier. After this, the researchers consulted with one another to compare the discovered
perspectives within the data related to the key topics (i.e., availability of care, the client
centeredness of care, and satisfaction with care (including physical and psychosocial care), and
communication and information transfer). The converging and diverging perspectives between the
two interview groups were identified, continuously re-examined, and agreed upon between the
researchers to ensure their consensus regarding the codes and analysis. The data in the subsequent
transcripts were then coded according to the prominent perspective. Later, the data were coded
using a qualitative data analysis software package (MAX QDA) to organize the data efficiently and
systematically.

2.3 Ethical Consideration

The study received formal research approval from the Ethics Committee of Northwestern
Switzerland (EKNZ) on the 29th of August 2018, (Reg-2018-00490). Before commencing the
interviews, participants received and completed an informed consent form for the study and
recording of interviews and the researchers provided them the information about the objectives of
the study and the reasons for recording the interviews. Moreover, the concepts of voluntary
participation and confidentiality of data were explained to ensure their agreement in the
participation of the study.

3. Results

The comparison between the perceptions of professionals and the relatives of palliative patients
resulted in considerable differences in the following aspects of care: 1) the availability, 2) client-
centeredness (including respect for patient wishes and relatives involvement in care, 3) satisfaction
(including physical and psychosocial), and 4) communication and information transfer. These
perceptions are compared and described below in detail.

3.1 Avadilability of Care

The availability of care refers to the perception of services being accessible to those who need
them, in time [23]. The results indicated considerable divergences in this crucial element of the
quality of care, where professionals perceive that they are highly available to patients/relatives to
provide palliative services, while relatives perceive that they are: a) poorly informed about the
availability of care, b) access to care was a result of independent initiative rather than direction from
professionals, and c) despite professionals insisting on the provision of all the relevant information
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about the available palliative services to patients/family members, relatives felt underprepared and
also less aware about the palliative care services. These findings are further explained below.

3.1.1 Perspectives of Professionals

Professionals did not report problems with the availability of care. Instead, they believed
palliative services were easily accessible to patients. According to GPs, patients were well informed
about the services available to them. As one of the GPs explained: “they know what services are
around and are given all the information they need. We tell them everything there is to know”.
Another GP supported this notion by adding that plenty of additional information was available for
patients online and in hospitals or clinics regarding the care treatments. He quoted: “We have
leaflets about services here, and all you have to do is type in “palliative.ch” and offers will come up”.

3.1.2 Perspectives of the Relatives

In contrast to the professionals, relatives of palliative patients reported the following issues
concerning the availability of care. Firstly, they perceive that only limited information about services
is provided to them. Additionally, they reported that they must seek the information about services
themselves.

3.1.2.1 Limited Provision of Information about Palliative Services. A high number of family
members disagree on being informed about the services by professionals rather, they reported that
they accessed palliative care services informally, i.e., by hearing about palliative care through friends
or family: “It was more through word of mouth, i.e., the people who also had their relatives in
palliative care, only told about it and enlightened us (about palliative care)”. Moreover, relatives
suggest that the degree of information and support provided may be overestimated by GPs, as
relatives explained that patients are not always made aware of the services available to them. For
example, the daughter of a palliative care patient explains: “They (doctor) said your mother needs
something, but then where was it? | do not know whom to approach. Maybe even after a week,
nobody gets in touch with me and in the meantime, | do not know where | am supposed to go with
her (mother)”. Relatives also describe that they were not prepared for palliative care services
because it was not explained to them by the professionals. As one mother recalls: “I thought when
they found a lump there, she (daughter) would be referred to a gynecologist. | did not know that
she needed an oncologist, no one explained that to me. | was suddenly told, “oh, here is the
oncologist”, which made me realize that it must be cancer”.

