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Abstract

In the United Kingdom the demand for palliative care education is increasing. This is

in part both due to an increasing demand for palliative care, and the need for nurses
and other health care professionals to keep up to date with a growing, dynamic
speciality. However, education in whatever speciality is costly, it should therefore be
effective, efficient and make a difference to the practice of those who receive it. It
should therefore be evaluated. At the beginning of this study in 1998, there was little
if any evidence in the literature of the evaluation of palliative care education. Indeed
there was and still is to a lesser extent, a lack of consistency in the quality and content

of palliative care courses, despite there being a wealth of centres of excellence in the

provision of palliative care in the United Kingdom.

The aim of this research was to determine whether palliative care education made a
difference to the practice of those who received it. My intention was to clarify those
‘experiences’ of the ‘process’ of education and to identify how such processes
affected the outcomes. In addition, I was interested in the levels of confidence and
competence expressed by these experienced practitioners before, during and after the
period of education. This work serves to fill a gap in the evidence base of palliative
care education, and perhaps also nurse education by providing an appropriate

framework for evaluation.

This study took place in a hospice education centre in the north west of England,;
stakeholders were invited to take part in the study, which was multi-collaborative and
participative. An action research approach was chosen in order to assist in the
development of a multi-method evaluation framework. Such methods included one to

one and group interviews, observation, survey, case studies and the use of focus

groups.

The results from the study concluded that education in palliative care does make a
difference to practice (which was sustained). These findings were initially self-

reports from the research participants; however, managers, mentors and others who



encountered the participants in their practice also validated them. Teachers visiting
the participants in their clinical placements were able to verify changes to practice and
recognize some important but often imperceptible changes, for example: changes in

values and beliefs the participants had previously expressed.

The study findings have implications for the ongoing development of palliative care
education. An educational model has been developed which incorporates some
fundamental aspects, which I believe help to provide evidence of ‘best practice’.
Palliative care education may have some privileges not always afforded in other
educational settings, for example smaller class sizes; such advantages can and should
be used to explore creative ways of enabling learning. A robust evaluation strategy
can assist in this by providing good evidence of what works best, ultimately this

serves to enhance the care provided to patients and their families.

The results of this study also indicated that effective education involves the student
being able to apply the knowledge and skills learnt to their own practice. One way of
doing this is to work alongside them in their own setting. Such a strategy assists the
teacher in maintaining her credibility as a practitioner, and helps ground the education
in the reality of practice. Education in palliative care with an integrated evaluation
strategy can make a difference to the personal and professional development of

practitioners, and ultimately, to the care that patients and families receive,
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Glossary

AHP’s  Allied Health professionals, includes speech therapists, occupational
therapists, art therapists. Were previously known as PAM’s professions allied to

medicine.

CHE Cheshire Hospices Education — the organisation involved in this evaluation
project. It is a palliative care education centre based in Winsford Cheshire. 1t is

supported by three hospices: St Luke’s Hospice Winsford, East Cheshire Hospice
Macclesfield, and Hospice of the Good Shepherd Chester.

CNS Clinical Nurse Specialists — Experienced nurses who are working in
specialised fields and who have (usually) had extra training/education purporting to
that field.

ENB The English National Board for Nursing Midwifery and Health Visiting. A
regulatory body who were responsible (at the time this study took place) for the
education and training of nurses. This organisation ceased to be operative in March

2002 and its functions have been replaced by the Nursing and Midwifery Council also
abbreviated to NMC.

MMU Manchester Metropolitan University who validated the diploma module the
students were undertaking at CHE.

NCHSPCS The National Council for Hospice & Specialist Palliative Care
Services. The representative body for hospice and palliative care in England, Wales
and Northern Ireland. It is a charitable body that was established in 1991 to promote
the extension and improvement of palliative care services. It develops policies to
promote better collaboration and co-ordination between the voluntary, health and
local authority sectors. It offers advice and guidance to hospices and provides a
forum for the sharing of experiences. It encourages improved professional education

and research in all aspects of palliative care. Representatives of the council sit on key
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government working groups developing policy and quality standards across the

spectrum of palliative care and within National Service Frameworks (NSF’s).

Preceptorship A term used in nursing to denote a period of supervision provided to
newly qualified nurses. The amount of time allocated to this activity varies between
hospitals and trusts but approximately six months is considered to be appropriate by
most nurse managers. Sadly there is anecdotal evidence to suggest that poor staffing

levels may affect the quality and amount of preseptorship; with some newly qualified

nurses not receiving any at all.

Q.A.A. Quality Assurance Agency responsible for the setting of and maintenance of

standards within higher education.

U.K.C.C. United Kingdom central Council for Nursing Midwifery and health
Visiting, This was the statutory regulating body for nurses, midwifes and health
visitors (until March 2002). It held registration details for all practising professionals
and was responsible for upholding and maintaining the standards of professional
conduct expected of a registered practitioner. It was a publicly accountable body. It
was replaced in March 2002 by the Nursing & Midwifery Council (NMC).

WHO The World Health Organisation

Xili



CHAPTER ONE

Palliative Care: Education, Research & Practice.

1.1 Introduction

The overall purpose of this study was to determine whether education in palliative care is
effective not just in the classroom, but also in the way it may benefit students' future
practice. As a nurse teacher, I was interested in the views and 'lived' experiences, of these
recipients of the educational process. In addition, this study aimed to provide evidence to
contribute to the theory and practice of evaluation research within palliative care. It was
carried out between 1998-2003, in a hospice education centre in Cheshire, United Kingdom.
This first chapter describes the contextual background of the study, and identifies the nature
of palliative care and the reasons why educational programmes are necessary. It is
proposed to examine some of the available literature procured as a consequence of an
extensive literature search reviewing journal publications both national and international
within the last 10 years. In addition, a number of book publications relevant to the field of

palliative care are reviewed in order to extract issues of relevance to palliative care

education.



1.2 Aim of the Study

This evaluation project was undertaken in order to determine whether education in
palliative care made a difference to nurses' practice, i.e. did it improve nurses' palliative

care skills. A participatory action research framework was utilised within this study.

1.3 Objectives of the Study

¢ To identify perceived levels of knowledge, confidence, and competence pre and
post education.

o To describe the participant's and stakeholder's views and experiences of the

'‘process' of education in palliative care.

e To make recommendations regarding the provision of effective palliative care

education.

1.4 Structure of the Thesis

The rationale for this study came about because of the lack of evidence of the effectiveness
of palliative care education in terms of practice. As a service provider of palliative care
education, CHE was keen to ensure that any educational programmes it delivered were
effective and that ultimately they make a difference to practice. A review of the literature
suggested a lack of evaluation frameworks of educational programmes, this study attempted

to fill that gap.



This study was very complex and involved numerous stakeholders at different levels of

engagement (see table 1 below).

Table 1 - List of stakeholders involved in this evaluation study

Stakeholder

46 students (all qualified
nurses) undertaking a 13
week course of study —(the
programme)

Director of Education at
CHE

The Trustees of CHE:

Chairman —Local
businessman

Treasurer — Retired bank
Manager

Company Secretary
Accountant

Plus 3 trustees from each
hospice (St Luke’s, East
Cheshire & Hospice of the
Good Shepherd). These
included a retired palliative
care consultant and the Dean
of a School of Nursing plus
other people who
participated in a variety of
hospice activities especially
fundraising

How Involved in this Study

As participants of the
educational programme
being evaluated

Had overall responsibility
for the planning &
implementation of the
educational programme at
CHE. Reporting to trustees.
Part of the core teaching
team and my line manager

Responsible for the ongoing

funding and future
directions of CHE

Level of Engagement in this

Study

High — taking part in
evaluation activities before,
during and after the
programme delivery

High — assisting with
evaluation exercises as part
of the teaching team,
participating in discussions
about the data and actions as
part of the action research
process.

Low involvement initially,
although were supportive of
the need for evaluation by
agreeing to allow the study to
take place and in allocating
some funding to the project.

I was required to submit
ongoing evaluation reports to
the trustees at meetings
which were held bi-monthly.

As the project began to
demonstrate value in
providing information that
could be utilised for other
purposes (i.e.in helping with
funding bids) the trustees
became more interested.
One trustee participated in
the focus group meetings of
the students as an observer
and helped in the validation
of the findings.



