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Chapter 1

Palliative care

“To add life to days, when days cannot be added to life!” This familiar phrase, aptly
expresses the idea underlying palliative care as defined by the World Health
Organisation (WHO) for the second time in 2002. The WHQO'’s second definition of
this relatively new concept runs as follows: palliative care is an approach that
improves the quality of life of patients and their families facing the problems
associated with life-threatening illness, through the prevention and relief of
suffering by means of early identification and impeccable assessment and
treatment of pain and other problems, physical, psychosocial and spiritual’. The
WHO had first defined palliative care 12 years previously? 2. In the intervening
years, a shift in healthcare took place. Curative care (recovering from a potentially
life-threatening illness) and palliative care (with the focus on quality of life and not
on cure), with the latter following the failure of the former, were no longer sharply
distinguished from each other, but became intertwined. Life prolongation in
palliative care can now be contemplated alongside the primary goal of preserving
or improving the quality of life. Even so, debates about the best treatment in the
curative phase of a disease are now also fed by deliberations around the quality of
life.

The notion of ‘palliation’ has been used for centuries; medicine has been
palliative as well as curative in nature from its origins®*. Despite the fact that the
twin obligations of physicians - to cure disease and to relieve human suffering -
stretch back into antiquity, little attention has been explicitly given to the problem
of suffering in medical education, research or practice. This neglect is the
widespread effect of the mind-body dichotomy in medical theory and practice®.
Paying full attention to the needs and suffering of terminally-ill patients and their
relatives did not fit into this realm of thought. Consequently, when curative
treatment was ineffective, a patient would be told that “there is nothing more we
can do for you™?®. The term palliative care emerged for the first time in 1973. A
hospital physician in Canada, Balfour Mount, introduced the concept® and in that
same year the neologism also appeared in the Dutch medical literature™®.

Palliative care in historical perspective

Halfway through the twentieth century, there was evidence of an awaking medical
interest in matters relating to the care of the dying****. The Swiss-American
psychiatrist Elisabeth Kibler-Ross published her much-discussed book ‘On Death

#1n 1990 the WHO has presented its first definition of palliative care: the active total care of patients whose disease is not responsive
to curative treatment. Control of pain, of other symptoms, and of psychological, social and spiritual problems is paramount. The goal of
palliative care is the achievement of the best possible quality of life for patients and their families 2.
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Introduction

and Dying’ (1969), based on 500 interviews with dying patients'®. Furthermore,
Dame Cicely Saunders, nurse, social worker, and physician, and considered to be
the founding mother of the hospice movement'®*®, contributed enormously to the
growing interest and public discussion about care for the dying. Largely through
her efforts, St Christopher’'s Hospice opened its doors in London in 1967.

Close on a century before, pre- or protohospices were established in Dublin
(Our Lady’s Hospice for the Dying, 1879) and London (St Luke’s Hospice, 1893).
These hospices can be considered to be the forerunners of the hospice movement
and the wider developments in the care for the dying'*!’. They were more an
outcome of religious endeavours rather than of medicine. There was no exchange
of thought or involvement between the worlds of medicine and the hospice.

The very first hospices stem, however, from the 4" century; they were originally
resting places for tired pilgrims. These homes developed into care-homes for
weary travellers as well as people living in the locality'®®. After the Middle Ages,
these homes disappeared. They were taken over by physicians who transformed
them into hospitals™.

Thanks to such charismatic advocates as Elisabeth Kibler-Ross, Cicely
Saunders, and other passionately-concerned healthcare workers, the principles of
palliative care became embedded in modern medicine and palliative care
developed towards modern medicine, rather than as an alternative to it. Five years
after St Christopher's Hospice started up, there was an international hospice
movement. Saunders’ initiative was imitated worldwide, first in other places in the
United Kingdom (UK), and in the 1970s in the United States, Australia, and
Canada. European countries followed somewhat later*®.

But despite these mutual approaches between modern medicine and palliative
care, many countries ask themselves whether palliative care should be integrated
into medicine, giving a new dimension to current practice, or whether palliative
care should become a new discipline or medical specialty complementing the
existing range of professional activities. This debate is still ongoing™®?°. Palliative
care is clearly emerging as a new area of healthcare in many countries, but until
now only in some countries, with the UK taking the lead in 1987, it has become a
new discipline®.

Palliative care: for whom?

For a long time, palliative care was not bound to a specific group of patients. It was
intended for all dying people irrespective of their underlying disease. However,
nowadays, the term palliative care seems to be usually associated with cancer
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patients. This link can also be said of the studies reported in this thesis. In spite of
the broad basic assumption that palliative care is not confined to patients with
cancer, we can conclude that very few projects within the Dutch national
programme (see box 1 & 2) were specifically aimed at non-cancer patients®* and
that in our studies only a very small number of non-cancer patients participated.

When we consider the relationship between cancer and palliative care, their
close association might seem logical. This might be so because the course of
cancer partly has proved predictable, easing the recognition and planning for the
needs of patients and their families?*?3. Furthermore, despite a steady rise in the
last few decades of the chances of a cure and the less frequent occurrence of
some cancers with poor chances of survival (cancer of the stomach and lung
cancer), cancer remains one of the major causes of death?%. Cancer is currently
the cause of 12 percent of all death worldwide. In approximately 15 years from
now, the number of cancer death annually will increase to 10 million®. The number
of patients living with cancer is expected to increase worldwide. Unless there are
effective prevention campaigns, by 2020 there will probably be more than 30
million people living with cancer?” . Furthermore, the increased life expectancy,
the ageing of the population in western Europe?®%*3! and some medical
interferences concerning cancer (more and earlier diagnosis and better treatment
possibilities with more people living longer with their disease®) are all factors
contributing to the need for more palliative care.

In recent years there has been a noticeable tendency to extend the ideas of
palliative care to other groups of patients. This extension is in accordance with the
WHQO’s maxim, which states that every person with a progressive illness has the
right to palliative care®*°. Research is less well advanced on meeting the
palliative care needs of people suffering and dying from diseases other than
cancer®. Nowadays, there are initiatives and research programmes for disease-
related groups, including patients with dementia®*** or progressive neuromuscular
diseases®, and target groups such as children®®, immigrants®*® or the mentally
handicapped®**?. These projects may stand apart, but sometimes they seek
contact with existing structures or existing structures may expand their goals to
non-cancer patients.

® In 2002 there were about 6 million cancer death annually?’. Concerning only the Western countries, cancer mortality is already
exceeding 20 percent of all deaths®.
¢ Approximately 20 million people were living with cancer in 200277
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Palliative care in the Netherlands

The Netherlands was remarkably late in its development of palliative care. In the
period in which the first hospices were opened in the UK, the discussions in the
Netherlands concerning “a good death” were dominated by euthanasia. Our first
high-care hospices opened their doors in 1991¢ and 1994¢ *®. The first almost-like-
home house (bijna-thuis-huis/BTH"), was founded somewhat earlier in Nieuwkoop
in 1988% in 1993 the first palliative terminal-care unit in a Dutch nursing home
was opened?. With respect to euthanasia, a state committee reported in 1985 that
euthanasia was liable to prosecution, but if rigorous and meticulous demands were
complied with, legal proceedings would not necessarily follow. The Act concerning
euthanasia came into effect in 2002. From that time, euthanasia has no longer
been liable to prosecution on condition that the physician concerned notifies the
euthanasia and meets the requirements laid down by law. It seems that the
development of palliative care has only grown to maturity since the euthanasia
debate has died down. On the other hand, some voices are heard arguing that the
real starting point of the development of palliative care was the establishment of
the first nursing homes in the Netherlands, about halfway through the 1960s.
Considerable experience and expertise in the care of the dying has been gained in
these homes?444°,

In any event, the actual starting point for a rapid development of palliative care
was a discussion in Parliament about the procedures of reporting within the
framework of the law on euthanasia®. This debate was also a result of the
television documentary ‘Death on request’, a documentary about euthanasia that
led to much (inter)national criticism and discussion®®. Members of Parliament
supposed that requests for euthanasia were possibly correlated with a lack of
development in pain relief and other aspects of palliative care. This debate formed
the direct motivation for the programme ‘Palliative Care in the Terminal Phase’®
(box 1). The first phases of this programme led to a financial impetus from the
Ministry of Health for the further development of palliative care. Priority was given
to the development of palliative care on the basis of existing structures; no boost
was given to private initiatives.

¢ Johannes Hospice, Vleuten®,

® Hospice Rozenheuvel, Rozendaal®.

"In the Netherlands we distinguish between (high-care) hospices and almost-like-home houses. Hospices have their own nursing staff.
Medical responsibility rests with a GP, a hospice physician, a nursing home physician or a hospital physician. In a almost-like-home
house the central team mainly consists of volunteers. They provide the main part of the daily care for the patient together with the
familz. The patients’ own GP is the responsible physician. Sometimes professional primary care nurses lend support for parts of
care™’.

9 Antonius-lJsselmonde, Rotterdam®.
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Box 1. Palliative care in the Netherlands 1996 — 200321464840

1996: the Netherlands Organisation for Health Research and Development [ZonMw] was asked by the
Ministry of Health, Welfare and Sport [VWS] to develop the programme ‘Palliative Care in the Terminal
Phase’. ZonMw proposed a programme in 3 phases:
1. Inventory of demands for, and supply of, palliative care in the terminal phase (executed in 1997 by
Netherlands Institute for Health Services research [NIVEL], reported on in1997).
2. Exploration of future developments with regard to demand and supply considering societal and
socioeconomic developments (executed from 1998 — 2000 by NIVEL, reported on in 2000).
Considering the results (partly intermediate) of these two projects, phase 3 had to strive for integration and
a structural incorporation of palliative care in the regular care. To this end the Ministry launched 4
trajectories within phase 3:

A. Palliative care in residential- and nursing homes

B. Integration of hospice care: executed by a project group working on the Integration of

Hospice care [PIH], reported on in 2000 — 2002

C. Close association of the organisations of volunteers in terminal care

D. Establishment of regional Centres for the Development of palliative care

[COPZ] (reported on by the COPZ review committee in 2001 - 2004) (see Box 2)

Six Centres for the Development of Palliative Care [COPZ] (box 2) were financed
for a period of five years (1998-2003). A centre consists of a collaborative
arrangement between a University Hospital and a regional Comprehensive Cancer
Centre [IKC] with a close connection with professional(s) (groups) having affinity
with palliative care patients, such as General Practitioners (GPs), district nurses,
regional hospitals, nursing homes, and so forth. The studies presented in this
thesis were carried out within a collaborative research programme of the COPZ.

28,46

Box 2. Six centres for the Development of palliative care [COPZ] 1998 — 2003

A COPZ consisted of a collaborative arrangement between a University Hospital and a regional

Comprehensive Cancer Centre [IKC] with a close connection to professional(s) (groups) having affinity with

palliative care patients, for example GPs, district nurses, regional hospitals, nursing homes, and so forth. In

the Netherlands there were 6 COPZ; they were formed around the universities of Amsterdam, Groningen,

Maastricht, Nijmegen, Rotterdam and Utrecht.

Tasks of the COPZ:

» to become coordination centres taking into account all the organisations involved in palliative care in the
region

» to launch PCC teams working in intra- as well as extramural setting

« to initiate undergraduate and postgraduate educational programmes

« to stimulate research into palliative care

The aim of the research project

The path chosen by the Dutch government intensified the need for research into
the state-of-the-art seen through the eyes of important players in the field and
those most concerned with palliative care; the patient and the informal care
provider. These insights are necessary, because only with them can new initiatives
be judged on their merits. One key feature of palliative care in the Netherlands is
that, as far as possible, it should be provided by generalists in the patient's own

12
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home*"*°%>1 " Accordingly, in addition to our special interest in the patients, we
paid attention to the GP, the central professional care provider for patients
receiving palliative care at home.

An important element of the governmental programme on palliative care in the
Netherlands was the establishment of the Palliative Care Consultation (PCC)
teams throughout the country. In contrast with most other countries®*°?*°, the
Netherlands opted for a transmural palliative care consultation model: a team of
professional care providers from different settings with expertise on palliative care
giving advice and support to their healthcare colleagues when they encountered
problems in daily practice. To policymakers this consultation model seemed
promising, because of the assumption that the problems and barriers confronting
professionals might be decreased through consultation. Dutch healthcare
professionals were not, however, immediately enthusiastic. They were afraid this
interference would harm the collaborative structures which, in their view, were
working well, would aggravate bureaucracy, and might adversely affect the
relationship between professional care provider and patient. Consequently,
whether the PCC teams would be successful was considered highly debatable.
Furthermore, no comprehensive picture was available of the barriers occurring in
primary palliative care, the presumed preferred place?****°, Initially, therefore, it
was impossible for the PCC teams to anticipate the nature of possible requests for
consultation and the appropriate constitution of a PCC team. For these reasons, a
study of the barriers experienced by GPs, as the presumed professional central
caregiver in primary palliative care, and the monitoring of this new care concept
became essential.

Outline of the thesis

The thesis elaborates on three themes. First, two studies covered the barriers in
daily palliative care experienced by GPs; the professionals invariably responsible
for primary palliative care patients. Concentrating on those to whom palliative care
primarily and finally is connected, the patients and their informal care providers,
the second theme explores several aspects of their experiences in primary
palliative care. The last theme concerned the PCC teams and the process initiated
by a request for consultation and proceeding via the clarification of the request to
the advice and support given.

13
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Theme 1: Barriers in daily palliative care experienced by GPs

The first two chapters after this general introduction are concerned with the
experiences of a central professional care provider in primary palliative care: the
GP. Knowledge of the barriers GPs experience in their daily care could contribute
to the development of effective activities for the improvement of palliative care.
The results will therefore be put at the disposal of the PCC teams, considered to
be one of the major quality improvement activities in the Netherlands.

In chapter 2, we present the results of a qualitative study of palliative care
administered by GPs. Their tasks in daily palliative care and the barriers
confronting them were investigated by means of focus groups. Based on the
results of this study, we developed a questionnaire, which we used for a survey of
more than 500 GPs. We collected information about the prevalence of the barriers
clustered in five groups. We also explored the variation of the groups of barriers
among GPs owing to differences in GP characteristics and differences in activities
on expertise development variables. The results are reported in chapter 3.

Theme 2: Experiences of patients and informal care providers

The second theme of this thesis is concerned with patients and their informal care
providers. Patients’ views can differ from those of their healthcare professionals,
and also from those of the family members caring for them®. To complement the
picture of primary palliative care with the views of those receiving it, two studies
reporting the personal views of their experiences are presented. It is important that
the professionals, policymakers, and managers involved in care provision and the
improvement of primary palliative care take to heart the experiences and
judgments of the quality of care of patients and informal care providers.