3.1.2.2 A ‘Laissez-faire’ Attitude in Providing Palliative Services. Many relatives indicated that the
patients and relatives must take an initiative to find out the information about palliative services on
their own. For instance, one relative says: “It is accessible and if you type “Palliative Care Luzern”,
then it comes to this palliative community via Google. | think it is very clear if you are a little
interested and look it up yourself”, while another respondent remarks: “So, you have to inquire and
know where to inquire.” Further, the responsibility to organize palliative services for family
members are perceived to fall often in the hands of family members and is not facilitated enough
by professional support. As one relative explains that the health care professionals did not provide
enough practical support for accessing palliative care services: “Hospital did not help much. | needed

Page 8/20



OBM Integrative and Complementary Medicine 2020; 5(4), d0i:10.21926/obm.icm.2004041

a bed and a wheelchair and | had to organize everything by myself. She (nurse) just gave me the
phone numbers.” Similarly, another family carer argues that without professional help, it may not
be so easy for an average person to find out about palliative care services because one may not be
already familiar with the medical services and may struggle to get the information and access to
palliative care services: “Because | work at the hospital, it is easier for me and accessible also but |
do not know what it is for someone who is not that smart.”

3.1.2.3 Limited Awareness of Palliative Care. In a few cases, it was also evident that relatives had
limited awareness, not only about the services but palliative care in general. For instance, one family
member describes how they were not informed about palliative services and were left to find it out
themselves. As one relative describes: “I thought to myself, “But what is palliative care for? What
the hell are they doing?” and they just said to me, “make a contact, and you will see”. Similarly, a
partner of the palliative patient describes that despite being treated in palliative care, her partner
was not explained what palliative care services were for and thought that they were only relevant
in the case of a terminalillness: “my partner had the feeling that palliative care comes into play only
when there is nothing left to do and it comes down to dying”. Similarly, another relative explained
that she was not made aware of palliative care services until a much later stage of her family
member being in care. She did not expect it to be relevant because she had only heard of it in the
context of HIV AIDS: “It was only later that the doctor drew my attention toward the possibility of
palliative care. Palliative medicine was too little known in my eyes, except in the case of AIDS.”

3.2 Client Centeredness of Care

The key aspects of client centeredness in care include perceived respect for patient needs and
preferences and also the involvement of family members in care, which is discussed below.

3.2.1 Respect for Patient Wishes

The results indicated a shared consensus between the professionals and family members of
palliative patients about considering and respecting the needs and wishes of the patients during the
care process. Notably, many professionals expressed their opinion on the patient being “the center”
of all care decisions. As one specialist doctor describes: “Of course, it all depends on the client. We
try to take into account all their desires and see them as a person, on the whole”. In general, family
members agreed that professionals respected the patients’ wishes while treating them. One family
member quoted an example of their son who was in the care and requested that his father should
accompany him to all meetings with the GP that was ensured: “He did not feel confident being in
those meetings on his own because it was often overwhelming, but when he asked that | attend
and take notes for him, the team did everything to accommodate us. We then worked around a
schedule that suited all of us”. However, there were also some notable complaints from family
members who felt that the patient was not truly at the “center” of care because the health care
practitioners working with them were too busy to dedicate time to the patient, hence they did not
feel like their family member was a priority. Although one mother acknowledged the inevitability of
this situation. Admitting to her frustration, she quoted: “I, of course, accept that the world does not
revolve around us and the nurses are busy. But it is not nice to feel that your daughter is just one of
many patients because they just do not have time to talk to us about what she wants. They have
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too many other people’s needs to think about”. Similarly, another relative supported this notion
about patients not being given the full attention of health care professionals. Instead, he thought
they had to fight for it. Otherwise, they risk being forgotten: “He (the patient) does not draw
attention to himself and is very reserved. He does not get attention at all. So, they just leave him
alone. Someone who is always shouting gets a lot more attention”.