Stakeholder

Staff from CHE, teachers &
administrative staff

Clinical placement staff
including mentors

Macmillan Nurses & other
Clinical Nurse Specialists

Managers in the community
& local hospital trusts who
supported students during
the course

How Involved in this Study

Day to day running of the
programme being evaluated.

Involved in course delivery
of theory & practice,
supporting students whilst in
practice, assisting them meet
their learning contracts

Involved in teaching
mentoring & supporting
students whilst on the
programme

Participated in planning
meetings, attended AGM
and provided funding/time
for student’s study

Level of Engagement in this

Study

High — due to contact with
course participants. Also
collected evaluation
information and evidence
from others e.g. mentors.
Medium- practice
placements were a
mandatory part of the
course. Information from
mentors assisted in the
ongoing quality mechanisms
and development of the
programme

Medium- participated in
team & planning meetings.
Keen to participate in
evaluation activities.

Very Low — | reported the
activities of CHE to them,
they were aware of the
research project. One
community manager was
especially supportive and

was interviewed informally
as part of the evaluation

evidence. As a consequence
of what she saw as ‘good
education’ she sponsored her
staff to do any relevant
courses that CHE
subsequently offered.

Chapter two, commences with the emic perspective and reflects how my ontological views

influenced the chosen research framework. An outline of the main research paradigms 1s
offered along with a critique of action research. The rationale for using an action research
approach 1s discussed, in particular its use as a collaborative approach with an emphasis on
change. Evaluation as a concept is considered. Particular attention is paid to the way the

discipline of evaluation has evolved; and how it is increasingly being recognised as an
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effective means of providing useful information about services, which goes beyond simple
measurement. The differences and similarities between research and evaluation are
considered. The concept of multi-collaborative evaluation being more likely to provide
realistic valid results about services is offered. Chapter three describes the research design

and evaluation framework used in this study, together with an outline of the evaluation tools

used.

In chapter four, the formative evaluation results are discussed and how these contributed to
the development of a model of palliative care education (stage 1). An audit trail of the
results of the evaluation study is mapped against the research methodology to demonstrate
how I analysed the results and how emerging themes led to the development of the final
model. One of the methods used to corroborate my findings was the focus group, chapter

five discusses in some detail the planning conduct and results of these focus groups.

Finally, chapter six explores the linking of theory and practice both in the conduct of the
research, considering the reality of the researcher role; and in the challenges encountered
within this project. The changes made to the model of palliative care education are
described with supporting rationale. Recommendations regarding the future provision of
palliative care education are made. This includes using multi-collaborative evaluation

strategies to provide evidence of effectiveness.



1.5 The Setting of the Study - Cheshire Hospices Education
Cheshire Hospices Education (CHE) is a charitable organisation that was set up in 1988 as a
tripartite venture between three hospices in Cheshire. St Luke's Hospice, Winsford; East
Cheshire Hospice, Macclesfield; and Hospice of the Good Shepherd, Chester. The aim of
CHE is:

"to provide high quality education, in theory and practice, which will improve the

quality of palliative care wherever it is given".

(Cheshire Hospices Education Mission Statement, 1998).

CHE was set up in response to both the local demand for education (which each individual
hospice was unable to fully meet), and the overall philosophy of hospices to provide
outreach educational programmes to their local communities (NCHSPCS, 1996; Reeves,
1996). As hospices are themselves mostly funded from charitable donations the amount of
money that can be spared to provide education is severely limited (e.g. the total budget for
education at St Luke's Hospice in 1997 was £500, this budget was to include statutory
training and was for all employed staff, not just nurses). The pooling of resources from
each individual hospice (including local staff expertise,) therefore seemed a more realistic

approach to the problem of providing education. In addition, the matrons of each hospice

had worked informally together for five years and were keen for such a collaborative
venture to begin. CHE was set up as an individual charitable company funded by equal
contributions from each hospice on an annual basis. Trustees were appointed, with a
management team consisting of representatives from each hospice, an accountant and the

Director of Education, all responsible for the ongoing management of the company.



CHE offers a variety of educational programmes, to both multi-professional and non-
professional personnel (see appendix 1 for a full list of courses). These programmes range
from study days, workshops, conferences, to short courses and a diploma level module. A
full diploma in palliative care was commenced in October 2002, validated by Manchester
Metropolitan University. It is anticipated that students will in the future be able to
undertake degree studies at CHE. Details of the participants who were the focus of this

study will be more fully explained in chapter three.

Students who study at CHE are from a variety of work settings, and roles, and are
predominantly based in the North West of England. The majority of them are qualified
nurses, however a substantial number are health/social care assistants, which reflects the
current changes in health and social care provision (Komaromy et al., 2000). Other people
attending courses include allied health professionals (AHP's), teachers, and receptionists

working in acute, or community settings.

1.6 The Educational Programme
This section describes the specific nature, content, leaming, and teaching approach of the
CHE programme, which was being evaluated in this study (See also appendix 1 for module

handbook).



The educational programme was called: The Principles & Practice of Palliative Care
incorporating B 931-_ Continuing _Care of the Dving Patient and ir

(Abbreviated hereafter to ‘931’ course).

It was a level 2 (diploma) module, which generated 20 academic credits. It was accredited
by Manchester Metropolitan University being part of their portfolio of modules at level 2
run by the faculty of Community Studies, Law and Education, and the Department of
Health Care Studies.

The rationale for running the course was based on the need for education in palliative care
(NCHSPCS 1996) and that educational development should be seen in the context of a
recognised need for an increase in palliative care services (DoH, 2000).

Module Aims

1. To enable students to develop a critical understanding of physical and psychosocial well
being in palliative care.
2. To enable students to develop expert practical skills in relation to physical and
psychosocial palliative care.

earning Outcomes/Objectives
At the end of this module, students will be able to:
1.Critically consider how the philosophy of palliative care can adapt and improve care in a
variety of health care settings.

2. Analyse theories of grief and loss.
3. Analyse issues surrounding communication-enhancing skills.

4, Critically compare approaches to symptom management in palliative care.

5. Utilise skills of moral reasoning to enhance decision-making.



6. Critically review support mechanisms for maintaining professional growth and
development.

7. Through critical reflection, act as a catalyst to influence change in practice.

8. Explore personal and societal feelings and attitudes to death and dying; recognising how
these can influence approaches to and management of care.

Structure of the Course

The course was equivalent to 31 days, including 13 taught days, 10 days in practice and 8
days reflective practice in their own work setting. It was organised so that students attended
CHE for one day per week over a period of 13 weeks; plus there were 10 days allocated to a

palliative care specialist practice setting, in weeks 7 and 8 of the course.

An introductory preview half day was held about a month before the full study days
commenced. The purpose of this was, to allow the students to begin to get to know each
other and to form a cohesive group. A group leamning contract was also devised. The
rationale behind this activity was to get the group to start to take responsibility for what was
to happen in the classroom, both in terms of how they wanted to be treated; but also in

helping them to formulate ideas about the content and mode of delivery of future sessions.

In addition, at this initial meeting, the students were provided with further information
about the course and allocated to their clinical placement base. This was usually done on a
geographical basis in respect of their home address and which nearest hospice was available
to provide clinical placements. Sometimes students would have a particular request as to

where they were placed, and this was accommodated wherever possible. They had the



opportunity to meet with their clinical placement mentor and to start to plan their placement
activities and begin to cievise an jndividual leaming contract with help from their mentor
and tutors (see appendix 11). This learning contract was one of the ways that students were
able to make a judgement about the value of their clinical placement and it also contributed

to the overall academic assessment of the course.

The final stage of the course was a review day, which was held approximately three months

after the course was completed.

iosure 1. Principles & Practice of Palliative Care Example of Module Fo

review day

wo days taught input
ne day taught input

ne day taught input

ne day taught input

ne day taught input
days practice placement
days practice placement
days practice placement
ne day taught input

ne day taught input

ne day taught input

ne day taught input

ne day taught input
eview da

~

This totals 13 days taught input and 10 days practice placement.
Students were expected to attend a minimum of 80% of the taught input and 100% of the

allocated hours for practice ( Mandatory ENB requirements).
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Course Content

The following themes and topics were explored in the course:

Definitions and perceptions of palliative care, the differences between palliative and
terminal care, stereotyping and the difficulties in diagnosing when in the disease trajectory
the term palliative is appropriate. Attitudes, and fears of patients and carers in relation to
palliative care and dying. Quality of life, what it means, who assesses it, methods of
assessment. The psychosocial and spiritual impact of a life-threatening illness. Moving

palliative care forward, and the future of palliative care as a speciality.