In chapter 4, we describe a crossectional observational study in which we
assessed the quality of primary palliative care from the perspective of the patient
and informal care provider. The next chapter (chapter 5) features a qualitative
case analysis regarding a palliative care patient and her husband who were living
on borrowed time. We look at the way in which the patient and husband integrated
this new reality into their lives and tried to find a new equilibrium.

Theme 3: Monitoring of a national programme for quality improvement in
palliative care: PCC teams

Theme 3 features studies regarding aspects of palliative care consultation. We
investigated the extent to which professionals requested assistance from PCC
teams and the reasons underlying these requests (chapter 6). During the process
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of consultation, the PCC team consultant clarifies the request for consultation by
exchanging thoughts with the requesting care provider, perusal of the patient’s file,
and contact with the patient (for bedside consultation only). In the next chapter
(chapter 7), we focus on this clarification process in order to identify the additional
problems derived from clarification in palliative care consultation and to reveal the
factors influencing the identification of additional problems.

In the last chapter within this theme (chapter 8), we close the circle of the
consultation process. Here, we describe our study that focused on the extent and
nature of the support and advice given by PCC team members to the requesting
care providers and on the factors that influence the differences in the advice given.

This thesis concludes with a chapter (chapter 9) that discusses the main findings
from all the studies. The results are placed in a wider perspective; the most
relevant methodological limitations are considered; and recommendations are put
forward for further research and for palliative care in general.
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Chapter 2

Abstract

Background: General practitioners (GPs) play a crucial part in palliative care. The
quality of care can be improved by investigating and addressing barriers perceived
by GPs in daily practice. The aim of this study was to investigate GPs’ task
perception and barriers involved in palliative care.

Methods: Qualitative focus group study. We gathered together a group of GPs
representing a broad range of experience in palliative care. Content analysis was
performed to derive a comprehensive view of tasks and barriers in daily palliative
care.

Results: GPs described their palliative care tasks as satisfactory and varied, but
burdensome. Palliative care tasks included somatic and psychosocial care.
Opinions differed with respect to whether the coordination of care belonged to the
primary GP tasks. Barriers were classified according to three levels: (1) personal:
barriers related to knowledge, skills, emotions; (2) relational: barriers concerning
communication and collaboration; (3) organisational: barriers related to the
organisation of care and compartmentalisation in healthcare.

Conclusions: This study revealed a complex web of tasks and barriers. It may be
possible to trace back a problem (lack of knowledge, for example) on the personal
level to an isolated knowledge gap, but the problem may well have originated from
communication or compartmentalisation problems. To maintain GPs’ feeling of
being at ease with palliative care requires helping them acquire the appropriate
balance between technical and organisational interventions and a compassionate
orientation to their terminally-ill patients.
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Introduction

For a long time general practitioners (GPs) in the Netherlands, as in many other
countries, have played a pivotal part in palliative care*. GPs have valued this role?
and there has been broad agreement that palliative care is an important task. This
perception is in line with the needs and wishes of terminally-ill patients, most of
whom want to spend the last phase of their lives in their own homes. Furthermore,
national healthcare policy in the Netherlands has encouraged terminal care in the
home of the patient (See Box 1 for information about the context of primary care in
the Netherlands).

Box 1. The context of primary care in the Netherlands

In the Netherlands, healthcare is organized in two echelons. The first consists of primary (community) care;
the second of hospital care®. Dutch healthcare is characterized by its strong emphasis on primary care.
General Practitioners (GPs) play a pivotal part in primary care. Usually, they are the first professional group
attending patients with health complaints. The tasks of GPs are a mixture of cure, care, and prevention.
Another important part of primary care is homecare. This encompasses nursing care as well as domiciliary
care. The need for primary care is increasing, for a number of reasons: the ageing of the population, more
small families and singles, the reduction of the length of stay in hospital. In addition to professional care
providers, a patient’s family and friends also perform nursing and homecare tasks. This voluntary ‘informal
care’ is an important part of the care for sick persons. The costs of homecare and GP care account for over
one quarter of the total health care budget in the Netherlands®.

Since the end of the 1980s, the role of GPs in palliative homecare has come under
discussion. There has been criticism of the content and organisation of care®.
This criticism has been focused on inadequate collaboration, poor accessibility,
continuity gaps, and a lack of knowledge and skills concerning pain management
and medical technical equipment. Specialist teams and outpatient clinics have
been suggested as possible alternatives™’. Such a vision, were it justified, would
constitute a threat to the pivotal role of GPs in terminal homecare. At the beginning
of the 1990s, palliative care seems to have come to maturity®. Many new initiatives
were undertaken and in the mid 1990s the Dutch government initiated a
stimulation programme (See Box 2)°.

The principle underlying this programme was that palliative care should be
provided as far as possible by care providers working in regular nonprivate
facilities'®. One element of the programme was the initiation of six Centres for the
Development of Palliative Care [COPZ]: each centre comprises an alliance of at
least a medical faculty and a university hospital, usually in collaboration with
inpatient and outpatient care providers, and a Comprehensive Cancer Centre
[IKC] in the district concerned.
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Box 2. The Dutch palliative care programmeg

In 1998 the Dutch Government initiated a five-year stimulation programme in order to improve the quality of
palliative care. The programme comprised three main aspects:

e Attention to the structure and organisation of palliative care within the boundaries of regular healthcare
e Stimulation of the promotion of competence of providers of healthcare for terminal patients

* Promotion of insight into the developments in supply and demand of palliative care.

Part of this programme was the establishment of six Centres for the Development of Palliative Care
[COPZ]. Universities, university hospitals, comprehensive cancer centres and other relevant institutions
collaborated in these centres: they were situated in Amsterdam, Groningen, Maastricht, Nijmegen,
Rotterdam, and Utrecht. The assignment of the COPZ was to improve the quality of palliative care for
terminally-ill patients by means of research, education, network development, and care innovation.

The Centres were mandated to stimulate and guide the development of palliative
care by means of consultation, education and research projects. GPs became
involved in many discussions concerning the context and content of future
palliative care. As a result, at the beginning of 2000, one of the six COPZ
considered it worthwhile investigating whether the role of the GP in daily palliative
care had changed as a result of the changes in (palliative) healthcare.
Subsequently, they considered it important to improve their understanding of the
problems GPs encountered in their work in palliative care. The enhanced
understanding thereby acquired could contribute to the development of effective
activities for the improvement of palliative care. At that time little research had
been devoted to this topic. The studies available in the literature concerned cancer
care in general®*™®, or had only investigated the usual practice and problems of
professionals with regard to isolated aspects of palliative care, for example
symptom management**. Other studies were directed at GPs’ educational
needs, or the learning effects of specific GP educational provision®®*’.

To fill the gap in palliative care research, we set up a qualitative study aiming to
identify GPs’ opinions of their tasks in palliative care and the barriers encountered
in performing these tasks, thereby enabling the construction of a comprehensive
view of both of these aspects.

Method

Sample selection

All GPs from one district (n > 200) were initially sent a letter of invitation. Those
willing to participate constituted a group with a wide range of experience and
knowledge of palliative care and attitudes towards it. We did not offer any
incentives to the GPs to persuade them to participate.
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Data collection
Focus group interviews were carried out with three groups of GPs, each of which
met for about three hours. The size of the groups varied from four to eleven.
Through unforeseen circumstances, 12 GPs failed to attend the interview. The
interviews took place in the period from March to May 2000 at a central location for
all GPs: the Comprehensive Cancer Centre in the district.

The method utilising focus group interviews capitalises on the interaction within
a group to elicit rich, experiential data'®. The most important underlying principle is
that the temporary social structure stimulates and facilitates the provision of
information®. The group process enabled the GPs to explore and clarify their
views in ways that would be less easily accessible in, for example, a one-to-one
interview®. Our participants discussed the tasks and barriers encountered in
providing palliative care. To facilitate the interviews and to ensure that the same
issues were discussed in all of them, an interview guide with open-ended
guestions was compiled (Table 1).

Table 1. Interview guide

Task perception

1. Which tasks do you have in mind for GPs in palliative care?
2. Which tasks may other professionals have in mind for GPs?
3. Which tasks do you have in mind for other professionals?
Barriers

1. Where does daily practice conflict with your task perception?
2 What could be the reasons for this?

3. Which other barriers do you see in general palliative care?

4 What could be the reasons for these?

Experienced GPs associated with the regional GP vocational training institute
acted as discussion leaders. They facilitated group discussion by asking clarifying
guestions and providing guidance. Whenever it seemed appropriate, the
discussion leaders joined the discussion.

All the meetings were audio taped with the participants’ consent. During the
interviews, two or three members of the research team were present. They did not
participate in the discussion, but took notes in case the audiotape installation
failed.

Data analysis

All the recorded interviews were transcribed for analysis. Systematic content
analysis®* was performed by just two of the authors in the interests of reliability.
Emerging themes were developed by repeated study of the transcripts and the
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attribution of codes to text segments. Rather than impose a framework a priori, it
was allowed to evolve from the interview data; it was then gradually refined by
grouping related categories®. Finally, the definitive framework comprising a
comprehensive view of tasks and problematic issues in daily palliative care was
obtained.

Results
Subjects
Twenty-two GPs each attended one of the three meetings. Some of them were
already acquainted with one another. The interviewees varied according to such
characteristics as age, gender, practice and experience in palliative care (Table 2).

Table 2. Characteristics of participating GPs (N=22)

Characteristic Missing | Total
Gender Male Female - - -

15 7 22
Age <40 40-50 50-60 =60

1 6 7 3 5 22
Form of practice Solo Duo Group Healthcare

Centre

3 8 6 1 4 22
Working years <1 1-6 6-11 >11

- 2 2 15 3 22
Part-time factor <40% |40 -80% = 80% -

- 10 9 3 22
Yearly amount of patients |< 2 3-6 6-10 >10
in palliative phase

1 12 5 1 3 22
Setting GP practice Rural Urbanised | Small or medium- | Big city

countryside |sized town

1 11 9 1 22
Tasks
The GPs’ opinions of their tasks comprised two segments: perception and
performance.

PercepTION. Without exception, every GP described working in palliative care as a
responsible, difficult, but rewarding job. It is never the same; one has to go by
one’s feelings in this complex, typical GP work. One GP expressed it thus:

Work without any palliative care would be very frugal care; palliative care is the
epitome of a GP’s work.
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Palliative care combines the crucial aspects of general practice: medical care as
well as supportive care. A close relationship with the patient and patient’s family is
usually established in the palliative phase.

PERFORMANCE. GPs carry out a mixture of somatic, psychosocial, and coordinating
tasks.

There are two very important aspects to being a GP. You are a doctor, there to Kill the
pain, carry out diagnostics every now and then, cope with the moments of decision,
and coordinate the care. And there is the other part of being a doctor: the
psychosocial support of a family that you may well have known for a long time.

The GP’s care is directed towards the patients and their families, although the
GP’s role for the family is less extensive. With regard to the patient, the intensity
and extent of the GP’s tasks depend on several aspects: the complexity of the
situation, the characteristics of the patient, and the extent to which the patient and
the GP have a history in common.

To care for patients in the last phase of life and their families, GPs have to use
their communication and cooperation skills as well as their medical knowledge.
They must recognise the opportunities for optimising care as well as have the
ability to consult experts at the right moment. These tasks, nowadays performed in
increasingly complex situations where patients are relocated from the hospital to
their homes at a much earlier stage, are demanding in terms of time and energy.

You are not going to the patient for a visit of 10 minutes. Sometimes it is possible,.....
but yes, to organise things, have some contact with the family, the home nurses and
their substitutes.

In the course of the focus groups, GPs discussed whether some tasks in palliative
care could be delegated.

| want to give the best of myself to it. The way we used to be taught, that a GP was a
family doctor, of course it was not brought up in the discussion that you were the
coordinator in such a situation. During my years of experience in terminal care, | have
indeed developed some doubts about continuing the coordination of care as part of
my job.

Among the participating GPs, there was no consensus about dispensing with the
coordinating tasks. On the one hand, some argued that coordination does not
belong to the primary GP tasks and ought therefore to be delegated. On the other
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hand, the vital importance of comprehensive palliative care was emphasised. The
GPs did not know of anybody who could take over some of the tasks and still allow
them to maintain continuity of care.

Palliative care is such a challenge for us, so that if no other solution is possible, we
will do it on top of our other tasks. It is not that we would make a mess of it because
no one else was available; | would give it the time, but if we can delegate some tasks,
we should.

Barriers experienced in daily palliative care

Following a thorough analysis of our qualitative data, we classified the barriers
according to the following levels (Table 3):

1) Personal level: Barriers experienced by the GP at the level of competence,
emotions or time.

2) Relational level: Barriers regarding relationships between GPs and others. Two
main themes emerged: communication, and coordination & collaboration.

3) Organisational level: Barriers originating from the character, the composition
and the functioning of organisations that often play an indispensable part within
palliative care. The subcategories within this level are bureaucracy, the
organisation of care, and the compartmentalisation of regional and national
healthcare.

PERSONAL LEVEL. GPs state that competence is a necessary condition in palliative
care. They reported several inadequacies concerning both knowledge and skills.

There may be a lack of knowledge in the area of symptom and symptom control
and of the existing resources for help. However, GPs are also often ill acquainted
with the activities of other care professionals. Another knowledge gap may consist
of not knowing about the possibilities of a specific medical or nursing technical
treatment in the home situation.

Sometimes there are situations where you constantly feel: | just don't get all of this!

GPs acknowledged that they lack not only knowledge, but also certain skills
needed to perform a particular medical treatment.

Just very practical things you run into. People who absolutely do not want to go back
to the hospital ........... and they suddenly have retention of the bladder ...... and then
you do not manage to insert the catheter.
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GPs experience difficulties in maintaining and delivering up-to-date and adequate
knowledge and expertise. Their explanation of this covers several aspects. On a
yearly basis, a GP cares for only a few, on average four to six, patients in the
palliative phase. These patients can experience an enormous range of different
symptoms. Furthermore, GPs sometimes concentrate too much on particular
aspects of palliative care at the unintentional expense of overlooking other
aspects.

| am inclined to think, yes, that's it for this patient, | am going to support him - and
then | forget the medical- technical part.