3.2.2 Relatives’ Involvement in Care

3.2.2.1 Perspectives of the Relatives. A vast majority of relatives reported feeling intensely
involved in the care process. Many of them describe playing a crucial role in the care of their loved
ones in the treatment plan and decision making. For example, one relative explains the fundamental
role in the decision-making process toward the care of the patient: “There was no decision made
without her and my consent. We were completely in agreement and involved in the decision-making
and reflection process.” Similarly, many others also quoted examples of knowing the treatment plan
and schedule of their relatives’ care to support their involvement and often described themselves
as a part of the care team. As one daughter explains: “I have a black file here filled with every detail
about when and which medications she should take. | know everything at this point. The nurses
leave me to tend to her bandages and so on because they know | am no different to them, | am also
one of her carers”. However, in two cases, the family members reported that they did not feel
involved enough in the care process, not because the professionals failed to keep them involved,
but because of the resistance from the patient. As explained by a mother: “He (son) refuses to let
me in the meetings. He wants his treatment to be between him and his doctors, and | cannot
override that, unfortunately, | am just on the sidelines”.

3.2.2.2 Perspectives of the Professionals. Most professionals agree that family members are fully
involved in the care. As described by one nurse: “I know mothers and daughters who could tell you
more about the pain medications of their relative than the nurses on the same team who are there
for years. They are absolutely involved!”. However, in some cases, professionals felt that relatives
were too involved. For instance, one GP feared that the relative risked ‘burn out’ from the extent of
his involvement with care: “I saw the husband doing everything he could, he invested everything at
the cost of his career, his training. It was incredible and there was little compensation. There was
no tax allowance to support this. | have to be very careful about the burn-out of the spouse who
could not take it anymore. The spouse can sometimes get out of control, and then psychologically,
it becomes difficult.”. This is in line with a specialist doctor who admitted to not include the family
members much because they are too emotionally invested. The specialist feels wary of involving
relatives too intensely in the decision-making process: “When it comes to making decisions,
unfortunately, they cannot be trusted to make the ‘best’ decisions, let’s say because their emotions
are in it too”. However, despite family members feeling extremely involved in the care process,
responses from some GPs suggest that the family members may not be as involved as they might
think. Another doctor admits that he with-holds the information from relatives in some cases: “l do
not want to gloss over this, of course, conversations also take place behind the patient's back, or it
is expressed that one should not communicate certain things with the patient, which is quite difficult
for me, it is legally a gray area”. Similarly, a few GPs mentioned difficulties in involving the families
for practical reasons such as not all family members agree on a course of action related to the care.
As one doctor describes: “Families are always involved but it is not always easy with them, because
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you have a son from Geneva who does not agree with the son from Lausanne. The son from
Lausanne thinks that you should not put her (mother) in a palliative care center and she should die
at home while the one from Geneva thinks it is better to have care.”

3.3 Satisfaction with Care

Satisfaction with care describes the perception of how satisfied professionals and family
members think the patients to be with their overall care, including physical and psychosocial care.
The perspectives are further described below.

3.3.1 Perspectives of the Professionals

The results demonstrated that both the professionals and family members perceived the patients
to be satisfied with the care. However, professionals often acknowledged their limited capacity in
estimating the satisfaction of patients. When asked by a family doctor whether he believed his
patients to be satisfied with the care they received, he said: “I do not know. How do we evaluate
that? (Should we ask) Was it all right? How are you doing? Most of the people | sent to a mobile unit
or hospital felt satisfied. But it is only an impression”. Yet, on the whole, professionals generally
believe that patients were satisfied. One nurse even goes as far as to say: “l do not think | have ever
known a patient to be truly unhappy with the care they get here”.

3.3.2 Perspectives of the Relatives

Although the majority of family members seem to be happy with the care and feel that their
family members were content with the received palliative care, many family members also raised
some specific issues negatively impacting their perception about satisfaction with care. Notably,
relatives often attributed the dissatisfaction with overall care to a) poor coordination, b) a perceived
lack of professional competency, and c) poor continuity of care. Moreover, family members also
had complaints about physical and psychosocial care, especially a lack of psychosocial support. The
aspects of care to perceived satisfaction are expanded below.