The nature and incidence of cancer, including risk factors, and different treatment modes.

The NHS cancer plan and how policies affect the provision of care. Common neurological

disorders for example multiple sclerosis, motor neurone disease.

The meaning of pain, including the physiological and psychosocial manifestations. How
pain can be assessed and managed. Symptoms that palliative care patients exhibit, their
meanings, assessment and management. Consideration of practical tips that may be of use
to patients and carers in dealing with symptom management. The experience of loss and
grief and how that affects society in general. Normal and abnormal patterns of grief
including anticipatory grief.  Attitudes to death and dying including consideration of
different cultural pattemns, taboos in society and professional expectations. The concept of
spirituality is explored in a workshop where participants consider what they understand the
term to mean for them, and identify the use of artefacts to explore how it may be

experienced by patients and carers.
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Reflection on practice, using reflective diaries and journals, management of change in
practice and the challenges to changing practice. Multi-professional approaches to care
including the use of integrated care pathways for the dying (ICP's).

Communication issues - skills, barriers, breaking bad news, dealing with collusion,
handling difficult questions and challenging situations. Multi-professional communication,
working in and between teams. Ethics and ethical dilemmas that professionals experience

when working in palliative care.
Personal and professional development planning - including study skills, presentational

skills, using literature and academic writing. Application of taught principles to an

individual’s practice.

Teaching Styles

Our beliefs about palliative care education (CHE student handboo

e Leaming is a dynamic and lifelong process.

e Education needs to be flexible and meaningful to encourage students to enhance and
improve their clinical practice.

¢ Education should be stimulating and motivating,

o It should empower the student so that they reflect on and analyse their practice.

e It should increase self-awareness, self-confidence and competence.

o [t should promote and support the continued personal and professional growth of
individuals.

o It should be easily accessible.
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e It should be provided in an environment which is supportive and which respects the
uniqueness and value of each individual.
A variety of teaching methods were used within the course including lectures, tutorials,
seminars, and group work  However, the approaches used by all teachers were to
encourage students to explore their own values, attitudes, feelings and previous experiences.
Interaction with each other and the learning material was emphasised, the aim being to
facilitate the professional and academic development of the student. There was a specific
focus on reflection and reflection on practice, (Ghaye, et al.,, 1996; Ghaye & Lillyman,
2000), students were encouraged to question and challenge themselves and each other.
Such teaching strategies often required more than one teacher to be available in order to
ensure the safety of students, for example when discussing loss and bereavement issues
students may disclose uncomfortable feelings they had experienced which may have been
detrimental to themselves or others in the group, teachers needed to be sensitive to this. It
is my opinion that all teachers in any situation need to be sensitive to their students.
However, when teaching about palliative care it perhaps triggers sensitive issues more often
for students than when teaching other less sensitive subjects. For example: during this
study, one student disclosed that she had deliberately chosen to qualify as a midwife
because she had had a bad experience as a student nurse when a patient had died. She thus
spent most of her early nursing career delivering babies rather than addressing her feelings.
After a break from nursing to have her family she returned to work as a district nurse and as
a result of dealing with patients requiring palliative care felt that she needed to personally
“confront her demons” and deal with the uncomfortable feelings, hence her enrolment on

the course.
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Due to the emotive nature of palliative care, a fair amount of the teaching required teachers
to challenge students to go that bit further in their thinking, developing a more critical view.
For example: using debates about issues from practice like euthanasia or the withdrawal of
treatments allowed students to offer their opinions in a safe setting and more often than not
helped them to really think through some controversial issues. Providing the appropriate

theory served to assist them in decision making in later situations.

Finally, as part of their own professional development the teachers at CHE have all attended
communication training workshops which have dealt specifically with helping to assess
patients' psychological states. During these workshops specific experiential techniques
devised by Dr Peter Maguire (a leading psychiatrist in the cancer field) were utilised
(Maguire & Faulkner, 1988, Maguire et al.,, 1996). As a team, we have now adopted this
method with our students. It involves the use of tape recorders and specific role-play
exercises carried out in a systematic manner. It has proved to be very challenging for
students (and teachers) but is one of the sessions that students have commented favourably
about, noting that the techniques they have learnt in the ‘safe’ setting of the classroom they

have since been able to apply in practice.

1.7 Palliative Care - A Review of the Literature.
The following exploration of palliative care literature is not intended to be an exhaustive
critical review but to highlight some of the major themes and current tensions within the

practice of palliative care. It is anticipated that this will provide some background for the
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reader as to the 'climate’ in which palliative care education is provided. The literature

reviewed analyzed aspects of palliative care within the following broad themes: -

e The history and philosophy of palliative care.

e Palliative care practice in the 1990's and beyond.
o Palliative care education - theory and practice.

¢ Researching palliative care education.

71 The History and Philosophy of Palliative Care.
According to the World Health Organisation (WHO, 1990) palliative care is defined as:
"he active total care of patients and their families by a multi-professional team when the
patients’ disease is no longer 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 best passible quality of life for patients and their families.” (p. 11).’
The term includes specialist practice and principles and approaches developed by WHO.

The NCHSPCS defines such an approach to palliative care as:

"...to promote both physical and psychosocial well-being. It is a vital and integral part of
all clinical practice, whatever the illness or its stage, informed by a knowledge and practice
of palliative care principles” (p35).

(National Council for Hospice & Specialist Palliative Care Services 1995a).

* The WHO has revised its definition of palliative care since this study began, the full text can be
seen in appendix 2
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Twycross (2001) stated that palliative care is:

"the technical term for comfort care at the end of life"

(Foreword in Abu-Saad & Courtens 2001).

However, such definitions relate to palliative care within the last few decades in the United
Kingdom. Abu-Saad & Courtens (2001) 1dentify that palliative care was provided as long
ago as the fourth century to sick and exhausted travellers. Hospices were later set up by the
Benedictine monks in the sixth century providing the link between religions and caring for

the terminally ill. The term hospice is derived from the Latin word 'hospitium’ which

translates as:

" the warm feeling between host and guest"
(Abu-Saad & Courtens 2001, p4).
The French translation of this Latin word is hospice, this term remains in use today and
signifies places where: -

"Multi-disciplinary teams strive to offer freedom, dignity, peace and calm at the end of life"

(St Christopher's Hospice Information Service 2004).

The term palliative is derived from the Latin word 'pallium’, meaning cloak or shield.
Authors have interpreted this in a variety of different ways, for example as being symbolic,
in 'cloaking' the patient in warmth and protection by care givers, (Francke et al., 1997 cited
in Abu-Saad & Courtens 2001). Or, a 'cloaking' of the symptoms the patient experiences

(Twycross, 1997). Meanwhile, Morris (1997) suggests the term is more pejorative, and
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may indicate a covering up, and/or disguising of symptoms whilst ignoring the disease.

George and Jennings (1993) propose the term palliation was used in medicine as long ago
as the 16™ century to describe the alleviation of suffering. Doyle (1998) suggests that
before advances in medical technology, doctors carried out ‘palliative care’ because they

lacked modern analgesics and treatments; it was therefore an accepted part of their

traditional medical practice.

Hospices were first established in the United Kingdom and Ireland in the nineteenth century
at the same time as many large hospitals were built. However, Dame Cicely Saunders is
credited with founding the modern hospice movement in 1967 at St Christopher's hospice in
Sydenham, United Kingdom. The philosophy was very much about caring rather than
curing, whilst providing comfort and hospitality for those who were dying, and their
relatives (Saunders, 1965). St Christopher's is now recognised as an international centre of
excellence in palliative care. It's website indicates that death is a "natural part of life” and
that hospices "care for the whole person” at home, in (hospice) day care facilities, and in

the hospice.

(St Christopher's Hospice Information Service, 2004).