With regard to emotions, GPs found it annoying if other professional workers
involved failed to display shared responsibility. Furthermore, GPs have
experienced friction between the onerous and labour-intensive coordinating tasks
and their assumed primary role of providing treatment and support.

We take care of everything .... and then maybe the homecare organisation says that
something is possible, while in fact suddenly it is not, so it all falls on our shoulders,
and we just have to do it all.

As mentioned above, GPs see themselves as care coordinators. A necessary
condition for this task is adequate time. As a result of several barriers on the
various levels, palliative care is very time-consuming. GPs do not always have
enough time to fulfil their coordinating tasks, so that other parts of their job, for
instance supporting the relatives of the patient, are carried out unsatisfactorily.

Sometimes | have my hands full with the medical-technical aspects and with the
spiritual terminal care, as far as it takes shape, and it often conflicts with stupid
organisational things, so that you have to fall behind, or everything lands on my plate
at the very last moment. .............. you know what | mean, Friday afternoon, 3.30!

RELATIONAL LEVEL. Two themes emerged at this level: communication, and
coordination & collaboration. Problems in the domain of communication relate to
the interaction between the GP and the patient/relative and communication with
other healthcare professionals.

It is difficult for GPs to assess whether or not their patients have informed them
about all their problems and needs. Furthermore, problematic situations can occur
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if patients and relatives are not quite straightforward with each other, through not
wanting to admit to each other how much grief they bear.

For example, at this moment | have a 64-year-old man with a metastasized carcinoma
of the prostate..... What | see is that she (his wife, MG), who is 58, is tremendously
sad about it and is suffering, too. But it is so difficult, you want to give her attention
too, but because he is sitting there, or lying there, it is so difficult to know how far to go
....... In the situation at home it is difficult to handle ........ Inviting her for a visit on her
own is onerous, because they have the idea that the one is concealing something
from the other partner. But | think | have a guiding rule; | have to be approachable.

Sometimes, relatives’ wishes differ from those of the patient, or the relatives may
differ among themselves about certain matters. Another barrier is the relatives’
non-expert knowledge.

Then there are the children, one has spoken to the other and the other has spoken to
someone else, and they disagree. So, you have two more practice-visits to align them.
That is not to be sneezed at!. ..... and her neighbour has cancer of the prostate too
and he got this from his doctor, all that kind of stuff!

Often, there are many professionals involved in palliative care. When a patient is
discharged from the hospital, handing over all responsibilities to the GP is not
always simple and logical. Hospital doctors may on occasion infringe on GPs’
territory.

The hospital doctors sometimes have difficulties in setting their own limitations. They
sometimes start to act as a GP.

In the case of the involvement of multiple primary care professionals in the
palliative phase, not every professional concerned is fully acquainted with the
situation of specific patients and their relatives. Even so, a lack of awareness of
the activities of other professionals involved is often an obstacle, because of non-
optimal communication, coordination, or collaboration.

What | find annoying is if suddenly, for example, the patient has a stomach catheter
and | think oh you should not have done this. ............. So | think, such a choice has to
be made in consultation.
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Sometimes, the lack of collaboration becomes obvious when a GP wants to
discuss the treatment of the patient with another physician from the hospital. Most
of the other professionals do not have a clear overall picture of the patient and the
patient’s situation. The GP then has to build a plan by merging the bits and pieces
received from several individual specialists.

You can get a situation, that is my experience, where one hospital has 10
haematologists or 10 oncologists and if you made a clear agreement with one, the
other will brightly pass over it and they could not care less, or they do not know, but ...

ORGANISATIONAL LEVEL. The problems encountered at this level concern the
involvement of many people and several different authorities. In addition, rules and
regulations (whether written or unwritten) can cause problems. These can be
divided into problems concerning bureaucracy, the organisation of care, and the
compartmentalisation of regional and national healthcare.

Delay is often considerable before extra care for the patient can be obtained, in
spite of the fact that it is absolutely necessary. GPs argued that this delay is
caused by bureaucracy and the lack of specialised personnel. The consequences
are increased physical and mental burdens placed on family care providers and a
more arduous task for the GP.

Arranging and connecting technical machinery is often hindered by bureaucratic
procedures, or by the number of people involved.

A morphine pump really has to be obtained. Immediately, you are confronted with the
amount of work accompanying its organisation; the ‘Indication Office’ has to be
involved, as does the specialised homecare team; the pump has to be requested ...
and then the patient concerned dies just before the pump arrives.

With respect to the organisation of care, GPs criticised the continuous changes in
the homecare professional workforce. Continuity is impossible, and none of the
workers involved is well acquainted with the patients and patients’ families.

| have got the idea that since the austerity policy (of homecare organisations, MG),
they firmly put everything onto schedules, so that the feelings of powerlessness have
increased.

Compartmentalisation causes problems for GPs. Many technical tasks, for
instance an ascites puncture or the insertion of a drip, can be done in the patient’s

home. Nevertheless, it seems to be well nigh impossible for skilled hospital
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workers to perform such tasks in the home. As a result, very sick or terminally-ill
people have to be transferred to undergo a relatively straightforward intervention.

It is terrible when someone has to be transferred to the hospital again. Ah, that is pain;
that is worry!

Table 3. Classification of barriers

Personal level | Relational level Organisational level

Competence Communication: Bureaucracy
e GP and patient/relative

e GP and other healthcare
Emotions professionals Organisation of care

Time Coordination & collaboration | Compartmentalisation of regional and national healthcare

Discussion and conclusions

GPs described their palliative care tasks as satisfactory and varied, but
burdensome. There was little agreement as to whether handing over the
coordinating role to another professional would spoil the continuity of care.
Palliative care was perceived as typical GP work, considered one of the best parts
of the job rather than a source of burnout symptoms. GPs consistently aim to
provide high quality care for their patients, but as a result of personal, relational
and organisational barriers, fulfilling their tasks according to their own high
standards sometimes becomes difficult.

The focus group interviews were effective in eliciting the participants’ view of the
world in which they operate. The enthusiasm and willingness of the participating
GPs stimulated in-depth discussions and enhanced insights into both tasks and
barriers. Theoretical saturation is assumed to have been achieved, because
during the third group discussion scarcely any new themes were revealed.

The group composition may have presented a limitation. Most (n=15) of the
GPs had 11 or more years experience, so GPs with little experience were
underrepresented in our groups. This also applies to GPs coming from healthcare
centres and solo practices; most of our GPs work in duo or group practices. In the
Netherlands the number of solo practices is in decline®. We may have gathered a
group of GPs with a special interest in palliative care. On the other hand, we
assume, on the basis of our study as well as on previous research?, that palliative
care is interesting and satisfying for most GPs. We therefore presume that our
respondents may differ more from their non-responding colleagues with respect to
whether or not they are research oriented, and whether or not they wish to exert
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an influence on future developments in palliative care by discussing their daily
practice.

Since the year 2000, there has been a growth in research concerning GPs and
palliative care. With regard to their tasks in this field, the GPs in our study did not
report the experience of change or a desire to strive for it. A possible exception
concerns the subject of coordination. In general, the GPs stated that they
coordinate the palliative care. However, they debated whether this is a GP task.
These findings are not consistent with the results of some other studies. Both Field
and Cuisnier found that most GPs perceived their role as the coordination of
care?®?* but on the other hand Van den Muijsenbergh has recently contended that
GPs have reconciled themselves to a situation in which the community nurse
usually organises palliative care and the GP is a point of reference for problems®.
What will be the case in future is as yet unclear, but thorough discussion with all
the parties involved (including nurses) of the (dis)advantages of palliative care in
the home is of importance if a correct, but flexible allocation of tasks is to be
achieved.

Several authors have identified barriers in palliative care. However, these have
referred to isolated aspects. In general, the treatment of symptoms in palliative
care has been evaluated negatively*?; furthermore, two recent surveys in
England point towards symptom control as a major educational need from
palliative care professionals®”?®. These findings correspond to some extent with
the lack of competence expressed by the GPs in our study with respect to
symptoms and symptom control. However, certain comments merit further
discussion. Blaming GPs for unresolved problems is not always justified. Patients
are sometimes reluctant to tell GPs about their symptoms?’; they may prefer to put
up with uncomfortable symptoms rather than undergo irksome treatment®.
Furthermore, Van den Muijsenbergh concluded that both the patients and the GPs
in her study assumed that several symptoms were not capable of being resolved®.
These findings are consistent with the difference found between the presence of
problems and the need for care in relation to these specific problems®. Finally, as
Barclay and colleagues state: "GPs cannot be expected to be familiar with the
smaller print of all the medical specialities that they encounter in their work. A good
GP knows what (s)he does not know, but also knows where to find the answer"®".

Caring for patients in the palliative phase accounts for a significant part of the
workload for GPs. National explorative research estimates an expected increase of
20% (between 1997 and 2015) in adults with non-acute disorders being cared for
and dying in their own homes®2. In our study, GPs stated that, partly because of
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the barriers, palliative care is very time-consuming and that consequently other
parts of the job, such as supporting the relatives, cannot be carried out
satisfactorily. This issue is an important one, because research has revealed that
25% of the patients are only prepared to discuss their emotions with a doctor when
the latter begins such a conversation®. Lay carers also expect attention from the
GP; they also leave the doctor to take the initiative®*.

Our findings have uncovered a complex web of barriers hindering GPSs’
performance of their tasks according to their own standards. Tasks and barriers
also seem to be inextricably interwoven rather than separate entities. Certain
barriers come into play in accordance with the way in which GPs perceive and
perform their tasks. The barriers themselves are closely connected. It may be
possible to trace back a problem (lack of knowledge, for example) on the personal
level to an isolated knowledge gap, but the problem may well have originated from
communication or the compartmentalisation problems.

The principle feature of the concept of palliative care is the provision of
comprehensive care for the patient and the patient's family by several
professionals acting together. From this perspective, these connections between
tasks and barriers seem logical. Palliative care is in itself multidimensional,
multiprofessional and complex; disentangling the web and resolving barriers must
be approached from this perspective. Furthermore, quantitative insights into the
occurrence and differences in level regarding barriers on the various aspects are
needed to design tailor-made and effective action. Our study has revealed the
domains and component items which can be included in a questionnaire for future
research.

There are no standard solutions for the complex problems arising in palliative
care, so there is a need to build bridges across the various approaches to quality
improvement®. One step can be taken by multidisciplinary palliative care
consultation teams who can offer GPs the opportunity to acquire knowledge,
practical help, and possibly emotional support in caring for specific patients at
home.

Modern western culture assumes that dying at home, surrounded by family and
friends, is an important feature of a ‘good death™®. To achieve such a situation and
to maintain GPs’ feelings of being at ease with palliative care requires the building
of several more bridges to make the task of GPs easier and to help them acquire
the balance between technical and organisational interventions and a
compassionate orientation to their dying patients.
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Abstract

Introduction: In order to facilitate GPs in their work and increase the possibilities
for patients to remain at home, it is important to find out which obstacles hinder
primary palliative care. From previous research we learned about GPS’
experienced obstacles. In this survey we aimed to identify the prevalence of
obstacles and its determinants.

Methods: The prevalence of obstacles and its determinants were identified by a
qguestionnaire. Obstacles were grouped as follows: communication, organisation &
coordination of care, knowledge & expertise, integrated care, time for relatives.
The potential determinants were GP characteristics and expertise development
activities.

Results: GPs experienced considerable obstacles in all palliative care aspects.
The most prevalent obstacles were: problems with bureaucratic procedures, the
time necessary to arrange homecare technology and the difficulties accompanied
with the wish or necessity to obtain extra care. ‘Number of years of experience’,
‘region’, ‘practice setting’ and ‘(multidisciplinary) case discussions’ were significant
determinants in two or more scale- or item scores.

Discussion: In general, more years of GP experience and the participation in
(multidisciplinary) case discussions was associated with less perceived obstacles.
Based on these results policymakers and practitioners can plan and set priorities
in handling the obstacles, choose the (additional) expertise needed in the future
and realise the preferred expertise advancement activities.
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Introduction

General practitioners (GPs) increasingly encounter patients requiring palliative
care. Medical developments, an ageing population, and a primary-care oriented
government policy all contribute to the growing need for palliative care in primary
practice?. GPs value this care provision highly®, some even describe it as the
epitome of their work?. They have usually had a longstanding relationship with
their patients and have a good knowledge of the family context. At the same time,
palliative care can be described as complex care in terms of both content and
organisation; consequently, GPs perceive many obstacles in daily practice®”.

Good primary palliative care is essential, since it allows patients to remain at
home as long as possible. It is known that most patients wish to do so and would
eventually prefer to die at home among family and friends®*3. Nevertheless, as in
many industrialised countries with a strong hospital sector, many patients in the
Netherlands still die in hospital despite the emphasis on and preference for
primary palliative care®>***°. In the year 2003, a third of all Dutch deceased died in
hospital, a quarter at home, one fifth in a nursing home and one fifth in homes for
the elderly'®. Transferring patients contrary to their wishes to another, more
institutionalised place of care can lead to their disappointment and frustration and
also to that of relatives and primary care professionals such as GPs.

There are several ways to support GPs in their primary palliative care, for
example by means of the development of good practice frameworks like the Gold
Standards Framework (GSF)!’ or the Liverpool Care Pathway (LCP)!. In the
Netherlands a sizable palliative care developmental programme was launched in
the last decade (see Box 1 and 2 for information about the context of primary care
in the Netherlands and for information about the developmental programme). Part
of this programme was the establishment of Palliative Care Consultation teams
(PCC teams) all over the country: teams of experienced professional care
providers from different settings giving advice and support to their healthcare
colleagues when they encountered problems in daily practice. Knowledge of
barriers could contribute to an effective PCC team service provision as well as to
the development of other quality improvement activities in palliative care. In order
to support GPs in their care of these patients and increase the opportunities for
patients to remain at home whenever they so wish, it is important to identify the
obstacles that hinder palliative care in daily practice. Several authors*®?° report the
importance of identifying the barriers which have to be eliminated if clinical practice
iIs to be improved; they also recommend that interventions be related to these
barriers®??,
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Box 1. The context of primary care in the Netherlands

In the Netherlands, healthcare is organised in two echelons. The first consists of primary (community) care;
the second of hospital care™®. Dutch healthcare is characterised by its strong emphasis on primary care.
General Practitioners (GPs) play a pivotal part in primary care. Usually, they are the first professional group
attending patients with health complaints. The tasks of GPs are a mixture of cure, care, and prevention.
Another important part of primary care is homecare. This encompasses nursing care as well as domiciliary
care. The need for primary care is increasing, for a number of reasons: the ageing of the population, more
small families and singles, the reduction of the length of stay in hospital. In addition to professional care
providers, a patient’s family and friends also perform nursing and homecare tasks. This voluntary ‘informal
care’ is an important part of the care for sick persons. The costs of homecare and GP care account for over
one quarter of the total healthcare budget in the Netherlands®.