3.3.2.1 Poor Coordination of Care. The relatives commonly expressed that palliative care teams

were poorly coordinated. For instance, a relative describes that her mother’s care was compromised
due to the poor coordination of care and time: “It was badly organized. The nurses never came on
time. They also had no plans about when to come. It was agreed at about 8 o'clock, but by the time
they came, it would be 10 o'clock. In the meantime, my mother was lying on the bed with wet
diapers and could not cope anymore”. Similarly, one person explains a situation where the care was
badly coordinated because professionals were not sure of the medications being already received
by the patient: “They were not well informed and did not appear to know what was going on. They
did not even know if they would give him any medication. When we saw that they were not sure, |
was not happy”. Additionally, some relatives mentioned their unhappiness with the care because
the coordination was unreliable. One relative describes their frustration: “Depending on the time,
there were very quick changes happening, and every time there was someone else. So, consistency
was often missing, actually continuously (missing)”. Similarly, another relative pointed out that they
could not answer the question about how satisfied they were with the care because of the
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unpredictability of the level of care: “One day you might get the best team ever and it is all great,
but just as quickly, you find yourself with strangers on the team, and it is just the opposite of great!”

3.3.2.2 Poor Continuity of Care. Continuity of care is an important aspect that refers to the
relational continuity (the patient is continued with the usual practitioner), informational continuity
(continued communication and knowledge for easy flow of patient information between the
involved care providers), and management continuity (coordination for transitioning between care
providers to be clear and seamless for the patient) [24]. Some family members describe their
frustration: “I cannot do anything for you anymore (said by a professional). That is another shock
you can imagine”. Understandably, family members also reported suffering because of the sudden
drop in communication with professionals after they no longer needed their care or were
transferred to another care facility. As one relative describes, there was no form of continuity of
care once the treatment for the patient ended: “From one day to the next, | went from seeing their
(nurses) faces any time | needed them, to suddenly being all alone again. | think that is a terrible
part of care because my life goes on, but the care just stops”. Yet another person explains a situation
where there was no continuity of care after the death of their partner and they were left without
knowledge about the next steps: “When my partner died, the only thing | thought was, now | have
to call somebody, and | do not know who, | do not know what to do now.”

3.3.2.3 lLack of Professional Competency. Alarmingly, quite a few family members reported
dissatisfaction with the quality of care because they felt that the professionals were incompetent.
As one person puts it bluntly: “I was not happy with the home care service because they may be
nice people but they are not competent”. Similarly, another relative was unhappy with the care and
wanted to replace the professional because she felt that the professional was not competent: “Let's
just say, | had to deal with a nurse who was not up to the task. | talked to the head nurse about it
and said, “This one (nurse) has to get out of here. It is not okay at all”. Another relative speculates
that the standard of care could be lower now because of the lack of sufficient training: “The level of
care has gone down. | have the impression that it has dropped because some foreign doctors do not
have the level of Swiss studies (education)”. In another situation, the relative implies that the
competency was so poor that they liked to step in themselves to carry out the treatments: “I liked
to be a volunteer for a while because | noticed that some treatments were sometimes poorly done”.
She goes on to explain that the nurses failed to meet the needs of the patient and were not attended
in times of need: “For example, they did not give her anything to drink for a very long time and she
was dying of thirst after she was cold, and then she was hot because of her changing temperature
but no one passed in to help.”