However, the hospice movement is not without its critics. James & Field (1992) suggested
that the hospice movement is characterised by charismatic leadership, a narrow focus and a
predominantly Christian ethos. It also had a 'socially homogenous group of founder

members'. (p1364) In my experience, the people involved in hospices today; fundraisers,
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trustees and volunteers all appear to belong to a fairly similar narrow social group,
(characterised as white middle class). Gunaratnam (2000) identifies that the way hospices
have developed in relation to people with cancer has also
“meant that relatively small groups of people from 'ethnic minority’ groups
have used palliative care services in Britain." (p148).
Randhawa & Owens (2004) have identifted that the current provision of palliative
care services to minority ethnic groups may be regarded as “Culturally insensitive” (p20)
for a number of reasons including:
“History and perception of palliative care services as only being available to
white, middle-class patients” (ibid).
Gatrad & Sheikh (2002) stated:
"Hospices conjure up visions of secular or Christian organizations. There is
thus a need to ensure that all communities are aware of hospices and their
role in providing palliative care for all patients, irrespective of their religious
beliefs.” (p597)
These authors also indicated there have been some 'improvements in awareness of services’
and possibly service provision in the last few years. It remains a challenge to ensure there

is equity of access for all service users regardless of colour or creed.

Thomas (2003) identified the emergence of the "palliative care movement" (p19) as being
due to concemns being raised about 'care at the end of life' either at home, or in institutions.
In addition, she states this growth of the palliative care movement was about the medical

profession responding to the increasing demand for euthanasia; a point also made quite
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forcibly by Lawton (2000) when she states

" ...proponents of hospice and palliative care are fundamentally opposed to

euthanasia.” (p179).

In line with this view doctors working in hospices have responded to patients in pain by
developing new ways of administering analgesia, so that patients can remain alert and make
‘choices' (Twycross,1997). Multi-disciplinary team working has been instigated so that
other professionals like social workers, counsellors and clergy are utilised to provide a
'holistic' approach to patient care (Faull & Woof, 2002). The palliative care movement

therefore sought to differentiate itself from mainstream health care (which it viewed as

paternalistic and not working).

Authors within the field of medical sociology have long debated the role of the medical
profession within society. The most radical criticism was from Ivan Illich (1976) who
argued that the wider influence of medical ideology in society has medicalized such human
experiences as birth and death. One way this has been demonstrated is by the large
numbers of people who now die in hospitals or institutions rather than at home which would
have been normal in Victorian times (Field & James, 1993). Other writers also suggest that
death and dying have become taboo topics within western society. Gorer (1965) wrote
about the ‘Pornography of death’, which he described as society's increasing distancing
from death as a natural reality. Philip Ariés (1974, 1981) also examined attitudes towards
death from the middle ages onwards. He suggested that within modern society death has

become hidden away and forbidden, unlike in Victorian times when it was a normal
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accepted part of everyday life. Ahmedzai (1993) writes of the paradox of our western
society with an ageing population, where nobody dies of old age, but of a medical
diagnosis! Thus, the primary activity around dying people has been (and still is) medical.
The hospice and palliative care movement has evolved in order to demystify death and

according to Kellehear (1999) to

"restore the fallen, disempowered, and lonely figure of the dying person"( p175)

Lawton's (2000) study of patient's experiences of palliative care is critical of the whole
notion of hospices and palliative care per se, to be able to truly alleviate suffering. She
reports that much of the literature about hospices has been written by hospice professionals,
(though this is changing) and that this literature presents a somewhat romanticised view of
patients resting comfortably in bed and dying with dignity. This view is in direct contrast to
the reality of death she witnessed where patients were despondent, incontinent, disengaged
from their bodies and supported by bumt-out, exhausted relatives. She indicates that the
"bodily realities of dying" (p179) can have such a devastating impact on the patient that it is
impossible to die with dignity. She recognises the need for people to think of death as
peaceful and dignified. However, there is a danger if the professionals also hold this view,

in that they see themselves as the 'elite’ and as 'specialists' in their field.

Doyle (1998) alludes to this when he suggested that the growth of the ‘speciality’ of
palliative care has offended some people, particularly those who view it as simply an
emphasis on the principles of traditional medicine; i.e. we are doing it already (Field, 1998).

Doyle counters this argument by stating that we live in an age of increasing specialization.
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He also identifies that when creating a specialism, with the resulting body of knowledge;
expertise and experience should enhance the skills of those working in other disciplines,
particularly if the specialists acknowledge their responsibility to share their knowledge and

skills through education and training (Doyle, 1998).

An interesting point to consider here is that the term palliative care is inextricably linked to
the growth of the modern hospice movement; this may account for some of the perceived
tensions within the speciality relating to 'exclusivity' and 'specialism'. Such tensions exist
when specialists suggest to other practitioners that they are ‘better’ at caring for palliative
care patients (Thomas, 2003). This results in practitioners feeling de-skilled or undervalued
and the resulting squabbling between professionals at the expense of patients and families.
Doyle (1998) states that one of the obstacles to the provision of palliative care may be that
some nurses (those who have undergone specialist training!) see it as an exclusive nursing
responsibility. One student during the course of this study suggested she had come across a
form of tribalism' amongst community nurses. This manifested itself as an unwillingness
to refer patients to specialist services (like Macmillan nurses) because they could look after
'their patient' adequately. This is perhaps related to the term used by Nyatanga (2002a)
'‘professional ethnocentrism' which he concludes 1s the

"belief that one's own professional group is superior and better than all the others"
and, that it is characterised by "the need to create professional boundaries" (p316).
In this instance community nurses would see Macmillan nurses as 'specialists' rather than
nurses. Such tensions between palliative care specialists (be they medical or nursing)

continue to exist and possibly mirror the tensions in other arecas of health care between
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specialities e.g. care of the elderly versus cardiology. Tensions also exist between and
within settings e.g. community, acute hospital, and hospices, and may be partly attributable

to funding anomalies, and financial constraints affecting the provision of services and

caseloads.

Despite these tensions within and between disciplines, UK policies and government
initiatives are becoming a driving force for change in palliative care. The Supportive Care
Strategy in England and Wales (2002) led by Professor Mike Richards, includes provision
for the education of community nurses in palliative care and the phased introduction of the
‘Gold Standards Framework® (GSF). The aim of the GSF is to

"Support, encourage and enable primary healthcare teams to develop improvements

in the supportive care of patients in the last stages of life"  (Thomas, 2003, p177).
The GSF has been piloted in 12 GP practices in Yorkshire and is now being rolled out to
others across the United Kingdom (Thomas, 2003). One of the benefits has been the shared
working between palliative care specialists and generalists and a real commitment to
improve communication and team working. This can only advantage patients and families
and may prove to help eliminate some of the historical problems within palliative care

relating to exclusivity, and a lack of knowledge amongst generalists.

According to Thomas (2003), 75% of in-patient hospice units are voluntarily and charitably
funded. There is currently a funding crisis and many hospices are being forced to close

beds and turn patients away. Hospices are now actively trying to discharge patients; the

" During this study two of the three hospices supporting CHE experienced considerable financial
difficulties resulting in cutting of services and reduced numbers of beds,
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average length of stay is now 2 weeks (NCHSPC, 2003). A further contention around
hospice care has arisen regarding the way patients are accepted (or not) for admission.
Most hospices have a small number of in-patient beds and cannot possibly provide this for
all those who need it. Lawton (2000) recognised similar changes in admission procedures
whilst she was carrying out her study, stating that the hospice appeared to be treating the
more difficult cases requiring symptom management and that there were economic tensions
in attempting to discharge patients. Hospices try to provide outreach services in the form of
day care and education so that the hospice philosophy is transferred to other settings such as
the home. However, a recent National Patients Survey has identified many inequities
around the provision of palliative care services (Cancer Voices Programme & Cancerlink
www.macmillan.org.uk ).  In addition, with hospices being selective about which patients they
will accept (some will not accept patients unless they have a cancer diagnosis) it has been

suggested that hospices may be seen as elitist because they have had a lower proportion of

patients from the lower social classes.

Higginson et al., (1999) investigated whether social factors affected where people die (in
relation to cancer deaths) in the United Kingdom. The results demonstrated a small inverse
correlation between social deprivation and home deaths. Grande et al., (1998) also
considered whether certain groups of patients were at a disadvantage when it came to
accessing palliative care services. Their results demonstrated that patients in higher socio-
economic groups were more likely to die at home and to access palliative home care. Other
studies have focussed on the provision of specialist palliative care to different ethnic groups

(NCHSPCS, 1995; Firth, 2001; Jack et al., 2001; Randhawa & Owens, 2004) with recent
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studies offering recommendations for the provision of ‘culturally sensitive palliative care’

(Nyatanga, 2002b, p246).