From a previous qualitative study using focus groups, we learned that GPs
experienced barriers on three different levels, namely: personal, relational, and
organisational®. However, we still do not know the prevalence of the obstacles and
neither do we have information on the determinants of the obstacles. So, with
reference to this focus group study, we carried out a survey of the obstacles in
palliative care as perceived by GPs. In order to give practitioners and policymakers
extra grip on planning and setting priorities and choosing the right ways for
iImprovement, insight in influencing factors concerning the obstacles is needed. It
is hypothesised that GP characteristics and expertise development activities will
influence the occurrence of several barriers. Therefore, the present article
describes the results of this survey that aimed to identify the frequency of the
various obstacles and its determinants.

Box 2. The Dutch palliative care programme

In 1998 the Dutch Government initiated a five-year stimulation programme in order to improve the quality of
palliative care. The programme comprised three main aspects:

e Attention to the structure and organisation of palliative care within the boundaries of regular healthcare
e Stimulation of the promotion of competence of providers of healthcare for terminal patients

e Promotion of insight into the developments in supply and demand of palliative care.

Part of this programme was the establishment of six Centres for the Development of Palliative Care
(COP2). Universities, university hospitals, comprehensive cancer centres and other relevant institutions
collaborated in these centres: they were situated in Amsterdam, Groningen, Maastricht, Nijmegen,
Rotterdam, and Utrecht. The assignment of the COPZs was to improve the quality of palliative care for
terminal patients by means of research, education, consultation, network development, and care
innovation.

Method

Study design and participants

A survey was conducted in three regions in the Netherlands. All the GPs practising
in these regions (220, 167, and 127 respectively) received written questionnaires
together with a covering letter explaining the aims of the study and a stamped

addressed return envelope. Reminder letters were sent after one month.
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Variables

The dependent variables in our survey were the perceived obstacles in palliative

care. After a rigorous procedure consisting of a qualitative focus group study, a

pilot study (n=10 GPs) of the first version of the questionnaire, and preliminary

analyses to determine the relevance of items and the underlying factor structure,
the perceived obstacles featured in our survey were grouped as follows:

e Communication scale (5 items, Cronbach’s a 0.73)

e Organisation and coordination of care scale (4 items, Cronbach’s a 0.66)

e Knowledge and expertise scale (5 items, Cronbach’s a 0.63)

 Integrated care® items (7)

» Time-for-relatives item (1).

Answers could be given on a five-point Likert scale ranged from ‘totally disagree’

to ‘totally agree’. Most items were formulated negatively; originally, only seven of

the 22 items were formulated positively, for instance as ‘it is easy to.....". At the
end of the questionnaire there was room to add further comments.

The survey of GPs in our study population was arranged according to the following

possible determinants:

» Expertise development. We ascertained whether GPs had undertaken any
activities to develop their expertise in palliative care, had attended any specific
educational meetings, (multidisciplinary) case discussions, consultation, or had
read the current literature (yes/no).

e GP characteristics. We ascertained and classified the number of years of
experience (< 1, 1-5, 6-10, > 10), the annual number of palliative care patients
(g 2, 3-5, 6-9, = 10), region (Nijmegen, Arnhem, Gelderse Valley), and we
dichotomised gender, practice setting (country or rural town versus (big) city),
and practice type (solo practice versus duo- or group practice). We also
gathered data on the region, gender, and practice setting of the non-responders.

Analysis

Descriptive analyses were made of the characteristics of the respondents and non-
respondents, the items on expertise development, and the questionnaire scores
for the perceived obstacles in palliative care (tables 2, 3, and 4). We reversed the
rank responses of the positively phrased questions in the obstacles questionnaire
so that responses with a similar meaning have a similar magnitude.

% Integrated care: care attuned to the needs of the patient, provided on the basis of the cooperation and

coordination of general and specialist care providers, with shared overall responsibility, and the
specification of delegated responsibilities®.
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Non-response bias was assessed by comparing the respondents and non-
responders on three publicly-available GP characteristics; gender, region, and the
setting of the practice (table 1).

To determine the variation associated with the perceived obstacles in palliative
care, a General Linear Model univariate analysis was used to compare scale and
item scores by GP characteristics and expertise information. The level of
significance was set at p < 0.05. All statistical procedures were performed with the
SPSS 12.0 programme.

Table 1. Assessment non-response bias

Gender Region Practice setting
Chi-Square 1.890 1.638 6.835
df 1 2 4
Asymp. Sig 0.169 0.441 0.145
p=<0.01
Results

Study sample and non-responders (tables 1 and 2)

Of the 514 questionnaires mailed to the GPs in our study, 320 questionnaires were
returned, an overall response rate of 62.3%. The respondents were from 31 to 62
years of age, with a median of 46 years. Most (71.6%) of them were men. A
substantial proportion (49.7%) worked in a duo- or group practice; GPs from the
two sorts of practice setting were equally represented. More than half of the
respondents had worked as a GP for more than 10 years and nearly half of the
GPs reported an annual number of about 3-5 palliative care patients.

Table 2. Characteristics of (non-)respondents®

respondents (N=320) Non-respondents (N=194)
Gender
Women 89 (27.8%) 40 (20.6%)
Men 229 (71.6%) 150 (77.3%)
Missing 2 (0.6%) 4 (2.1%)
Region
Nijmegen 144 (45.0%) 76 (39.2%)
Arnhem 104 (32.5%) 63 (32.5%)
Gelderse Valley 72 (22.5%) 55 (28.4%)
Practice setting
Country/rural town 165 (51.5%) 102 (52.6%)
(Big) city 149 (46.6%) 78 (40.2%)
Missing 6 (1.9%) 14 (7.2%)
Practice type
Solo 90 (28.1%)
Duo/group 159 (49.7%)
Missing 71 (22.2%)
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Table 2 continued. Characteristics of (non-)respondents’

Number of years of experience

<1 2 (0.6%)
1-5 27 (8.4%)
6-10 62 (19.4%)
> 10 184 (57.5%)
Missing 45 (14.1%)

Yearly number of palliative care patients
<2 39 (12.2%)
3-5 141 (44.1%)
6-9 67 (20.9%)
210 21 (6.6%)
Missing 52 (16.3%)

Ad. *: Concerning the non-respondents, only the variables gender, region and practice setting were
gathered.

An analysis of the non-responders showed that they did not differ significantly from
the respondents regarding gender, region, or the setting of the practice.

Perceived obstacles in primary palliative care (table 3)
Table 3 shows the distribution of GPs who registered their agreement (or
disagreement) with the items on the presence of specific obstacles in palliative
care. With regard to communication with patients and relatives, over 50% of the
respondents experienced difficulties in situations featuring mutual disagreement
among relatives and the handling of relatives’ hidden agendas. Talking about a
patient's problems and needs when the patient does not initiate the discussion
was not considered particularly troublesome. With regard to the organisation and
coordination of care, more than 80% of the responding GPs reported problems
with bureaucratic procedures within organisations. Arranging homecare
technology also seemed to be a source of problems. GPs’ opinions were divided
on the other two topics in this scale. The main problem regarding knowledge and
expertise was the GPs’ lack of sufficient expertise to enable them to deal with
homecare technology themselves. However, the percentage of GPs who did not
experience this as problematic was only slightly lower. GPs were most positive
about their knowledge concerning possible treatment options; opinions differed
when it came to gaining knowledge about the performance of homecare
technology. Concerning integrated care, GPs reported obtaining extra care for the
patient as the most problematic topic. The consecutive involvement of hospital
staff and less than full knowledge of other professional care providers’ activities
involving the patient was seen as the least difficult problem. GPs’ opinions differed
with respect to the other three topics. Nearly a quarter of the GPs thought that the
time and attention they gave to the relatives was insufficient.
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Expertise development (table 4)

Nearly all the respondents had read some articles concerning palliative care
during the previous year. Consultation with (expert) colleagues in palliative care
was also a fairly common resource for expertise development. Attending specific
educational courses ranked lower, but nevertheless half the GPs had participated
in specific palliative care education.

Table 4. Expertise development items and scores

Activities Yes No (%) Missing
(%) (%)

Did you read articles about palliative care during the last year? 89.0 9.1 1.9

Did you get advice for palliative questions from one or more regular  66.6 31.2 2.2

consultants in the region?

Did you participate in (multidisciplinary) case discussion? 58.4 39.7 1.9

Did you attend an educational meeting regarding palliative care or 52.2 45.9 1.9

terminal care during the last year?
E.g. course, workshop, conference or network meeting)

Determinants of perceived obstacles

Gender, consultation, and reading the literature did not have any influence on the
quantity of obstacles perceived in palliative care. The other GP characteristics and
expertise variables were significant contributors to one or more of the three scales
or eight separate item scores.

More years of experience as a GP and attending specific educational meetings
were associated with the experience of fewer obstacles in communication with
patients and relatives. Having a larger number of palliative care patients per year
was related to fewer obstacles in knowledge and expertise. Similarly, participation
in (multidisciplinary) case discussions was associated with fewer obstacles on the
knowledge and expertise scales. Table 5 also shows that GPs working in two
regions and also in the cities reported more obstacles concerning knowledge and
expertise and with regard to obtaining extra care for the patient. None of the
independent variables in our model was related to the obstacles within the
organisation and coordination of care scale. With regard to integrated care,
participating in (multidisciplinary) case discussions and number of working years
were also associated with the reporting of obstacles. This association was
however contrary to what was expected; participating in (multidisciplinary) case
discussions was related to more problems associated with ‘changes in homecare
professional workforce' and ‘consecutive involvement of hospital staff after
discharge'.
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Table 5. Determinants of differences in perceived obstacles

Communication scale

Contributing Variables B Mean Significance
Number of years of <1 -3.5 11.0 ns
experience 1tm5 -2.0 12.8 0.00
6tm 10 -1.2 13.8 0.01
>10 15.0
Specific educational meetings No -0.8 14.0 0.04
yes 14.8
Organisation & coordination of care scale
No contributing variables.
Knowledge & expertise scale
Contributing Variables B Mean Significance
Yearly number of palliative <2 -2.8 14.0 0.00
care patients 3tm5 -1.1 16.2 0.05
6tm9 -1.4 16.2 0.03
>10 17.5
Region Nijmegen -0.9 15.7 0.03
Arnhem -0.9 15.8 0.02
Gelderse 16.5
Valley
Practice setting country/ 0.9 16.4 0.01
rural town 15.3
(big) city
(Multidisciplinary) case no -15 14.8 0.00
discussions yes 16.7
Integrated care
Changes in homecare professional workforce
Contributing Variable B Mean Significance
(Multidisciplinary) case no 0.23 3.0 0.05
discussions yes 2.7
Transfer (of patient data) from medical specialist
Contributing Variable B Mean Significance
Number of years of <1 -0.51 2.5 ns
experience 1tm5 -0.12 2.9 ns
6tm 10 -0.38 2.6 0.00
> 10 3.0
Consecutive involvement of hospital staff after discharge
Contributing Variable B Mean Significance
(Multidisciplinary) case no 0.26 3.7 0.01
discussions yes 3.5
Obtaining extra care
Contributing Variables B Mean Significance
Region Nijmegen -0.7 2.4 0.00
Arnhem -0.5 2.6 0.00
Gelderse 3.0
Valley
Practice setting country/ 0.2 2.7 0.03
rural town 2.5
(big) city
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Table 5 continued. Determinants of differences in perceived obstacles

Integrated care (continued)

Acquainted with the possibilities of other caregivers

Contributing Variable B Mean Significance
Number of years of <1 -1.2 2.0 0.05
experience 1tm5 -0.3 2.9 ns

6tm 10 -0.2 3.0 ns

> 10 3.2
Acquainted with activities by other caregivers
Contributing Variable B Mean Significance
(Multidisciplinary) case no -0.3 3.2 0.00
discussions yes 3.5

Time-for-relatives

Give enough time and attention to the relatives

Contributing Variable B Mean Significance
(Multidisciplinary) case no -0.4 3.1 0.00
discussions yes 3.5

Discussion

GPs encounter formidable obstacles in all aspects of palliative care. The most
frequent obstacles are problems with bureaucratic procedures within
organisations, the time required to arrange homecare technology, and the
difficulties accompanying the wish or the necessity to obtain extra care for the
patient.

More years of experience as a GP and patrticipation in (multidisciplinary) case
discussions in general is associated with fewer perceived obstacles. Several
previous studies have shown that education sometimes has small or no effect at
all**?®; our association, however is not only at the level of ready knowledge, but
more in terms of the better handling of problematic and complex situations.
Furthermore, the positive relations mostly came from the participation in case
discussions, a very specific form of education because of the high level of
interaction between the participants and the fact that the topic directly comes out
of daily practice. In general terms, the mean differences on the obstacle scales
and items related to GP characteristics and expertise on the obstacles
experienced are relatively small. It might be interesting to examine whether other
factors such as organisational aspects (adding specialised nurses to the primary
palliative care team, for example) or legislation and regulation have any influence
on the obstacles experienced.

The practice has become established in our healthcare system for healthcare
professionals from different institutions to collaborate on complicated care
issues®”?®. Such collaboration could lead to a decrease in the number of obstacles
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encountered. In one region we found fewer obstacles, possibly as the result of
such arrangements. Furthermore, the mutual disagreement about some obstacles
might also be attributable to these (multidisciplinary, integrated) care
arrangements. This should be kept in mind when using the results of our study for
(the prioritising of) improvements in daily practice. Further exploration and
specification of this problematic topic is needed; the method of approach should
relate to whatever (groups of) professionals have already developed and the
methods they have chosen for the improvement process.

The GP characteristics and expertise development activities of GPs had no
significant influence on the organisation and coordination of care problems. This
result seems to be logical for, say, the use of homecare technology; this is
infrequently used, so the necessary skills are difficult to develop, even for
experienced GPs. The same argument applies to bureaucratic procedures within
organisations. Procedures are often very complex and they change as legal or
financial scope differs in the course of time. Decreasing these obstacles seems to
ask for other interventions. Focusing on organisation and coordination of care
obstacles however is important given their magnitude.