3.3.3 Physical and Psychosocial Care

Physical care involves medical and practical aspects along with pain and symptom management
[25] while the psychosocial care involves meeting the emotional, psychological, and existential
needs of palliative patients and their families, and help in alleviating grief, fear, and other
psychological and social problems [1]. The results indicated the following key perspectives: a)
psychosocial care was lacking, b) physical care was prioritized over psychosocial care, and c)
relatives felt conflicted about the approaches to pain and symptom management. The data on these
perspectives are discussed below.
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3.3.3.1 Lack in Psychosocial Care. Professionals support that many services are available for
treating both physical and psychological needs, and doctors and nurses do attend to these demands
of patients and their relatives. As one adamantly puts: “It is not just a job, but it is my duty to make
sure that they (patients) are looked after in every way imaginable. This is palliative care; it is about
giving them the best possible life at this stage”. Despite this, both family members and professionals
seemed to agree that psychosocial care is considerably lacking compared to physical care. One GP
expresses that they are not comfortable providing psychological support compared to the physical
support and admit to not being concerned with the ‘spiritual’ needs: “Every day, medical needs |
can manage, but not spiritual needs. We are not very good at this. | am rarely interested in knowing
what the patient's spiritual position is. | am rather involved in all kinds of things about the pain but
| am not very good at this psychological thing”. Moreover, another GP implies that although
psychological issues should be addressed, it is difficult to provide the support because these
problems are expected and are considered ‘normal’ in palliative care: “Spiritual needs should not
be neglected, nor depression, but when you realize, “She has cancer”, it is normal that she is sad”.
What should we do about her depression?” This may account for why professionals also report that
they do not necessarily advertise the options for psychosocial support but rather only provide it
when requested. As one GP explains: “There are psychologists and support groups available,
especially for bereaved widows but | give this information only when asked. | do not usually ask
them (patients) about their spiritual needs”.

3.3.3.2 Physical Care Prioritized Over Psychosocial Care. Perhaps, such thinking from the
professionals might account for many family members also reporting their relatives’ psychological
needs not being taken as seriously as the physical ones. One concerning example was provided by
a relative who describes that their relative received proper care only when she started threatening
to take her own life: “She wanted to get it over with and she said, “l am going to get a knife and kill
myself” and then | went to the doctor and said, “Now you listen to what she said to me and do
something” and then they said, “OK, we heard her despair”. Oh, yes only then it was more physical,
that is what they meant by ‘despair’. We had to wait a long time because | felt the despair long
before that”. Also, family members admit having limited knowledge about where to receive the
psychological help, as one father describes: “I have heard of churches sending people out to come
and talk with you. But | am not sure that this is something people like us would have the chance to
do”.

3.3.3.3 Relatives Feeling Conflicted about Pain and Symptom Management. On the other hand,
some family members reported feeling conflicted about physical care, including pain and symptom
management (i.e., commonly, the painkillers or sedatives, e.g., morphine). Although the majority of
relatives desired their family members in care to be in as little pain as possible, they also struggled
with the perceived negative impact on the patients’ quality of life. As one relative describes the
adverse effects of pain killers: “Well, we try to relieve the symptoms, and calm the pain, but the
more we subside the pain, the more the person's personality goes away, which | find difficult to
bear. She (family member) is concerned that she would “end up like a vegetable” and that decision
would be made in her place.” Another mother describes a similar concern: “If we say, yes, up the
dosage, then the doctor will do so, but at what cost? Perhaps her life will be spared, but what kind
of life are you saving? She is totally out of it, on medications”.
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3.4 Satisfaction with Care

Communication and information transfer refer to all the aspects of the provider’s collaboration
and patient-centered interactions [1]. The sharing of information that is relevant, accurate,
transparent, concise, and timely is an essential element to ensure a high quality of palliative care
[26]. Responses from professionals and relatives echoed similar concerns for communication
between the relatives, patients, and professionals and the transfer of important care information.
Crucially, the majority of professionals reported issues with finding time to talk with patients or their
relatives. As one assistant nurse explains: “It goes without saying that we are all busy around here.
| do my best, but | am limited to quick pop-ins”. Another GP admitted that despite trying to reassure
the patients that he is available for them, he often misses the phone calls and cannot attend
meetings: “I tell them | am reachable 24/7 which is technically true but practically not. My days are
so full, one visit runs over and then | cannot make the next one”. Also, some family members
reported that information about patient care was poorly explained or lacking, as one relative
describes: “They (nurses) explained it badly to us. They should have said when she is unconscious
or she sleeps then you should not give her anything to drink, but they did not tell us that.” In other
cases, relatives describe miscommunications because the information was not passed on to them
directly. One family member describes that they waited a long time for nothing because a message
was relayed to them: “She (nurse) should have come but had an emergency and could not come.
She reported it to the central office, but then they forgot to pass on the message to us and we
waited two hours after all that.”