White (1999) argued that advances in medical treatments and technology have caused a
shift to a more interventionist approach within palliative care which in turn may "direct the
focus away from the fundamental philosophy of holistic care” (p108). If palliative care
returns to a disease-centred medical model then the initial values and philosophy inherent
within the speciality will be lost. Lawton (2000) has already identified the stress caused to
hospice staff of having to reconcile their goals of providing a “safe haven” (p 20) with

managerial objectives of cost effectiveness and efficiency.

72 Palliative Care Practice in the 1990's & Beyonc

In May 2001 NCHSPCS produced a briefing paper entitled "What do we mean by palliative
care?" This was in response to recent government papers such as the NHS Cancer Plan for
England (DoH, 2000) and other initiatives such as National Service Frameworks (NSF's),
which will affect how care is delivered, and organised. The NCHSPCS adopted "new
approaches to defining services" (p2) and concentrated on defining what should be

provided. This paper stated that the WHO (1990) definition of palliative care was still

relevant but adds that this is also applicable to patients with a

"Non-cancer diagnosis, as well as those with cancer" (p3).

In addition, this paper made a distinction between general palliative care and specialist

palliative care.
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"General palliative care can be defined quite simply as palliative care provided
by the patient and family's usual professional carers as a vital and integral part

of their routine clinical practice. 1t is informed by a knowledge and practice of

palliative care principles”" (NCHSPCS, 2001, p3).

This statement recognised that many health professionals provide palliative care in a variety

of different settings as part of their everyday work. In contrast to 'specialist palliative care,

this was now defined as:

“palliative care provided by health and social care professionals who
specialise in palliative care and work within a multi-professional specialist

palliative care team" (1bid).

Nurses working in a hospice setting and Macmillan nurses would therefore be defined
within this category. The NCHSPCS have also issued a briefing paper to discuss the
provision of palliative care for adults with non-malignant disease (Addington-Hall, 1998).

This is in response to the growing demand for palliative care services (Thomas, 2003).

The rapid growth of palliative medicine in the United Kingdom reflects the great increase in
patients requiring palliative care, similar increases have been noted worldwide (Billings,

2000; Singer & Wolfson, 2003). Lloyd-Williams & Field (2001) indicated that over 90% of
hospital beds in the United Kingdom are occupied by patients with a disease other than

cancer which is life threatening and chronic, these patients require palliative care.

There is a danger however of palliative care becoming a two-tier system as reported by
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Dicks (1999); cancer deaths account for only 25% of the total deaths (in the United

Kingdom); with the majority of people dying from other causes not accessing palliative care

services. Suggested reasons for this include:

e Fears that existing services would be overwhelmed with referrals.

e In-patient beds would be blocked by chronically sick people rather than the acutely
dying.

e Independent hospices who rely on charitable donations may find it difficult to fund raise
for less emotive (than cancer) conditions; and

e fears that the needs of cancer patients would be neglected.

(Dicks, 1999. p133.)

Dicks does agree with the reasons for such concerns nevertheless she is adamant that

"4ll patients in need of palliative care expertise should receive it" (p134).
Her suggestion is that there is a difference between those who require the 'palliative care
approach’ and those who require 'palliative care services'. If the former group had access to
a palliative care expert who would provide time limited consultations, then this may be

sufficient to meet their current needs; whilst allowing those with longer term or chronic

needs to access more comprehensive palliative care services.

The House of Commons Health Committee is currently inquiring into the provision of
palliative care by the NHS and independent services in England (2004). There will be a
cross-party committee of MPs, which is independent from government. Areas to be

examined include: issues of patient choice; equity in the distribution of provision; financing

of services.
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(Source: New inquiry - Palliative Care. The United Kingdom Parliament: Press Notice, 23™ January 2004

HospiceUK [hospiceuk@hospiceinformation.info))

A final point to consider is that as the amount of money and time spent on palliative care
increases it is in danger of being subsumed under the auspices of 'cancer care'; which has
already been identified by government policies as high priority. This threat has been
highlighted by various pressure groups including NCHSPCS (2001). To alleviate this
threat, all those working with patients and families who require palliative care need to have

a good knowledge of what determines palliative care, what services are available and to be

able to provide them effectively and efficiently. Putting this into practice requires ongoing

education.

1.73 Palliative Care Education - Theory & Practice

The term "palliative medicine” was not recognised as a medical speciality in the United
Kingdom until November 1987 despite the history of the hospice movement and subsequent
educational programmes developed by hospices in-house (Scott et al., 1998). Since 1987,
there have been recognised training programmes in palliative medicine and a higher profile
in undergraduate medical education in the United Kingdom (Smith, 1998). Conversely,

according to Lloyd-Williams & Field (2002) there is little evidence of palliative care

teaching to undergraduate and diploma level nurses. In fact, the paper further asserts:

"Medical students appear to be receiving more teaching and training in

palliative care, nursing students appear to be receiving less" (p592).
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The NCHSPCS (2002) has expressed concern about the paucity of palliative care education
in pre-registration nursing programmes and made some recommendations of the minimum
elements to be incorporated into programmes of basic nursing education. These include
nurses being made aware of the role and functions of the palliative care team; and a basic
understanding of the psychological support needs of palliative care patients and their carers.

Ingleton & Seymour (2004) note that palliative care education is inadequate in

undergraduate training in the UK and that as the need for it increases due to the growing

demand for care

“For those patients with chronic, life-limiting diseases, palliative care

education should take greater prominence than at present” (p581)

Faull & Woof (2002) identified the importance of the "palliative care approach to
patients"(p.vii) and noted its increasing prevalence for example as a taught and examined
subject in the medical curriculum. The Cancer Relief Macmillan Fund established in 1911
has played a vital role in helping to develop cancer and palliative care services by providing
funds for education and training, which are available to both doctors and nurses. This
charity continues to fund education, training and research programmes as well as specialist
nursing posts throughout the United Kingdom (Macmillan, 1999). In 1990, Macmillan set
up a national network of Macmillan general practitioner clinical facilitator posts (GPCF's).
These posts were accepted by experienced GP's whose role was to work as an educational
resource in primary health care teams (Cox et al., 1995). The impact of this role has been
evaluated both nationally (Shipman et al.,, 2003) and locally (Noble et al., 2003). Both

evaluations indicated the need for the continuing education and support of those providing
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palliative care.

According to Coles (1996)

"Theory and practice are not separate within palliative care: they are

integrated” (p97).
Education is a dynamic process. In collaboration with a variety of health care providers,
CHE offers students undertaking educational courses the opportunity to undertake periods
of supervised practice in placements where specialist palliative care is provided. Students
may already be providing general palliative care in their own work setting. However,
offering an opportunity to work with specialist palliative care practitioners enables them to
broaden their knowledge and skills base, and network with a variety of different people
from the multidisciplinary team. Evidence from previous research (Macleod et al., 1994:

Cantillon & Jones, 1999) suggests that this is essential if students are to make sense of

education and apply it to their own practice.

CHE believes that education in palliative care is a necessity for all those involved in caring
for palliative care patients in any setting (CHE, 1998a). Good clinical practice is
inextricably bound to education, so one cannot develop without the other. Some palliative
care education programmes in other areas of the country (particularly those to qualified
nurses), are unable to offer specialist practice placements (Langton et al, 1999). The
philosophy of CHE is that the practice components of the course have an equal value with
the theoretical components. This philosophy is supposedly widespread within nurse

education, although in my extensive experience with several higher education providers this
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philosophy is often only paid lip service to, and does not easily translate into the everyday
work of nurse teachers. An education commission chaired by Sir Leonard Peach (UKCC,

1999) stressed the importance of integrating theory and practice in the education of pre-

registration nursing students. I would suggest this is equally relevant to qualified nurses

undertaking education, because nursing is a practice-based profession.