A limitation of our survey is that it displays only the GPs’ perspective of potential
obstacles in the daily practice of palliative care. Professionals from other
disciplines, and the patient and patient's family, may have different views about
obstacles. In primary palliative care the patient is often surrounded by a multitude
of different, frequently changing professionals and volunteers. Notwithstanding the
very important role in primary practice of, for instance, district nurses, usually GPs
constitute the main stable, continuing factor. If primary care remains the preferred
place to be in the last phase of life and GPs continue to play a pivotal part in
palliative care, keen observation of the problems experienced is important for
future developments. Developments in primary care (like the increase of GPs’ out-
of-hours-organisations and the boundaries concerning informal care®®*®) and the
existence of the huge barriers like we found demand for a broad debate
concerning the (near) future of primary palliative care and the ways in which this
focus on primary care remains feasible.

The results of this study provide a basis for policymakers and practitioners to
plan and set priorities in handling the obstacles, choosing the (additional) expertise
needed in the future, and achieving the preferred expertise advancement
activities. Practice-oriented education, given by GPs experienced in palliative care
on demand and at the bedside, combines a number of obstacle-decreasing
factors. The provision of such support might be one of the actions capable of
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leading to a situation in which more patients remain at home to be cared for by
GPs who are sufficiently equipped and supplemented by specialist backup.

Another way of coping with the obstacles experienced might be the
establishment of institutionalised consultation services. Following our survey, more
than 20 Palliative Care Consultation teams (PCC teams) were set up to operate
throughout the Netherlands, replacing the non-institutionalised ad hoc
arrangements current at the time of our survey. A recent study has shown that half
of all requests for consultation with PCC teams come from GPs, who fairly
frequently request advice concerning organisational problems (such as the
use/availability of material and equipment)®'. Our survey refers to the consultation
activities in the period preceding the establishment of these teams. The results
reported in this PCC team study seem to be positive, although a repeated or
complementary survey might vyield more clarity concerning the possible
contribution of PCC teams in the eradication of obstacles. Within the foreseeable
future, we will be able to report about this survey.

A thoroughly considered palliative care action programme for the coming years,
accompanied by support in the sphere of (temporary) staff and finances, will
improve palliative care in general. This would have a positive effect on the GPs
who consider palliative care as the epitome of their work as well as the patients
and their families who want to end their lives at home in a humane and personal
way.
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Chapter 4

Abstract

Objective: To describe the quality of primary palliative care from the perspective
of the patient and the patient’s informal care provider.

Design: Observational study

Setting: Primary palliative care

Participants: 32 patients and 27 informal care providers selected by 34 general
practitioners (GPs)

Main Outcome Measure(s): The Quality of Palliative Care — Questionnaire (QPC
- Q): 16 items to be scored on a 5-point rating scale.

Results: Both patients and informal care providers were positive about their
experiences with the concrete aspects of care. Both groups rated the GP at the
highest rank; the patient can always appeal to the GP. Both groups criticized the
delay in acquiring care or material/equipment for care owing to the rules and
procedures of organisations. In general, the opinions of the informal care providers
were more critical.

Conclusions: Patients in primary palliative care and their informal care providers
are of the opinion that the level of palliative care in primary practice is fairly good.
Despite this overall positive judgement, both critical comments and positive
findings are important input for the planning of improvements. Much can be done
to support informal care providers in their difficult and often exhausting task.
Professional energy must also be invested in the clarification of the differences in
the judgements of the patients and the informal care providers. Such clarification
may lead to a more stable basis for patients to end their lives at home and for
relatives to care for them without feeling completely overburdened.
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Introduction

This paper describes the primary palliative care from the perspectives of palliative
care patients and their informal care providers. Usually, palliative care patients
prefer to stay in their own homes and end their lives there'®. During the last few
decades, national healthcare policy in the Netherlands, as in many other countries,
has encouraged the location of palliative and terminal care in primary care’. This
focus on primary care requires an increase in the competence, expertise, and
skills of the professional care providers working in this first echelon: general
practitioners (GPs) and district nurses®®. However, despite this policy and the
expected increase in palliative care patients cared for and dying in their own
homes®, most primary care professionals will only see a limited number of
palliative care patients per year'®'!. This limitation forms an obstacle for the
building up of palliative care expertise.

Palliative care at home also places an increased care-giving responsibility on
the family and friends of sick patients. On average, each Dutch terminal patient is
supported by two informal care providers, often the partner or child(ren)*?. Most
informal care providers are very motivated; at the same time, they are often
overburdened®®. Professionals must therefore also pay attention to the problems
and needs of informal care providers'?*4*°,

In order to support both the patients and their informal carers, it is important for
primary care professionals to understand the physical and emotional situation and
the experiences of all concerned with the care given and received. At the time we
conducted our study, this topic has rarely been studied in primary care; most
research has been of palliative care patients in a hospital or hospice. The research
that has been conducted in primary care has usually concerned specific topics
such as experiences with out-of-hours care’®*® or hospital/hospice at-home
services'®? or have used informal care providers as proxies for the patient’s own
evaluation®?®,

Research regarding palliative care patients encounters all kind of difficulties®*?°,
such as problems in recruiting patients and patients having difficulty in completing
guestionnaires or interviews because of their weakness. We conducted a study to
assess the quality of primary palliative care from the perspective of the patient and
the patient’'s informal care provider; we also evaluated the recruitment and
surveying of these patients.
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Methods

Design

An observational study was undertaken in the period 2001-2003 as part of a larger
study of healthcare status, quality of life, and healthcare utilisation among primary
palliative care patients and their informal care providers; the study has been partly
reported elsewhere®. The study was one element in a national programme aimed
at improving the quality of palliative care. In this study, we collected qualitative and
guantitative data from palliative care patients in primary care and, if present, from
an important informal care provider.

Subjects

GPs. At the start of the study, all eligible GPs in an eastern part of the Netherlands
(n = 269) were approached to arouse their interest in the study. All the GPs were
telephoned by a researcher (ED, NH, MG). Whenever they wished, we visited their
practices to give further explanation and to encourage them to participate. Ninety-
six GPs finally agreed to do so. Every two months we contacted them or a member
of their surgery staff to remind them of the study and ask for potentially suitable
patients.

Patients. Inclusion criteria were: (I) patients had to be = 18 years of age; (ll) their
life expectancy was 6 months or less according to the GP; (lll) they may still be
receiving treatment, radiotherapy or chemotherapy, for example, to control their
symptoms, but they must be aware of the fact that the treatment intentions are
palliative; and (IV) the patients had to give informed consent. The medical ethics
committee of the University Medical Centre approved the study design.

When patients were indicated as possible participants, the GPs gave them an
information leaflet and a reply card. Only when patients had returned this card to
the research team were we able to contact them to give them further information
about the study or make an appointment for a timely home visit. On the basis of
the number of GPs in our region and the number of palliative care patients a GP
normally cares for per year, combined with the expected difficulties in such a
study, our intended sample size was 100 patients.

Quality of Palliative Care — Questionnaire (QPC—-Q)

Since satisfaction questionnaires are often too abstract and too global for patients
in the last phase of their lives, we developed the Quality of Palliative Care —
Questionnaire (QPC-Q) ourselves. This questionnaire was based on a literature
study and the clinical palliative care experience of the researchers. In addition, 5
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experienced GPs reviewed the instructions, formulation (clear and unambiguous),
and completeness of the first version of the QPC-Q. The result was a 16-item
questionnaire with a 5-point scale concerning specific aspects of palliative care.
Every item has a possible range from 1 (totally disagree) to 5 (totally agree); high
scores mean better quality of care experienced by the patient or the informal care
provider.

Data collection

Patients were visited at home by a researcher (KJ, ED, MG). They filled in the
questionnaire and were interviewed about their disease history, sociodemographic
variables, health characteristics, and healthcare utilisation. When patients were
too weak to fill in the list alone, the researcher read out the questionnaire items.
When informal care providers were present and participating in the study, they
completed the questionnaire on their own. The informal care providers were
interviewed with respect to their health characteristics and experience in caring. All
the data were entered into a computerised database that provides data for several
studies®.

Data management and analysis

The analyses were performed using SPSS 12.0.1. for Windows. We used
frequencies and proportions to study the characteristics of patients and informal
care providers. With regard to the QPC-Q, we calculated group means. In order to
find out whether the members of the pairs (patients - their informal care providers)
differ from each other as groups in their assessment of the quality of palliative
care, we used the non-parametric Wilcoxon signed ranks test; a type | (alpha)
error level of 0.05 (two-tailed) was used to indicate a statistically-significant
difference.

Results

GPs

At the beginning of the study, 96 GPs agreed to participate (36%). During the
study, 21 GPs (22%) withdrew their participation through loss of interest,
retirement, lack of time, or having a disease themselves. At the end of the study,
75 GPs were still participating; however only 34 identified one or more patients.
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Patients and informal care providers (table 1, 2 & 3)

In total, 54 patients were registered for the study. Of these, there were 13 the
researcher did not interview. Some patients refused to participate, others were too
ill at the moment of the home interview, and some had already died in the period
prior to the interview. Of the remaining 41 patients, 32 completed all the research
parts necessary for this study.

We collected data from 24 pairs of ‘patient — informal care provider’; not all the
pairs were spouses. For 8 of the 32 patients, we were unable to interview an
informal care provider; there was no one (anymore), the informal care provider did
not want to participate, or they were ill themselves. In addition, we interviewed 3
informal care providers whose patients participated in the study, but who were
unable to fill in the necessary research parts because of their own iliness.

Most patients were women and less than 70 years of age. One quarter of all
patients suffered from breast cancer; lung- and colon cancer were also diagnosed
fairly often. Patients valued their overall quality of life between 4.7 and 8 (average
6.4), on a scale from 0-10 (table 1).

Table 1. Characteristics of patients (n=32)

Gender N %
Women 22 68.8%
Men 10 31.3%
Age
<70 25 78.1%
270 7 21.9%
Missing - -
Diagnosis
Breast cancer 8 25.0%
Lung cancer 5 15.6%
Colon cancer 4 12.5%
Pancreas cancer 3 9.4%
Other 12 37.5%
Prognosis
> 1 month 21 65.6%
Unknown 5 15.6%
Missing 6 18.8%
McGill Quality of Life score

Mean Min - max
Physical symptoms 3.9 0-10
Physical well-being 5.1 0-10
Psychological well-being 7.1 15-10
Existential well-being 6.9 3.8-10
Support 8.5 5-10
Overall score 6.4 47-8
Ad’: McGill comprises 5 sub-measures (physical symptoms, physical well-being, psychological well-

being, existential well-being, support). The mean score on all sub-measures have a possible
range from ‘0’ (worst situation) to ‘10’ (best situation).
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On average, patients suffered from 14 different symptoms (ranging from 5-26).
Among the symptoms that bothered them the most were lack of energy, feeling
sad, pain, shortness of breath, and difficulty with sleeping. Most patients had had
contact with their GP during the previous 2 weeks; 40 percent of them contacted a
clinical specialist in that period and a third of them received help from a district
nurse. Only a few patients received some help from an organisation of volunteers
(table 3).

Table 2. Care consumption by patients in primary palliative care (n=32)

Care consumption items over last 2 weeks Yes % No %
Did you have contact with your GP? 28 8754 12.5
Did you have contact with any clinical specialist? 13 406 |19 594

344|121 656
250|124 750
219125 781
156 | 27 844
125|128 875
94 |29 90.6
6.3 |30 938
6.3 |30 938

Did you obtain help from a district nurse?

Did you obtain (additional) paid home help?

Did you obtain any medical- or nursing devices in you home?

Did a family member resign from his/her job or take care leave to care for you
Have you temporarily been admitted to a hospital, nursery home or hospice?
Did you use a taxi because of your illness?

Have you been taken to hospital by an ambulance?

Did you obtain help from an organisation of volunteers?

NI\)OO#U‘I\IWE

The informal care providers were most often the patient’'s partner. There were
somewhat more male than female informal care providers. Nearly 40 percent of
the informal care providers scored = 16 on the CES-D depression scale, indicating
potential depression. The mean scores on state-anxiety as well as trait-anxiety can
be interpreted as moderate. Informal care providers scored just under the score
that can be assumed to be a clinical indicator of tiredness (table 2).
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Table 3. Characteristics of informal care providers (n=27)

Gender N %
Women 12 44.4%
Men 15 55.6%
Age
<70 20 74.1%
270 3 11.1%
Missing 4 14.8
Relation informal care provider to patient
Partner 23 85.2%
Children (in law) 4 14.8%
CES-D (depression)’
Score <16 17 63.0%
Score 2 16 10 37.0%
Mean Min - max
Overall score 15.3 2-36
STAI (anxiety)”
Mean Min - max
State-anxiety 42.8 24 — 68
Trait-anxiety 41.3 24 - 64
CIS (individual strength)”
Subjective feeling of tiredness 29.4 8 -56
Concentration 17.1 5-29
Motivation 15.3 4-28
Activity 8.9 3-21
Overall score 70.7 20-128

Ad: CES-D (Centre for Epidemiologic Studies - Depression) comprises 20 items. Every item has a
possible range from 0 (seldom or never) to 3 (almost or always); high scores mean more feelings of
depression. People scoring 216 can be seen as ‘possible cases’

Ad”: STAI (State-Trait Anxiety Index) comprises 2 sub-measures (state-anxiety and trait-anxiety). Both
sub-measures have a possible range from 20 to 80; high scores mean more anxiety and low scores
mean less.

Ad™": CIS (Checklist Individual Strength) comprises 4 sub-measures (subjective feeling of tiredness (8
items), concentration (5 items), motivation (4 items), activity (3 items)). Every item has a possible
range from 1 to 7; high scores mean less feelings of individual strength.

Experienced quality of care (table 4)

Both patients and informal care providers were positive about their experiences
with concrete aspects of care. Both ranked the GP the highest; the patient could
always make an appeal to him/her. The time taken by professional care providers
for the patient was also judged positively. Both groups criticised the bureaucracy,
in particular the delay in acquiring care or material/equipment for care owing to the
rules and procedures of organisations. The opinions of the informal care providers
were in general more critical. However, when comparing the patient — informal
care provider pairs, only three of the differences in score were found to be
significant.
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The sequence of QPC-Q items in table 4 is based on the mean scores for the
group of patients or of the informal care providers. The differences in sequence
between these two groups are striking. The most conspicuous differences were
the ranking of the items concerning the district nurse (patients ranked their care
second best, informal care providers 14"), receiving extra care whenever
necessary (patients 5", informal care providers 15™), professional care providers
being timely and sufficiently acquainted with (changes in) the patient’s situation
(patients 3", informal care providers 12™), and being cared for by a fixed group of
professional care providers (patients 14", informal care providers 5"). With the
exception of this last item, the informal care providers were more critical.