4, Discussion

The findings of this study highlighted important aspects of the quality of palliative care.
Specifically, in indicating the valuable perspectives and experiences of the professionals and
relatives of palliative patients regarding the availability, client centeredness, satisfaction with care,
and communication and information transfer.

Firstly, the data reveals a high level of disagreement between professionals and relatives’
opinions toward the availability of care. Crucially, although professionals perceived that palliative
services were highly available to patients and their relatives, relatives expressed being poorly
informed about it. Instead, they felt ‘left alone’ to discover palliative services for themselves, or
when encouraged to seek palliative services, the responsibility to take the initiative was on them. It
was also apparent that professionals mainly understood care to be available to patients because of
the presence of infrastructure for services. However, relatives described that since professionals did
not inform patients about these services, it was not easily available or accessible. The experiences
of relatives describing the situations where professionals do not adequately inform patients about
the availability of care are highly concerning because failing to provide patients with care
information could result in missing out on the appropriate treatment, which at the palliative level
may contribute to further deteriorating health outcomes to already fragile patients. A vast body of
literature supports that misinformation can also negatively impact the quality of patient care
because the coordination of care is prohibited by inaccurate or untimely information [27]. If the
patients who require specialized care in palliative services are not made aware of or connected to
these services, then they may risk neglecting their health at a potentially critical point of their illness
trajectory [1]. If this is the case, as the relatives imply, where patients and relatives are not
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sufficiently informed about the services available to them and/or they must rely on themselves to
reach out to services, then it not only indicates a considerable failing on behalf of professionals to
meet the patient needs but also clearly demands them to re-evaluate their approaches in providing
the service information.

Another important finding is the divergent perceptions of the client centeredness, especially the
involvement of relatives in care. Adequate involvement of relatives in care is a vital aspect of the
guality of care [9]. Yet, the responses indicated that while the relatives and professionals agreed on
relatives being highly involved in care, they differed in the opinions for appropriateness of their
involvement. Specifically, health care professionals often expressed concern with the extent of
involvement of relatives in the process of care. Many explained that they were worried about the
family members taking too much responsibility for their relatives’ care and risked psychological
distress, including ‘burn-out’. Consequently, a few GPs alluded to concealing information from the
family members regarding the patient, out of the fear of causing too much stress, particularly during
decision-making. The concerns expressed by the GPs here are legitimate, especially because
extensive literature supports the association between the caregivers and a high risk for a whole host
of adverse psychological effects, including, but not limited to depression, anxiety, burn- out, stress,
fatigue, and insomnia [28, 29]. The conflict expressed by the GPs here needs the relatives to be
adequately involved in care but also raises the question about the extent of their involvement in
care, or, in what capacity? There is a growing body of evidence to support that relatives are not only
involved in care but are also becoming an increasingly fundamental part of the palliative care team
[30]. In many cases, family members are described as ‘primary caregivers’ in palliative care literature,
i.e., individuals who provide most of the care to the patients without payment [12]. While other
countries, including the United Kingdom and the United States, have adopted strategies to
financially support such primary caregivers [31], Switzerland does not yet support the health
regulations enabling such initiatives to a large extent. Relatives living in the same household may
receive some financial reimbursement, but that does not apply to all cases, especially those who
care for the patients living separately from them [32]. This may also contribute to the burden that
health care professionals have described in the data. Adequate reimbursement in health care is of
utmost importance to ensure good quality care and alleviate stress for carers [33]. Beyond that,
appropriate training and emotional support should be provided to equip the relatives to manage
the high level of involvement while taking care of their loved ones.