Governing bodies such as the United Kingdom Central Council for Nursing Midwifery &
Health Visiting (UKCC) agreed that the practice of nursing is as important as the
theoretical components (1999). The English National Board for Nursing, Midwifery &
Health Visiting (ENB) was responsible for accrediting pre-and post registration nurse
training programmes (up to March 2002) and stipulated the number of hours that must be
spent in clinical practice settings. However, the emphasis for qualified nurses has
traditionally been on obtaining academic qualifications. Nursing has moved from a more
practice based training programme to one with a more academic basis. This was due to the
changes in nurse education instigated by the 1984 UKCC project concerning nurse
education and training, which became known as Project 2000 (James & Jones, 1992).
Implementation of the project 2000 training programmes for nurses began in the early
1990's. This shift from practice to theory has led to criticisms by some nurses that practice
has become devalued (UKCC, 1999). In practice, in my experience, many higher education
post-registration nursing courses offer little experience of practical placements, on the
premise that the nurses who attend are practising nurses anyway. In this way assumptions

are made about the 'quality’ of their practice settings i.e. the assumption being they are

supportive learning environments, which is not always the case (ibid).
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Within palliative care education, it appears to be even more difficult to obtain practice
placements due to the specialist nature of the practice, a point made by Langton et al.,
(1999). In higher education, the importance of practice was highlighted by the Dearing
report (1997), which stressed that higher education should properly prepare all students
with the skills and knowledge for the environment in which they would ultimately work,
thus increasing their employability. Up to date relevant skills and knowledge are especially
important for those working in health care settings, where multi disciplinary teams are

required to work together to deliver quality care; which will ultimately benefit patients and

their families (DoH, 1998).

The CHE approach to practice is to recognise the student's experience, and to organise a
practical placement, which is individually tailored to that student's leaming needs., This
has two demonstrable effects, one being to raise the profile of practice and the other to
recognise that students are often working in highly stressful/pressured working
environments. Therefore leamning needs to be seen (by the student themselves) to be
meeting their individual needs. Visiting a new area can help students reflect on how
theory is applied to practice whilst being away from the stresses and strains of their own
job. This affects unqualified staff (who are also offered placements) as much as qualified
nurses. In my view, such approaches to palliative care education must be evaluated, to

ensure that they are improving the care; which is delivered to patients and their families.
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74 Researching Palliative Care Educatio
In 1994, Webber stated that in the field of palliative care, research to benefit practice and
education was only just beginning to emerge. Reasons put forward for this paucity of

research include a lack of resources, lack of knowledge e.g. few of the staff involved in

palliative care had the exposure to research assumptions and methods. In some cases

there was a feeling that:

"Key research should be conducted outside the area of late stage disease and

its palliation” (Ford, 1996, p182).

This morality argument about whether it is ethical or not to conduct research on dying

subjects, still exists and is one argument which continues to be put forward by
practitioners who fail to carry out research projects (Field et al,, 2001). Wilkes (1998)
examined research in palliative care in the United Kingdom over a ten-year period and
noted the importance of recognising the skills and expertise of nurses in this area; and of
demonstrating a link between the care nurses give and patient outcomes. More recently

Froggatt et al., (2003) examined qualitative research in palliative care between 1990-1999

and noted that:

"...qualitative research in palliative care has the potential to make significant
contributions to practice." And "The development of practice can be
enhanced through qualitative methodologies and further endeavours should be

made to develop this approach within palliative care research.” (p104).
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Corner (1996) established a strategy for palliative care research, she noted it needed to be
collaborative, multi-method and engage consumers of services, research subjects and
professionals in all aspects of the research. This study strives to meet this challenge.’
Doyle (1996) stressed that palliative care is the "right of every patient” (p 91) and that
appropriate education and research is required in this field. The question being, what is
considered as 'appropriate' education? This question has not really been fully explored by
writers in the field of palliative care education either nationally or internationally;
although recent studies have identified some common themes such as it being multi-
professional and collaborative (Langton, et al., 1999, Dowell 2002). This study aims to
fill the gap as to what might constitute appropriate education, particularly in relation to

what can be expected to be achieved. Froggatt (2002) stated:

"Some initiatives (Kenny, 2001) with a clear educational focus do address this
in choosing strategies that are explicitly collaborative with the participants

and integrating practice experience with the theoretical input, but these are

the exception” (p138).

Interestingly in England the NHS Cancer Plan (DoH, 2000), established a need for basic
palliative care education for district and community nurses to enable more patients with
advanced cancer to be nursed in their own homes. A total of £6m over three years has

been made available to fund educational programmes in 34 cancer networks across

m—m—_—__
" In this study [ have taken ‘consumers of services' to mean students who were consumers of education at

CHE, as opposed to patients.
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England. A national evaluation of the project is being carried out over a three-year period
funded by the Department of Health and led by a team at King's College London (DoH,
2002).° That evaluation project is similar to the study reported here in that it considers the
views of participants and stakeholders, and aims to assess outcomes of the education

(Shipman, 2002). It differs, in that it seeks to identify the ‘support and resources’ needed

by district and community nurses in providing palliative care.

One assessment of the impact of these educational programmes will be by the proportion
of cancer patients dying at home, in hospitals and hospices (ibid). A criticism would be
that place of death, may not always explain the "choices" available to patients. For
example: a patient may wish to die at home but the support services may not be available,
including social care as well as nursing care. A frequently reported problem encountered
by community staff is the difficulty in accessing out of hours drugs and equipment (DoH,

2002). Additionally, not all patients choose to die at home, although the evaluation team

acknowledges this fact, in the initial report (DoH, 2002). The impact of the programme

would also be assessed on the knowledge, confidence and perceived competence of
district nurses, although how this would be done has not yet been publicised. It should be
noted that this is the first national evaluation of palliative care education programmes in

the United Kingdom; the final report will be completed in summer 2004.

This national evaluation programme will try to:

"Identify and categorise the range of educational models and methods of

* See final chapter, as a result of this PhD study I am now leading the Greater Manchester &
Central Cheshire cancer networks' evaluation strategy of the district nurses' education pilot

project.
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delivery” (DoH, 2002; p16).
as well as, outlining the participant's and local stakeholder's views. It fails to explain the
purpose of identifying what is currently available, or whom that information will be made
available to. The NHS Cancer Plan (DoH, 2000) acknowledges the importance of
meeting local needs for cancer treatments, and education and training, therefore it may be

assumed that current local education and training provision is aimed at meeting local

needs.

Sheldon & Smith (1996) suggested that evaluation of the outcomes and processes of
palliative care education "was in its infancy” (p104). The World Health Organization
(1989) stated that palliative care should be a compulsory part of courses leading to basic
professional qualifications, (including medicine, nursing, health and social care). In
addition, the Calman-Hine report (1995) indicated that education is a vital component in
the delivery of palliative care. Therefore, provision must be made for it in a network of
cancer care services in England and Wales. Hillier & Wee (2001) argued that as most
people who die have some contact with health professionals, all health professionals
should therefore have some education in palliative care. They also suggest that the
responsibility to provide such education lies with the specialists who are practising it. A
point agreed in principle by the stakeholders and trustees of CHE (Cheshire Hospices

Education, Mission Statement; 1998). Cooley (2003) indicated that:

"People with palliative care needs are nursed in every clinical setting by every

level of nurse. Expertise in palliative care is probably one of the most
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important skills in nursing and should be core to every nursing curricula”

(pS).

Thus, there is a need for education in palliative care and it is a growing and developing

speciality. Sentilhes-Monkam & Serryn (2004) state:

Research into palliative care is essential to improve both the care provided

by, and the technical and interpersonal skills of, healthcare professionals”

(p23)

The need for palliative care is increasing due to demographic changes, i.e. the increasing
age of the population, plus the higher incidence of cancer and other chronic diseases in
older people (Calman-Hine 1995). The importance of palliative care is being recognised
amongst health care professionals as principles of care, which can also be utilised with
clients suffering from other chronic diseases apart from cancer (Faull & Woof 2002,
NCHSPCS, 2003; Thomas, 2003). Therefore, the demand for palliative care education is
also growing. However, Sneddon (2001) warns against the provision of more education
requiring additional funding. She states quite simply that education needs to be more
"effective” in order to improve palliative care. Sneddon (ibid) indicates effectiveness may
relate to prolonged courses of study, which enable deep and critical reflection, and the
sharing of ideas with others. In addition, the development of effective communication
skills (seen to be a basis for good practice) requires education and practice, with
feedback over a period of months. Prolonging education may cause conflict with
managers who are under increasing pressure to demonstrate higher numbers of employees

with relevant qualifications (including palliative care), to fulfil government targets and
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reduce current vacancies. Interestingly, Sneddon further comments that practitioners and
managers share the "same responsibility,” in ensuring that the educational goals of a
programme meet the needs of the service. This is one way of assisting practitioners in

implementing any future changes to their practice as it quite rightly suggests managers

need to be supportive of educational goals and possible future changes.