Discussion

Patients in primary palliative care and their informal care providers are positive
about the care provided. They were the most positive about the patient's GP and
the most critical about the bureaucracy within organisations that has to be dealt
with in acquiring material or equipment for (extra) care. However, patients and
informal care providers sometimes differ considerably in their views. These
findings are important, because of the number of patients who (want to) die in their
own homes and the policy of stimulating palliative and terminal care in primary
care.

Primary palliative care is known to be a complex, extensive, but rewarding
experience’®?’. GPs only see a limited number of palliative care patients per year,
but the time and energy devoted to them is considerable. The patients and
informal care providers in our study seem to appreciate this dedication by their
GPs. This finding is in line with the high overall satisfaction with palliative care
provided by GPs reported in a study using the views of carers as a proxy
measure?. The problem of bureaucracy scored lowest of all the quality-of-care
items; this corresponds with the recently reported findings of GPs themselves?®.

Palliative care patients and their informal care providers are a ‘captive
audience’®?>%; they are dependent on healthcare and healthcare providers and
this dependence may have influenced their evaluations of care. The findings in our
study must therefore be interpreted while bearing this possibility in mind.

A particularly interesting aspect of this study that deserves special attention is
the recruitment of patients for participation. We are dealing with a particularly
difficult group to include in research. Despite all our efforts, at the end of the
inclusion period, data were only available for 32 patients and 27 informal care
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providers. During the study, we asked the participating GPs about the reasons for
the difficulty of inclusion of palliative care patients and how to improve it (box 1).

Box 1. Reasons for laborious inclusion and suggestions for improvement

Reasons GPs mentioned why they did not approach patients for the study:
- forgetfulness
» estimating life expectancy according to inclusion criteria is difficult
e patients are not suitable according to the GP, because of their poor (cognitive) condition or
vulnerability and the complexity of the situation
e unclear study aims
» this study does not seem to be useful
« this study is too confrontational for my current palliative care patients
Opportunities for improving inclusion (according to GPs):
e remind me on a regular basis of the study
e remind my (practice) assistant on a regular basis
» utilise other resources for inclusion, for example clinical physicians or GPs in other regions

They mentioned various types of GP- as well as patient-related reasons, ranging
from the presumed vulnerability of palliative care patients to difficulties with
estimating life expectancy or their own forgetfulness.

The problems surrounding the recruitment of patients lie at the heart of
palliative-care-patient research in primary care. We are firmly of the opinion that it
is essential to include the patient perspective in studies on quality of care; this is
increasingly considered an important component in comprehensive disease
management™>3%32. The remarks made by the patients in our study strengthened
our opinion. In our study, access to the patients was negotiated through their GPs.
Since they play an important part in the daily care of palliative care patients, the
GPs seemed to be understandably concerned about ‘bothering’ patients and
families at such a time®. Participation carries the risk of depriving patients of the
energy and time they could have used to complete ‘unfinished business’ and to be
with their families. This gate keeping by GPs takes away from patients the
opportunity to make autonomous, informed decisions about research participation.
The above-mentioned issues are, however, not unique to the end of life. We agree
with Casarett and colleagues that there is no reason to consider palliative care as
a special case in which the established ethical principles and guidelines do not
apply®*.

How then can we improve the participation in research of primary palliative care
patients without the intention of taking over from or ignoring the GP? In this type of
study, much more energy needs to be invested in the relationship between the
researcher and the GP in order to convince the GP of the necessity of the study
and of the expertise and sympathy of the researchers. Researchers can assist in
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the identification of possible participants, for example by means of screening the
records at a GP’s surgery. Furthermore, other professionals (district nurses or
professionals concerned with a patient’'s discharge from hospital to home) might
play a part in nominating possible palliative care patients.

Notwithstanding the problems encountered in our study, the results provide a
basis for the optimisation of primary palliative care as a further line of research. Let
us consider three important aspects. It is known that the situation of palliative care
patients can change suddenly; the results of the present study are just a cross-
sectional snapshot. It is important to follow palliative care patients over time in
order to trace changes in their experience and to explore the possibility of linking
these changes to patient characteristics.

Informal care provision is a critical element of palliative home care*; seriously ill
patients have most of their care needs met by family and friends and not by paid
assistants or volunteers®®. The informal care providers in our study value the
guality-of-care aspects somewhat less right down the line. Furthermore, the overall
scores on depression, anxiety, and tiredness may indicate that their efforts carry
significant burdens. Despite their readiness to give informal care and the positive
aspects associated with it*", relief for informal care providers must be appropriately
organised by means of early, timely, and regular voluntary support. Palliative day
care facilities might also be an option. The respite value of day care is reflected in
the phrase “a day out for the person afflicted with a chronic or terminal illness, and
a day off for the caring relatives or friends in the home”*.

Furthermore, it is important to be alert to the differences between patients and
informal care providers in their judgement of quality-of-care items. Merely
communicating these differences might lead to a more open situation, room for the
exchange of experiences and feelings, and better understanding. For example, the
large rating difference concerning the district nurse item might be reduced with a
little more professional nursing support resulting in more time and quietness to be
the patient’s loved one instead of only acting as nurse and housekeeper.

For a substantial group of palliative care patients, completing their lives in their
own homes is of great importance. Policy makers, researchers, and practitioners
now have at their disposal data capable of forming a basis for improvement
projects.
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Chapter 5

Abstract

Objective: To gain insight into the experiences of a palliative care patient and her
husband who were living on borrowed time.

Methods: A qualitative single case design was used. Systematic content analysis
of the interview data, obtained in an in-depth semi-structured interview, from the
husband and wife was conducted to extract themes relating to living on borrowed
time.

Results: Three themes were identified: shifts in the interpretation of physical signs
and symptoms, altered view of the future and altered choices and priorities.
Conclusion: The identified themes lead to a better understanding of the
phenomenon of living on borrowed time. Yet, refinement of, and variation within
the themes still need to be studied in order to get more grips on the themes and to
be better able to help patients to integrate the ‘new reality’.

Practice implications: Our findings can be used to support professionals in the
practical application of care when their patients need to integrate the ‘new reality’
and seek new equilibrium, e.g. converted into a conversational guide, or used for
educational purposes.
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Introduction

A growing number of people require palliative care', which increases the need for
professionals who are able to meet the special needs of these patients. In
palliative care, all efforts aim to improve quality of life?. However, attention should
also be paid to the quality of the process of dying®*, because it forms an
inextricable part of palliative care. In many cases, professionals have difficulty
predicting the life expectancy of their patients®, but generally, the last phases of
illness follow the same broad outlines®.

Sometimes, a situation arises in which survival is surprisingly much longer than
expected, without any spontaneous regression of the underlying disease. Then the
patient, family and care providers gradually become aware that they must find
ways to deal with the new, unexpected and often unpredictable situation of living
on borrowed time. With the term “borrowed time” we do not only refer to living
much longer than was expected but also to another perspective of these extra
time; time to live in stead of time to prepare for death.

In the large volume of literature on experience in palliative care, we did not find
any studies on how people handle this new situation and cope with the different
perspective to the future. Based on a single case history, we made an in-depth
exploration of what the meaning is of living on borrowed time and how people
respond to this. A qualitative case analysis is appropriate to study experiences and
beliefs surrounding a topic that is still poorly understood’ and can therefore be
used to start developing a concept. A second aim of the study was to derive key
themes for further research into living on borrowed time, or for educational
purposes.

Methods

Design

We used a qualitative single case study design; a method that relies on the
‘natural experiment’ in order to understand human functioning®. The data were
obtained by means of an in-depth semi-structured interview with the patient and
her husband, carried out by two of the researchers (ED & MG). This interview
lasted about 2.5 hours. A short topic list was used as an interview guide (Box 1),
based on a literature study on related topics and the personal experience of the
first two researchers (both experienced nurses). The interview was audiotaped
with the participants’ consent. Furthermore, one of the researchers took notes in
case the audiotape installation failed. The interview took place at the patient’s
home and we interviewed the patient and her husband together. Because of the
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openness in their relationship, we had decided that separate interviews were not
necessary. Written informed consent to participate in this study was obtained from
the patient and her husband. Names and other identifiable characteristics have
been changed to safeguard confidentiality.

Box 1. Interview topics

Description of case history up to and including the breaking point

Experience with living on borrowed time: physical, psycho-social, spiritual, relations
Future prospects

Bidding farewell

New equilibrium

Support strategies

Factors that contribute to a new phase

Data analysis

The audiotape of the interview was transcribed for analysis. The patient and her
husband went through the transcript; they reported that the text was complete and
they did not add or remove any information. Systematic content analysis® was
performed by two of the authors independently of each other (MG & ED) to ensure
reliability. Emerging themes were revealed by repeated study of the transcripts
and the assignment of codes to text segments. A framework was built from the
interview data and gradually refined by grouping related categories. We seek to
uncover relevant conditions and determine how the actors respond to the changed
condition (the borrowed time), to the consequences of the changed conditions and
to catch this interplay’®. The researchers compared their findings and, if
necessary, consensus was reached by discussion.

The case of Mrs. Johnson (time frame, see Fig. 1)

Mrs. Johnson formed the focus of this study. She is a 63-year-old, slight, briskly
talking woman who lives with her 60-year-old husband in a detached house in a
small city. Mr. and Mrs. Johnson have two daughters with whom their relationship
Is good. Mrs. Johnson had been diagnosed with cancer of the colon 7 years before
the interview (1). In the course of time, the tumour had disseminated to the lungs
and caused total obstruction of one lung. This resulted in recurrent pneumonia that
required the continuous use of antibiotics and occasional oxygen. Five years after
the initial diagnosis (2), her condition deteriorated with severe dyspnoea, events of
high fever and all medication made her vomit. At the end of that year (3), her
hospital specialist had told her the bad news that they did not know of anything
that could improve her situation. Owing to the seriousness of her illness, Mrs.
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Johnson cared increasingly less about living. In the end, her general practitioner
tried a new way of administering her antibiotics and suddenly the vomiting
stopped. Her situation improved visibly and her will to live returned.

Figure 1. Time frame

Year O Year 1 Year 2 Year 3 Year 4 Year 5 Year 6 Year 7

j I

1

During the first few months of the new year (4), her situation varied, but gradually
improved. A scan, done in the spring, revealed that the pneumonia in the
obstructed lung had disappeared, but that unfortunately some metastases had
developed in the other lung. The elderly couple decided that they did not want Mrs.
Johnson to go through another course of chemotherapy. Instead, they chose a
shorter life expectancy, but with a higher quality of life as opposed to a few months
extra, possibly in a very poor condition.

Despite the bad news in May, Mrs. Johnson'’s situation did not deteriorate, but
even seemed to improve slightly. The hospital bed could be removed from the
living room and she considered her general well being to be fairly reasonable. At
the time of this interview, January of the next year (5), Mrs. Johnson was feeling
well. She was enjoying life and had a fairly good condition. She had been
discharged from hospital care and only had contact with her GP.

We first met Mr. and Mrs. Johnson just after the hospital specialist had given
them the bad news (at the end of the 5th year (3)). Our contact originated within
the scope of a study on quality of care and quality of life of terminally-ill people in
general practice'*?; this couple were among the first participants. When, after 11
quantitatively oriented interviews with questionnaires (about once a month), Mrs.
Johnson’s situation had changed from terminally ill to living on borrowed time, we
asked her and her husband to participate in this case study, to which they agreed.
In Figure 2 the changes in Mrs. Johnson’s situation over the 11 quantitatively
oriented interviews are represented; we showed the scores on the McGill quality of
life submeasures® and the number of symptoms she experienced.

@ Range 0-10. A higher score means a better judgement of the quality of life on that submeasure.
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Figure 2

scores on McGill submeasures and number of symptoms
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Results

Three major themes were identified in relation with the couple’s experience of
living on borrowed time:

e Shifts in their interpretation of signs and symptoms.

» Different ways of looking ahead.

e Changed choices and priorities.

Below we present examples of the statements made by Mr. and Mrs. Johnson that
explicate these major themes.
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Shifts in the interpretation of signs and symptoms

The interview data showed clearly that the couple were interpreting physical signs
and symptoms somewhat differently from their approach at earlier times. After the
positive change in the situation of Mrs. Johnson, she decided to have a last scan
done to obtain an objective view of her physical health. At that time, she was
feeling so well that she and her husband were hoping a miracle had happened.

Patient: So, you go there. And subconsciously, you have hope. You notice that most
clearly after hearing the results of the scan.

Husband: You think, yes, maybe something has happened to make the tumours
smaller. Then we were both somewhat disconcerted.

Patient: | was obviously prepared for such news, but when they tell you, it is still
disappointing and it takes another day to get over it a bit.

Despite the fact that their hope of a miracle had been dashed, Mrs. Johnson
remained well. Contrary to expectations, her condition improved and so did her
energy and will to live. She and her husband had to find a new way to interpret the
physical problems and signs and symptoms that Mrs. Johnson was experiencing.
This became clear when they talked about their view of her coughing.

Patient: No, it does not always concern us. Only in the middle of the night: | coughed
terribly. My chest felt so tight. | thought: yes, here we go again! Maybe it is just a cold,
but | know that sooner or later it will come. And then something must have been the
cause or the turning point.

Husband: Huh, some cold .... It happens sometimes. | mean, you die of pneumonia,
so cancer is not the cause of death. So, it is the first you think of, or at least | do! Like
yesterday, when you were coughing and you did not feel well. Then | wondered what
course we should take, because then things cannot often be undone.

Mr. and Mrs. Johnson did not say much about the black cloud, but they mentioned
that fears concerning what might went wrong were always present hanging
somewhere above the surface of their daily lives. This also applied to their
children. Their mother’s vulnerability was always at the back of their minds.

Patient: When our daughter said that she was expecting her second baby, she
immediately added: “Mum, mind you are still here at the end of March!”

In sum, Mrs. and Mr. Johnson tried hard not to worry constantly about signs and
symptoms, but they acknowledge the vulnerability of Mrs. Johnson’s situation.
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Looking ahead

Both Mrs. Johnson and her husband went through a process of reviewing their
future. They labelled this as living in phases: their daughter had her baby, Mr.
Johnson retired from work. Small steps, one at a time, looking ahead, but not too
far!

Patient: We are not making any holiday plans for next year.