The concerns raised by the relatives of palliative patients related to the satisfaction of care are
important discoveries made in this study because health care professionals in the field often felt
that they could not necessarily comment on the satisfaction of patients. The relatives were able to
shed light on the specific issues that negatively impacted their evaluation of care, they also pointed
out several factors, such as poor coordination, poor continuity, as well as negligence of psychosocial
needs, and a perceived lack of professional competency. Poor care coordination is consistently
identified as a problematic facet of care in the context of palliative services [34]. These results echo
recent literature concerning the coordination of palliative care services in Switzerland highlighting
some of the problems described here, such as the poor organization of care resulting from frequent
changes happening in the care team, miscommunication, and a lack of time for care coordination
[17]. They further advocated the need for improvement in this regard. Regarding the perceived poor
continuity of care, in context to the problems with communication and information transfer,
findings indicated a need for strengthened communication between the patients, relatives, and
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providers, and one way of aligning this is through the allocated care coordinators who facilitate the
care coordination and communication between the members of the palliative team [20]. Notably,
palliative care settings with methods such as the employment of case managers who manage the
smooth transitioning of patient care continuity have been well received by the patients and relatives
[35].

5. Conclusion

This study brought different perspectives toward the quality of palliative care to light.
Significantly, professionals working in the field and relatives of palliative patients held different
beliefs toward the key aspects of care, including the availability and access to care, client
centeredness of care, satisfaction with care (especially in case of psychosocial care), and
communication and information transfer. Although there was a consensus between the
professionals and family members for various dimensions of care, this study highlighted important
apparent divergences between professionals and relatives’ perspectives. Significantly, the
interviews of the family members showed that though the health care professionals strive to
provide the highest quality of care, there are some aspects where it lacks. The primary concerns
were that care was not always readily available, poorly coordinated, patient needs were overlooked
because of the lack of time, few professionals were perceived to be incompetent, communication
was lacking, and psychosocial needs were neglected. Professionals agreed that psychosocial needs
are not well addressed as the physical needs and also reported communication problems. However,
professionals also raised other concerns with aspects of care, where they felt that though it is good
for relatives to be involved in care, their over-involvement may lead to a high risk of burn out caused
by the high stress and emotionally taxing circumstances of palliative care. These different
perspectives, including both similarities and discrepancies, represent a demand for addressing the
shortcomings of palliative care services.

6. Recommendations

In response to the findings of the study, the following propositions are suggested for the health
policies of palliative care in Switzerland. Firstly, because of the significant involvement of family
members of palliative patients in the process of care, adequate psychosocial and financial support
should not only be available but mandatorily provided in the case of family members being primary
caregivers. This measure is proposed to alleviate the psychological and financial burden from
relatives and reduce the risk of adverse health and financial outcomes often caused by being
involved in palliative care. Additionally, professionals in the field are urged to provide relevant
information about the availability of basic palliative care along with psychosocial support. The
education of palliative professionals should ensure that they are equally equipped to cater to the
psychological issues as they are to physical ones to avoid the negligence of psychosocial needs. For
the coordination issues faced in palliative care teams, designated care coordinators should be
employed to mitigate the miscommunication and untimely delivery of information.
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7. Limitations

This study relies on the perspectives of professionals and family members. However, it would be
invaluable to have palliative patients’ insight and perceptions for understanding the patients’
experience of the quality of care in palliative services. This information could serve important
knowledge to inform the policy and provide recommendations concerning the quality of care in
palliative services with patient wishes in mind. Another drawback of the study, as acknowledged by
some of the interviewed health care professionals, is that it is difficult to accurately assess the
quality of care without having measurable scales, and it is uncertain to what extent professionals
and relatives can evaluate the standard of care since they are not the patient themselves.
Specifically, many studies support that health care professionals tend to overestimate the patients’
satisfaction and overall quality of care provision [36]. Although it is recognized that health care
professionals and relatives of patients may have an excellent insight into the patients’ experience
of care, the most accurate understanding of the quality of a patient’s care would inevitably be the
one directly coming from the patient.
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