1.8 A Justification for Evaluation of Education in Palliative Care

The crux of the problem seems to be how will we know whether education is effective or
not? Currently, quality assurance within higher education in the United Kingdom is

regulated by the quality assurance agency (QAA). Conversely, as funding arrangements

are based on the achievement of QAA standards, some questions have been raised about
the rigour of such procedures in some establishments (Daily Telegraph, 2001). The
bureaucratic nature of the current inspection procedures and the need to offer consumers
of services some objective measures of quality; reflects the reality of the problems of
attempting to demonstrate robust standards. Such difficulties have been grappled with by
evaluators in the field of education over many years (Aspinwall et al., 1992; Popham,
1993). Equally, educational establishments, who are linked to, or part of, higher education

provision, do not always provide palliative care education. Therefore, the question is who
would be deemed responsible for regulating the quality of education provided by these

establishments, given that higher education has no jurisdiction here?

Rigorous evaluation strategies need to be developed, that will provide accurate evidence
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about the standard and quality of palliative care education programmes (Robbins, 1998).
An important point to note however is that education may, in itself, be regarded as

insufficient. Educational programmes can have the highest standards and be of excellent

quality but unless what the student has learnt is put into practice, essentially the

education could be deemed to be of little use. This is particularly relevant in the National
Health Service where there is a drive for evidence-based practice in health care, through

such initiatives as clinical governance, audit and national service frameworks (DoH,

1997). Jordan et al., (1999) identified a:

"Lack of empirical data supporting the links between taught courses and

clinical effectiveness"” (p797).

They further suggested that as educational courses proliferate, stakeholders require the
results of reliable, relevant, and valid evaluations to inform their purchasing decisions.
Wilkinson (1998) purports:

"Palliative care patients have as much right as others to receive the most

appropriate care” (p160) and that such care is evidence-based.

Clark (2000) writes about the remit of educationalists, nurse managers and practitioners to

create a ‘research culture’. She also considers that nurse educationalists have a particular
responsibility to assess the needs of students, outcomes of education and evaluate the
teaching and leamning strategies they use. She acknowledges the use of ‘goal-free

evaluation’ research to answer these questions and identifies it as a holistic, creative
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approach that takes time and is costly. I consider my responsibility to provide evidence

that teaching is effective as part of my role as a teacher, this evaluation study partly came

about because of my belief in the value of this.

This study investigated whether students have put into practice what they have leamnt and
whether such practice was sustained. Effectiveness was deemed to be the practitioner's
views of how they have made changes in how they practise and what new skills they can
perform. (Such evidence needed to be corroborated and I will identify how this was
done). Improvements may be demonstrated as cognitive, motor or affective skills. It was
anticipated that students would be able to identify improvements in all three domains, as
the curriculum encouraged them to critically reflect on their development. A further

important aspect was the potential to encourage greater confidence and personal growth in

the students through participation in education,

"Which can have a positive impact on care provision”,
(Loftus & Thompson, 2002 p.354).

Ingleton & Seymour (2004) identify there is little evidence of the effectiveness on
practice of palliative care education. However, they have recognised the difficulties of
conducting such studies due to the ‘methodological challenges’ researchers face in
conducting any research in palliative care. They articulate the view that

“Perceptions of increased knowledge, self-confidence and attitude change are more

reliable (and meaningful) than measurable differences, there is substantial evidence

to support the effectiveness of education in palliative care (Kenny 2001; Dowell
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2002)” (p584)

Much of the research about palliative care education has focused on medical students and
doctors (Lloyd-Williams, 2001), although evaluation of palliative care education has been
undertaken with both medical staff (Macleod et al,, 1994) and qualified nursing staff
(Faulkner, 1992; Faulkner & O'Neill, 1994; Hopkins & Field, 1997). Conversely, these
studies have tended to concentrate on enhancing communication and collaboration
between hospital and community based staff, or in demonstrating differences in
confidence when dealing with physical or psychological symptoms. None of these studies
considered the effects of education over a significant time period i.e. more than three
months. An evaluation study by Webber in 1991 used a qualitative approach to assess
nursing student’s perceptions of the value of palliative care education. There were some
attempts to integrate theory and practice however there was no evidence of whether the
student's reported perceptions could be corroborated (Langton et al.,, 1999). A more
recent study of education in palliative medicine by Rawlinson and Finlay (2002) also
strongly advocated the use of formal evaluation for educational programmes as well as for
clinical interventions. Wilkinson et al,, (1999) reported on a longitudinal study of the
impact of communication skills training workshops, which had significant benefits on the
participants' abilities to communicate more effectively post training. A later paper
(Wilkinson et al.,, 2002) identified an ‘integrated approach’ to skills training being used

and that opportunities for "reflection and self-critiqgue” (p737) seemed to be important

factors in improving the confidence of the participants.
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MacDougall et al., (2001) described an evaluation of an interprofessional palliative care

education programme which attempted to:

"Explore the main issues in delivering care to individuals with palliative care

needs and their carers” (p 29).

One of the evaluation tools used in that study was a pre and post course reflective diary

where participants had to reflect on their practice with an emphasis on their

communication skills. However, this was voluntary and the authors noted:

“evidence from the reflective diaries was difficult to evaluate, not least
because only eight participants took part in the first exercise (pre-course) and

of these, only two participants took part in the second (post-course) exercise.”

(p 27).

The results from the above study indicated an increased knowledge about palliative care,
more confidence and competence in collaborating with other health professionals and an
enhanced ability to communicate with service users. The evaluation recognised the
continuing need to provide flexible and creative educational programmes to meet the
needs of participants. Interestingly, the authors recommended that in future the reflective
diaries should be a compulsory element of the programme, thus recognising the
importance of reflecting on practice, to identify improvements that participants may make

to their own practice. The educational model devised from this evaluation study (see
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page 234) encompasses both of these elements 1.e. meeting the needs of participants and

developing reflective practitioners.

Froggatt (2000), reported on an evaluation study of a palliative care education programme

for qualified staff in nursing homes in the North West of England. Froggatt's
recommendations indicated that further evaluative work:

“which is methodologically rigorous and where possible gathers baseline data

is essential.” (p.146).

This study meets those recommendations, and commenced sometime before Froggatt
published her work. It is interesting to note that other authors in this field have
highlighted the very real problem of putting education into practice. Hutchinson (1999)

purports the link between education and practice is the:

"most difficult link to make" (p1268).

The uniqueness of this study is in tackling the challenges of providing meaningful reliable

measures that will inform the debate about evidence-based practice in palliative care

education.

Billings & Block (1997) reporting in an American Journal identified a number of

principles relating to palliative care in undergraduate medical education, Principle 15

stated:

"Educational programs should be evaluated using state of the art methods"

(p737).
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However, the one paragraph related to the above statement identified student outcomes,

patient and family satisfaction with care, and costs, as the things which should be

evaluated (measured). Plus:

"descriptions of and course materials from successful educational programs

should be broadly disseminated” (p737).

There are no suggestions as to what makes a successful course, nor how this evaluation
would be carried out, or what state of the art methods would be used! Machin (1997)
stated that all educational initiatives should be evaluated. Whilst, Jodrell (1998) and
Robbins (1998) identified that there are a lack of systematic evaluations of palliative care

educational programmes. Jodrell (ibid) suggested this may be due to the fact that

palliative care is an emerging field. Robbins further states the importance of research:

to advance a sophisticated and rigorous approach to palliative care

evaluation' (pl47).

Froggatt (2002) has identified the need to:

"evaluate the evidence being offered within educational courses" ( p158).

Therefore, this study researching palliative care education will become part of the

evidence base of palliative care itself.

A key finding from the research project of Langton et al., (1999) was that there is a lack
of reliable studies providing valid evidence as to the effectiveness of palliative care (and
cancer care) education and its subsequent impact on patients. A recommendation from
that study was that further empirical work was needed, to assess the longer-term

effectiveness of educational programmes. This study will endeavour to meet that need.
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A further review of the international literature has revealed a Canadian pilot study,
(Kristjanson et al., 1997), which has some initial similarities with the intentions of the
study reported here. That pilot study was concerned with the evaluation of an

interdisciplinary training programme to improve the quality of care of patients with H.LV.

Three aspects of the programme were evaluated:

1. The effect of training on knowledge and attitudes of health professionals.

2. The effect of the training programme on “care practices of health

professionals trained.

3) Satisfaction of the volunteers with the volunteer component of the training

programme.

(Kristjanson et al., 1997, p9). (* My emphasis).