Husband: No, but you have got as far as buying the clothes. That is always a problem:
do we buy this coat, shall we have it or not? All right then, buy it and if things might be
different, we will see! Yes, that is how it is; you live from day to day, it is narrow and
claustrophobic.

As time went by and Mrs. Johnson felt increasingly better, the couple slowly
extended their plans and activities. However, they still sometimes built in certain
conditions in case her situation deteriorated.

Patient: During a yearly big festival, we used to have our niece and her friends to stay.
We did not last year, but this year when she phoned | said: “Yes, you are welcome,
the three of you can sleep here, but I will not be doing and cooking and if | am not
well, you will have to put a caravan in the garden. That is the risk you'll have to take!”

It repeatedly came to our notice that Mrs. Johnson’s character played a very
important role in how she was coping with the situation.

Husband: You just do things (making curtains for their new grandchild’s room, MG). |
mean; you just carry on with your life, like you always have!
Patient: Well, | suppose that is true; | am like that. It is not hard for me to take!

At the time of the interview, the couple were feeling confident about the future, but
there was always the Sword of Damocles® hanging over their heads.

Patient: Again and again, you push things away (deterioration and ultimate death,
MG). So, | think: enjoy it, who knows what the future will bring! Husband: | like working
in my vegetable garden, but when I am on my own (after Mrs. Johnson’s death, MG), |
will not want to take an onion, potato or green bean any more. So, | have made a
children’s garden, with a swing and a slide. | have seen to it all, so you do think about
it!

® This statement derives from Damocles’ history and stand for an impending danger in times of prosperity and good fortune.
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In sum, Mrs. and Mr. Johnson slowly extended their daily activities and were able
to look further in time. However, precautions ‘just in case that' have been defined
more or less explicitly.

Changed choices and priorities

In the initial phase of Mrs. Johnson'’s illness, she still led a busy life. She was a
member of a bridge club and a touring bicycle club. Furthermore, once a week she
used to walk with a friend. As her situation deteriorated, she gradually gave up
these activities. At a certain stage she resigned her membership to the bridge club
and even sent them a farewell card. When her situation improved again, she did
not go back to the club or her other former activities.

Patient: There was a time when | used to sleep in the afternoon and anyway, | do not
feel like doing those things any more.

For that matter, | am busy: | get up fairly late, drink a cup of coffee, someone visits us,
| eat some sandwiches and often | have a rest in the afternoon. So you only have a
couple of hours every day.

And, yes, you sometimes go out or go for a walk and then it is nice not to have all
sorts of commitments.

Mrs. Johnson felt that she had changed her priorities, other things were more
important now.

Patient: Maybe it is a bit strange, but you enjoy everything more. | like sitting in the
garden, | do not know, the things you normally take for granted! Waking up in the
morning and thinking: oh, what a lovely house. And also with the grandchildren, | feel
so lucky that | have them. | am much more aware of things now. The feeling of taking
everything for granted has disappeared!

The (daily) activities of Mr. Johnson also changed. He had already reorganised his
work earlier on so that he could spend more time at home. Furthermore, he had
learned how to cook and do the laundry. As time went by and Mrs. Johnson’s
situation improved, she took over some of these tasks again.

During the period that Mrs. Johnson was still on chemotherapy treatment, she
had consulted a homoeopathist. When she became extremely ill, she threw all the
homoeopathic medicine away. At the time of our interview, she was taking
homoeopathic granules again. With respect to this, she reported:
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Patient: | wanted to go back to the homoeopathist, because | felt that | had to do
something about my situation. Whether it would help, I did not know, but | wanted to
do something! And that was the simple importance for me.

She does not only take the homoeopathic granules for herself:

Patient: | think | want to do this, because | did not want any more chemo. So that they
(her daughters, MG) cannot say: “Well, Mum is not doing anything!”

In the present circumstances, the couple have found new balance: it is 10 steps
backwards and they know that things will not improve, but they are satisfied. To
retain this balance, they have decided not to experiment with the stable issues in
their lives.

Husband: Our GP visits us every four weeks. | think it is important to let him come to
us (Mrs. Johnson would want to go to the doctor's surgery otherwise, MG)! This is
something for us to hold on to and we also do not want any changes in the
medication.

In sum, despite the fact that Mrs. Johnson’s situation improved and she
experienced herself as living on borrowed time, she did not return to some former
activities. New preferences and priorities were put in place and the borrowed time
is filled in differently.

Discussion and conclusion

Discussion

So far we know, this is the first study to evaluate how people live on borrowed
time. The qualitative case analysis revealed three important themes in the daily
lives of a patient (and her husband) in an uncertain, surprisingly unexpected, but
extra part of life. The patient and her husband had to find new ways of interpreting
physical signs and symptoms; they developed different ways of looking at the
future and changed their choices from those made previously.

Although our findings cannot be compared with the experiences described in
other studies, it is well-known that patients with cancer or other chronic diseases,
also experience shifts with regard to enjoying what they formerly considered as
being unimportant or normal®. Furthermore, in most severely ill patients, like in our
case, a narrowing of the social environment can be seen. However, there is an
enormous difference compared to the case in our study: any moment, a change
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can occur that will probably be the point of no return. Borrowed time is a very
uncertain time! Conversely, next to this uncertainty borrowed time is ‘time to live’
instead of having more time to prepare for death.

Conclusion

Based on a single case study, it is not possible to generalise. All patients are
different and so are their ways of handling such alterations in the course of illness.
Not everyone integrates this type of ‘new reality’ in a uniform way. Similarly, family
circumstances, care situations and courses of disease differ. Nevertheless, this
study provides insight into three main themes that patients encounter in similar
circumstances.

Practice implications

The themes revealed in our study can be incorporated into practical daily care, for
example as a guide in the communication between the doctor or nurse and their
patients. By designing a relevant framework, consisting of the three themes and
within the themes some items deserving attention, an impression can be gained
that sheds light on how specific persons integrate the ‘new reality’ into their lives. It
Is important to discuss integration strategies with the patient, in order to fill an
important niche in their daily life.

Considering the impact of borrowed time on the lives of patient and family, this
topic and the themes revealed in our study must be positioned in education on
palliative care for healthcare professionals. Despite the concept being still in its
infancy, it is of importance that they understand the concept and its implications.

Future research, for instance case series, should focus on refinement of and
variation within the themes. Until now, we do not know how many patients live on
borrowed time towards the end of their terminal iliness, so it will not be easy to find
patients for such research. To estimate the scope of this phenomenon, studies on
GPs and hospital doctors must precede any case series, because it is assumed
that they play a pivotal role in palliative care. Furthermore, living on borrowed time
must not be confused with ‘spontaneous regression’, a situation that sometimes
occurs in cancer patients'®. The latter patients also need to find new equilibrium,
but their prospects of survival are totally different.

In sum, our findings can be incorporated into daily practice and then the care
process can be refined by means of future research. This will enable professionals
to help patients integrate the ‘new reality’ and find new balance in their lives.
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Chapter 6

Abstract

Goals of work: Professional care providers need a substantial basis of
competence and expertise to provide appropriate palliative care.

Little is known about the problems professionals experience in their palliative care
provision in daily practice or about the nature of the advice and support they
request from experts. Our aim was to investigate the extent to which professionals
requested assistance from palliative care consultation teams and the reasons
behind these requests to trace any gaps they experience in the provision of
palliative care.

Methods: As part of a large national palliative care development programme, we
studied requests for consultation made by professional care providers over a 2-
year period. The requests for consultation were recorded on a specially developed
standard registration form and classified according to 11 domains relevant to
palliative care.

Main results: Professional care providers requested 4351 consultations on
account of 8413 specific problems in 11 quality-of-life and quality-of-care domains.
The distribution of problems over these domains was unbalanced: 42.2% of the
specific problems were physical, while the percentages of psychological,
pharmacological and organisational problems were 7.7, 125 and 12.8%,
respectively. In contrast, issues of a spiritual nature or concerned with daily
functioning were raised infrequently (1.1 and 0.9%). Details of the specific
problems in all the domains are described in the text and tables.

Conclusions: The results of our study form a valid basis on which to develop and
implement improvements in palliative care. We recommend that future well-
founded policies for palliative care should incorporate palliative care consultation
as well as educational and organisational interventions.
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Introduction

Appropriate care for patients facing life-threatening illness requires great
competence, expertise and skills from professional care providers. Multifaceted
interventions are often necessary in a limited time span and this sometimes calls
for extensive organisation and coordination.

Practitioners in general palliative care do not always feel optimally equipped to
perform all the extensive and complex tasks associated with palliative care ***°,
One reason for this is the low number of palliative care patients that a professional
usually treats or cares for per year, especially in primary care®’. Although some
hospital professionals may have developed more extensive expertise in palliative
care, such work mostly only forms a small part of their job. Furthermore, the
problems and needs of palliative care patients can be wide-ranging and
sometimes interact within various quality-of-life and quality-of-care domains®**. As
palliative care is provided in the context of a constantly changing health
system'**3, continuous vigilance is necessary.

Consulting with colleagues or experts is a well-established resource and support
in problem-solving; this also applies to palliative care. However, the contents of
such consultations largely remain obscure. Thus, little is known about the
problems for which professionals seek advice and support in daily practice. It is
difficult to compare the small number of studies that addressed consultation in
palliative care, because of variations in the goals of the service, the patient
population and settings***°.

A special national palliative care policy programme was launched in the
Netherlands in 1998 by the Dutch Government. This was a 5-year stimulation
programme to improve the quality of palliative care for terminally-ill patients in the
last few months, weeks or days of their lives. The programme comprises three
main points:

e Attention to the structure and organisation of palliative care within the
boundaries of regular healthcare.

e Stimulation of the promotion of competence in professionals who provide
healthcare for terminally-ill patients.

e Promotion of insight into developments in supply and demand in palliative care.

For the purpose of readability, we refer to palliative care during the terminal phase

with the term ‘palliative care’ throughout this article.

Part of this programme involved setting up several palliative care consultation
(PCC) teams. The primary tasks of these teams are to provide information, support
and advice to professionals in the palliative care for their patients. From March
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2001 to March 2003, we studied the needs for advice and support expressed by
professionals in the form of requests for consultations with PCC teams.

Our study investigated the extent and nature of the requests for consultations in
palliative care and differences in requests between professional groups. The aim
was to trace any gaps the professionals experienced in the provision of palliative
care in order to develop starting points for quality improvements in palliative care.
Greater insight into these issues will enable professionals as well as policy makers
to plan, establish and take effective quality improvement actions in palliative care
in general and it may also contribute to further (re)structuring of PCC teams.

Materials and methods

Setting

In the period from 1 March 2001 to 1 March 2003, 21 PCC teams patrticipated in
this national descriptive study by systematically recording the requests they
received for consultation. The first PCC team started in 1997; by March 2003, 23
PCC teams were available that covered two thirds of the country. Two teams did
not participate in our study: one was using a different registration method and the
approach of the other team to consultation lacked comparability.

Some teams were based at hospitals and some in a primary care setting. Most
of the teams were multidisciplinary and they provided support for professional care
providers working at healthcare institutes or outside. The staff of the teams
consisted of professionals from several disciplines, such as general practitioners
(GPs), nurses, clinical physicians and nursing home physicians. All the team
members had additional palliative care expertise obtained by means of specific
education and work experience and received an internal course before the PCC
teams started. The PCC teams conducted two types of consultation: (1) telephone
consultations in which only the consulting professional was contacted without any
contact at all with the patient and (2) bedside consultations in which both the
consulting professional and the patient were seen and spoken with directly.

The PCC teams could be contacted during office hours at least, while a few
teams were accessible 24 hours a day, 7 days a week. Most of the consultations
were requested for cancer patients, but the teams also encountered patients with a
wide range of other terminal illnesses.

Data collection
Requests for consultation were recorded by the PCC staff on a standard
registration form developed by a national multidisciplinary group of researchers.
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This form was based on previous pilot studies with different PCC teams, the
experience of the researchers and a review of the literature. All the data were
entered into a nationwide computerised database that provides data for several
studies (19).

In the present study, two sets of information were used:

1. Data on the nature of the requests for consultation. We studied the type and
number of problems presented in the requests, both on a domain level and on
the level of specific problems.

(&) The requests for consultation were classified according to 11 domains:
physical, psychological, social, spiritual, daily functioning, pharmacological,
organisation of care, support for the informal care provider, support for the
professional care provider, other questions and general palliative care
qguestions. These categories reflected all the domains relevant to palliative
care and several other adjacent areas.

(b) Each domain was subdivided into a number of specific problems (pain,
depression, interaction of the medication, etc.). The number of specific
problems per domain ranged from 39 in the physical domain to five in several
others, such as ‘problems in daily functioning’ or ‘support for the informal care
provider’.

2. Information on the characteristics of the professional who requested the
consultation. These data comprised the profession and work setting of the
requesting care provider. Distinction was made between GPs, nursing home
physicians, clinical physicians, district nurses, nurses working at hospitals and
others. Nurses working in homes for the elderly, nursing homes, or hospices
were classified under the hospital group.

Statistical analysis

The unit of analysis was threefold:

1. Requests for consultation: we used frequencies and proportions to study the
numbers of requests for consultation per professional group (Table 1). Analysis
of variance was used to test whether there was a statistically significant
relationship between the type of professional discipline and the mean number of
specific problems (Table 1).

2. Domains of problems: the extent of the relationships between the various
professional groups and the problem domains was investigated by means of a
xztest (Table 2).

87



Chapter 6

3. Specific problems: on this level we used frequencies and proportions to
determine the number of specific problems per professional group (Table 1) and
the specific problems for which professionals requested consultations (Tables
3,4).

All the analyses were performed using the SPSS system for personal computers.

Results

Over the 2-year research period, 4351 consultation requests were recorded by the
PCC teams. These requests had been made by professionals as classified in our
study, who had brought forward a total of 8413 specific problems.

Requests for consultation

In the course of the study period, the 21 Dutch PCC teams dealt with 4740
requests for consultation. We excluded the following: 166 requests because the
person who made the request was the patient or the informal care provider, 25
cases because it was not known who had made the request, 92 requests because
no problems at all had been recorded, 80 requests from nurses because of
unknown or unclassifiable work settings and 26 requests to a team that could not
vouch for the correctness of the registration forms. Thus, we analysed 4351
requests for consultation.

In the second year, more requests for consultation were registered than in the first
year: 2489 and 1862, respectively. Over the 2-year period, 18 teams recorded the
consultation requests; 15 teams recorded data in both years, while six recorded
data in only one of the years. Over the 2 years, the number of requests for
consultation increased at every centre but one. These increases ranged from 37 to
56%.

More than half of all the requests for consultation came from GPs. The two
groups of nurses together accounted for nearly a quarter of the requests for
consultation. The remaining quarter came from several smaller groups, in which
the clinical physicians made the most requests (Table 1).
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Table 1. Number and percentage of requests for consultation (n=4351) and number and percentage
of specific problems (n=8413) per professional group

Requests for consultation Problems Mean number of problems
Professional group N % N % Mean SD
General practitioner 2372 54.5 4741 56.4 2.0 1.57 N
Nursing home physician 119 2.7 208 2.5 1.75 1.34
Clinical physician 447 10.3 947  11.2 2.12 1.78
District nurse 380 8.7 713 8.5 1.86 151
Nurse at hospital 702 16.1 1284 15.2 1.83 1.77
Other’ 331 7.6 520 6.2 1.57 1.14
Total 4351 100.0 8413 100.0
* E.g. pharmacist, manager and/or policy advisor in care services, pastoral worker
*x Significantly different from ‘other’, p-value < 0.01)
*xx Significantly different from ‘other’ and ‘nurse at hospital’, p-value < 0.01)
rrxx Significantly different from ‘medical specialist/resident’, p-value < 0.01)

Domains of problems discussed by types of professional

Requests for consultation covered the entire range of palliative care. The problems
brought forward were divided into 11 domains. Table 2 shows the distribution of
problems over the domains for each professional group. More than half of the
requests for consultation included one or more physical problems. Although
problems in the physical domain played an important part in all the professional
groups, there were a few differences. Nearly three quarters of the requests from
GPs involved one or more physical problems. There was a discrepancy between
the nurses working at hospitals and the district nurses. In the latter group, nearly
half of the requests for consultation concerned physical problems, whereas in the
hospital nurses this was the case in approximately a quarter.

In the pharmacological domain, more requests for consultation were made by
GPs, district nurses and nursing home physicians than by clinical physicians,
nurses at hospitals and other professionals. In the domain ‘organisation of care’
the distribution was somewhat different. Relatively more requests for consultation
came from clinical physicians and nurses (both groups) than from GPs and nursing
home physicians.
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Chapter 6

Table 2 also shows that all the professional groups except for the nursing home
physicians had experienced problems in all 11 domains. In the group of nursing
home physicians no requests for consultation were made in three domains:
spiritual care, daily functioning and support for the informal care provider.

Specific problems

On average, each request for consultation comprised nearly two specific problems.
The number of problems ranged from 1 to 17. There was a significant difference in
the mean number of specific problems between the professional groups. The most
relevant significant difference was found between the clinical physicians (mean
2.1) and the nurses at hospital (1.8) (Table 1).

Table 3 shows the distribution of specific problems over the domains for each of
the professional groups. In general terms, this table confirms the findings in table
2. In each professional group, many of the specific problems were physical, but
there were differences between the groups. Clinical physicians only raised a small
number of specific problems in the pharmacological domain. This was also the
case for the nurses at hospital. The other professional groups, however,
encountered a larger number of specific problems in this domain. Spiritual and
daily functioning problems were only mentioned rarely by any of the groups.

Details of the specific problems per domain, not subdivided according to
professional groups, are presented in table 4. The results show that the problem of
‘pain’ was dominant: one specific problem out of seven concerned pain. In the
physical domain itself, the proportion rose to one in three. Other frequently
mentioned specific problems were the choice of medication, requests for a general
inventory and problems surrounding nausea or dyspnoea.

Table 4 also shows which specific problems were in the top third of each
separate domain (minimum 3; maximum 10). The problem of pain ranked highest
in the physical domain, but the requests also contained many other physical
problems. In the psychological domain, agitation/confusion and anxiety were the
most frequent specific problems. There were also various specific pharmacological
problems: medication choice, dosage and administration method.

The organisation of palliative care was another domain in which there were
many requests for consultation. These included requests for an inventory of the
care situation, requests for help with admitting patients to palliative care units and
specific problems concerning the use or availability of necessary materials and
equipment.
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Table 4. Number and percentage of specific problems (n=8413)

Problem

% of total number of

problems within specific

% of total number of
specific problems

domain (n=8413)
Physical problems
Pain 33.4 (1183) 141
Nausea 8.9 (317) 3.8
Dyspnoea 8.1 (286) 34
Vomiting 54 (190) 2.3
Delirium 4.1 (147) 1.7
Constipation 3.0 (207) 1.3
Fatigue 25 (89) 1.1
Sleeping problems 2.2 (77) 0.9
Appetite/anorexia 2.0 (72) 0.8
Oral problems 2.0 (71) 0.8
Gastro-intestinal obstruction 1.9 (68) 0.8
Other® 26.5 (940) 11.2
Total 100.0 3546 42.2
Psychological problems
Agitation/confusion 34.7 (226) 2.7
Anxiety 22.9 (149) 1.8
Coping with problems 9.2 (60) 0.7
Depression 8.0 (52) 0.6
Other” 25.2 (164) 1.9
Total 100.0 651 7.7
Social problems
Lack of informal care 24.0 (63) 0.7
Communication with loved ones 19.8 (52) 0.6
Dependence 16.3 (43) 0.5
Other® 39.9 (105) 1.2
Total 100.0 263 3.0
Spiritual problems
Acceptance of illness 65.9 (56) 0.7
Significant engagement 9.4 (8) 0.1
Meaning of death 8.2 (7 0.1
Other® 16.5 (14) 0.2
Total 100.0 85 1.1
Problems in daily functioning
Mobility 35.1 (27) 0.3
Personal care 24.7 (19) 0.2
Domestic work 16.9 (13) 0.2
Other® 23.3 (18) 0.2
Total 100.0 77 0.9
Pharmacological problems
Choice of medication 35.0 (366) 4.4
Dosage of medication 27.4 (286) 3.4
Route of administration 24.1 (252) 3.0
Other' 13.5 (141) 1.7
Total 100.0 1045 12.5

93



Chapter 6

Table 4 continued. Number and percentage of specific problems (n=8413)

Problem % of total number of % of total number of
problems within specific specific problems
domain (n=8413)

Organisation of care

Inventory situation of care 22.4 (2412) 2.9

Admission to palliative care unit 18.3 (197) 23

Use/availability of materials and equipment 17.0 (183) 2.2

Support discharge/transfer 12.5 (134) 1.6

Other® 29.8 (320) 3.8

Total 100.0 1075 12.8

Support for informal care provider

Emotional support 46.9 (106) 1.3

Practical support 23.9 (54) 0.6

Communication with professional care provider 14.6 (33) 0.4

Other" 14.6 (33) 0.4

Total 100.0 226 2.7

Support for professional care provider

Lack of medical knowledge 31.4 (95) 1.1

Lack of technical skills 19.9 (60) 0.7

Lack of counselling skills 11.3 (34) 04

Other' 37.4 (113) 1.3

Total 100.0 302 3.5

Other questions

General inventory 55.6 (291) 35

Euthanasia 19.3 (101) 1.2

Inventory in hospice/almost-like-home 9.8 (51) 0.6

house

Other® 15.3 (80) 1.0

Total 100.0 523 6.3

General palliative care questions

Leaflet/information material 33.2 (206) 2.4

Supply of addresses 22.6 (140) 1.7

Request for education 10.0 (62) 0.7

Other’ 34.2 (212) 2.5

Total 100.0 620 7.3

Total 8413 100.0

4Anaemia, ascites, haemorrhagic diathesis, cachexia, comatose, decubitus, dehydration, diarrhoea, thirst,

vertigo, singultus, cough, skin damages, hypocalcaemia, pruritus, pyrexia, lymph edema, micturition

problems, nephro-insufficiency, gastrointestinal obstruction, rhonchus, dysphagia, musculature spasms,

drowsiness, paraesthesia, (excessive) perspiration, visual problems, acid eructation and non-specified
roblems

EDecision-making, concentration problems, anger, powerlessness, pre-existing problems, coping with loss,

a troubled self image, non-specified problems and missing (n=3)

Solitariness, accommodation/financial problems, lack of disease perception, relational problems, role

alteration, non-specified problems and missing (n=2)

Yloss of confidence in God or religion, non-specified problems and missing (n=1)

funcomfortable position, non-specified problems and missing (n=3)

"Interaction medication, re-adaptation of medication and non-specified problems

9Coordination of care, use/availability of professional care, request/arranging admission palliative unit,

request/arranging treatment, request/arranging second opinion, non-specified problems and missing (n=2)
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.hCommunication with patient, non-specified problems and missing (n=3)

'Personal emotions, determining own limitations, relationship with informal care providers, relationship with
Eatient, problems with collaboration, non-specified problems and missing (n=2)

Selection of other supporting persons and non-specified problems

ILogistics of supply materials, participation in study group/project and non-specified problems

The concept of palliative care includes attention and care for the patient’s partner.
Professional care providers also consulted the PCC teams with problems that
concerned emotional or practical support for the informal care provider and
communication issues.

Discussion

In the 2-year study period, professionals made 4351 requests for support in their
daily provision of palliative care. Over 40% of the specific problems behind the
requests were physical. In addition, psychological problems, pharmacological
problems and organisation of care problems were fairly frequent. In contrast,
spiritual issues and problems with daily functioning were rarely encountered. All
the professional groups, except for the nursing home physicians, requested
support for problems in every domain.

A limitation of the study was that more than 20 different PCC team members
filled in the registration forms. The researchers gave repeated written and oral
instructions with the aim of diminishing interpersonal variation, but the practice of
PCC and the registration form itself were too complex to completely exclude
variation. However, on the basis of the high number of requests for consultation
and the nationwide character of the study, we believe that the reasons behind the
requests for consultation uncovered by this study are representative of the
problems generally experienced in the daily provision of palliative care.

Although consultation between professionals has been customary practice for a
very long time, it has seldom formed the focus of research. Similarly, studies on
requests for professional consultation in the field of palliative care are also scarce.
In much of the literature, consultation only appears as a side issue among support
teams whose primary task was the direct provision of care to the patient and
family* . A few studies addressed purely advisory services>** or concentrated on
referrals to consultation services'**°. Unfortunately, no comparisons could be
made, because the consultation activities fell outside the regular (hospice)
activities®® or the reasons for referral were classified under totally different
problem domains**°.

The results revealed by our systematic recording of requests made to PCC
teams showed similarity with studies on education in palliative care. Several
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authors reported that professionals gave priority to (additional) training in pain and
symptom management, communication and support*?>?’. Management of a wide
range of symptoms corresponded with our frequently encountered domains of
physical and psychological problems. With regard to communication and support,
distinction should be made between a wish for education and the explicit
expression of a personal gap in knowledge by means of a request for consultation
because of less tangible and more intuitively oriented topics.

Our study provided insight into the extent of the need for support in daily
palliative care. This offers a firm basis on which to develop and implement
improvements in palliative care. However, for several reasons, this is only the tip of
the iceberg. A recent study found that the number of problems identified by
palliative care consultants in a patientrelated situation was significantly higher (by
a factor of nearly 2—3 times) than the number of initial questions®®. Furthermore,
we know nothing about the backgrounds of the large group of professionals who
did not request consultations: they may not want it or need them, or they may be
prevented from becoming aware of any gaps in their care provision. Some
professionals may have developed their own problem-solving techniques, for
instance, by seeking direct and swift contact with expert colleagues other than
members of institutional PCC teams. This may be the case with euthanasia, for
example. In the Netherlands, euthanasia has been a topic of debate for many
years™, but this was not reflected in the contents of the requests made to the PCC
teams: only 1.2% of the specific problems concerned euthanasia. Other
consultation services aimed primarily at euthanasia problems may have caused
this low percentage. GPs, for instance, have access to a network of independent
and specially trained doctors, the Euthanasia Support and Consultation Network,
who offer advice and information?®.

It can be assumed that our results will be useful in the (re) structuring of PCC
teams by lending support to decisions, such as which professions should be
included in a PCC team and the level of their involvement.

Daily palliative care can also be improved by several other means: education,
organisation, guidelines, etc. In order to choose and develop the most effective
strategies, it is important to carefully document the reasons why professionals
make requests for consultation, because the availability of services shapes their
use®. Interventions to meet requests for consultation based on lack of knowledge
or skills differ from those based on lack of time to solve the problems
independently. Similarly, consulting a member of a PCC team to exchange
thoughts and opinions is a very different approach from making a request for
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practical information, such as the address of a particular healthcare organisation or
a list of the facilities available.

As palliative care is a fairly young discipline in the Netherlands, relatively few
Dutch professionals have followed adequate, appropriately planned tuition in this
field during their vocational training®. Topics relevant to the quality of palliative care
include knowledge of frequently occurring symptoms (e.g. pain, constipation,
nausea) and various psychological states (e.g. confusion and adjustment to
bereavement) and the skill to deal with them. Although education will be beneficial,
it is questionable whether the education of professionals who are usually only
confronted with a few palliative care patients a year could be a complete substitute
for consultation services in this complex and constantly changing field. To solve
this apparent contradiction, it is necessary to use a combination of quality
improvement strategies, for example, consultation and education, side by side.

The requests for consultation differed between the professional groups. This
may be due to differences in the professional focus of doctors and nurses in their
provision of palliative care. For example, Grande*" found that GPs and nurses in
primary care differed greatly in the types of symptom they felt confident about
controlling. Therefore, interdisciplinary cooperation might help to achieve optimal,
comprehensive care for terminally-ill patients and their families and it might also
have a positive effect on the job satisfaction of the professionals concerned.
Innovative projects directed towards these goals need to be accompanied by
research to enable the construction of tailor-made interventions.

Although the problems presented to the PCC teams covered all the domains,
the distribution of the problems was very unbalanced. It may therefore be
questioned whether the concept of palliative care that emphasises the patients
and their families and underlines the importance of physical, psychosocial and
spiritual aspects, is fully integrated into the daily routine of healthcare
professionals. Future research is needed to investigate whether more extensive
exploration of the problem by a PCC team member during the presentation of a
request helps to uncover other and/or more obscure problems. Furthermore,
studies on a patient level and on a professional level are essential to discover the
extent to which professionals are able to adequately handle problems in the
various domains (i.e. for which they do not need consultation) and to identify any
gaps in their daily care provision.

In the next few decades, the need for palliative care will continue to increase®?.
Our study contributed to the existing body of knowledge and forms a further basis

97



Chapter 6

to aid the development of a well-founded policy for palliative care that incorporates
consultation teams, education and organisational interventions.
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