However, on closer examination the target group, setting, and emphasis on quantitative

data collection is different to that of the study described here. The changes in ‘care

practices’ were not discussed in any detail either.

1.9 Key Issues Which Affect Palliative Care Education.

A review of the literature has indicated how palliative care has developed and the way this
development has been closely linked with the hospice movement. However, the demand
for palliative care is escalating due to an increasing ageing population and advances in

medical technology, but also to changes in the way palliative care is defined. Newer
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definitions of palliative care encompass a much wider range of diseases and conditions,
(WHO, 2001), this creates an increase in demand for the provision of palliative services.
The need for healthcare to be accountable and for services to be efficient and effective is a

prerequisite of clinical governance. So too is the need to provide equitable access to

services for all users.

Stiernsward (1996) indicated the need for high quality palliative care to be freely

available to the population and further states 1t 1s a key responsibility of service providers
to provide such education. As the demands for palliative care services increase so too will
the demands for quality education to support practitioners. However, the provision of
more education is potentially unlikely to make a difference to practice as outlined by
Sneddon (2001). Therefore, the emphasis needs to be on providing 'more effective
programmes' of education. Effectiveness like quality is a term that can mean different
things to different people; however, if educational programmes are to meet the needs of
stakeholders they need to be properly evaluated. As already indicated, there is lack of
reliable studies providing valid evidence as to the effectiveness of palliative care (and

cancer care) education and its subsequent impact on patients (Langton et al,, 1999,

Ingleton & Seymour 2004).
Corner (1999), has identified that nurses are:

"particularly well placed to take a lead role in the emerging research and

practice development agenda for palliative care" (p185)

I would suggest this study may become part of the practice development of education in

palliative care, for several reasons:
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o It provides sound reasons for the need to evaluate education in palliative care.
e It identifies how to do that by providing a model of palliative care education

which can be used as an evaluation framework.

e It has been tried and tested on stakeholders involved in palliative care education.

e It mirrors the philosophy of palliative care itself in that it is multi-professional in
orientation, multi-modal in delivery and emphasises process and outcomes of care

because of the emphasis on the application of transferable skills to practice.

1,10 Cheshire Hospices Education as a Palliative Care Education Provider

As a service provider, CHE has taken on board the challenge to provide education in
palliative care; whilst recognizing the need to provide appropriate evidence of
effectiveness. I was appointed as evaluation project leader and have been instrumental in
developing multi-collaborative evaluation strategies in order to determine whether
educational programmes are effective. This appointment was undoubtedly influenced by
the good working relationship already established between the CHE team and myself, I
acted in a 'link nurse teacher' role, over a number of years at one of the hospices, and had
previous experience of working as a teacher with the Director of Nurse Education at CHE.

Furthermore, I had already demonstrated effective research skills in my work completed

at masters' degree level on evaluation.

A variety of evaluation tools were used for this research study, the evaluation strategy
adopted will be discussed in detail in chapter 3. The rationale for the research perspective

chosen i.e. action research is considered in the following chapter, which also considers
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how evaluation has evolved as a discipline. This serves to identify the philosophical

stance, which has been adopted in this study and sets it in a paradigmatic context.

Summary

e Palliative care is a growing speciality due to demographic changes and the
increasing numbers of people who are dying from chronic and terminal illnesses. The
World Health Organisation (WHO) and National Council for Hospice and Specialist
Palliative Care Services (NCHSPCS) have provided definitions of palliative care and the
palliative care approach. (1990, 2001). These definitions are used to guide practitioners
in the planning and delivery of care to patients and their families.

. Some of the tensions within palliative care have been outlined such as the
development of a speciality which may be seen as ‘exclusive’ and the need to provide
accessible equitable care to all ethnic groups.

. The purpose of this study was to determine whether palliative care education is
effective, particularly in how it affects student’s practice. A review of the literature
suggests evaluation of palliative care education has been minimal, and to date has been

lacking reference to long-term practice. There is a lack of methodological frameworks for

conducting such evaluations.

. This study is unique in attempting to provide meaningful reliable measures about
the effectiveness of palliative care education in both theory and practice. It is envisaged

that this work will inform the debate about evidence-based practice within palliative care

education.
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e It provides sound reasons for the need to evaluate education in palliative care and

provides an evaluation framework in which to do it.
° A paper describing this study has been published in an international journal
(Kenny, 2001), and papers and posters have been presented at various United Kingdom

nursing and education conferences describing the evaluation strategies in use at CHE (see
appendix 3).

® I have a history of successfully working as a nurse teacher supporting student nurses

working in a hospice setting and have a relevant background in research and evaluation.

Cheshire Hospices Education (CHE) has appointed me as their evaluation research officer

to provide evidence that the education offered by them is effective; if not to suggest

recommendations as to how to make it so.
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CHAPTER TWO

The Research Perspective:
Action Research / Action Learning & Evaluation

2.1 Introduction

The purpose of this chapter is to provide further context for the study reported here. Such
context includes the emic perspective, i.e. the "insider view" or, "voice" of the researcher.
In order to do this an autobiographical account is presented, which seeks to demonstrate the
interdependence of the disciplinary perspective of myself as the researcher with the research
question. In any research, it is important for the researcher to clearly justify their reasons
for choosing the particular approaches that move them from the research question to the
study itself. It is necessary to outline the philosophical stance taken and how it has been

applied. These points will be clarified and the justification for using an action research

approach will be outlined.

This chapter additionally considers the concept of evaluation theory and practice identifying

the way it has developed in health care and education. This assists in embedding the

concept of action research into evaluation practice, which is what this study was concerned

with.

2.2 Autobiographical Account - The Emic Perspective

I have been involved in nurse education for twenty years as a practising nurse teacher. In
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order to qualify as a nurse teacher it was necessary for me to become a registered nurse
demonstrating competence clinically, as well as undertaking specific teacher training. Ialso

possess a degree in health promotion and a masters' degree in health. My masters' thesis

looked specifically at evaluation in health care and the need for further education/training in

this subject for health care practitioners.

My philosophy of education was initially influenced by my late mother; she believed
passionately in the value of all education and encouraged me to learn in my formative years,
I am most grateful. Later, I was influenced by the work of Friére (1972, 1976) Rogers
(1967, 1983) and Heron (1973, 1977, 1978, and 1981). Friére believed in the ability of
education to emancipate people and to significantly change the relationship between teacher

and students to one where both have responsibility for learning. Carl Roger's (1983) work
was important in providing me with a framework through which to value the contributions
of students and it enabled me to recognise my development as a 'humanistically orientated
teacher’. This allowed the 'facilitation' of learning to become a priority within my teaching,
i.e. a consideration of the process rather than merely the end result. The relationship
between teacher and student becomes more of a partnership with recognition that both leamn
from each other. This notion of 'student centred' leaming recognises that students are
capable of planning, implementing and evaluating their own leaming. This is an important
skill for student nurses to learn, as they will be eventually responsible for planning,
implementing and evaluating care, Heron's work on the conscious use of the self enabled
me to develop interpersonal skills, which were an asset to me both clinically (in nurse

patient interactions) and in classroom situations developing experiential learning activities.
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Throughout my teaching career I have had a tendency to gravitate towards the 'why not?

questions and been willing to take risks in developing leaming activities which would prove

meaningful as well as memorable to students. For example: I introduced team building
exercises early in the curriculum for new student nurses. This had the effect of raising
important questions about working as part of a team, something the majority of them would
be actually doing, as qualified nurses. Equally, it assisted them in their new role of
"student" by helping them to get along with others in their group. I have been attempting

throughout my teaching career to allow students to think more creatively about the tasks

that nurses do, moving away from stercotypical images to the actual reality of the job.

This practical slant and urge to make learning meaningful is I am sure about nursing being a

practice-based profession. Nurses do things to and with patients and their family, so the

application of theory to practice has always been a high priority of mine. It is a driving

force and a personal philosophy that learning should serve to enhance the care that patients

receive.

I have also been lucky to work with a variety of colleagues and peers who acted as
supporters or mentors. My involvement with qualified nurses, who were studying again
after a long absence, enabled me to practice my facilitation skills, They were highly
motivated yet anxious and uncertain as to whether they could cope academically. I was
able to reflect on my own journey along the path of lifelong learning, looking for

similarities with them. Learning to reflect has proved to be a very useful skill, which has
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helped me to grow both personally and professionally (Schén, 1983, 1987; Gibbs, 1988;

Johns, 1995). The use of 'reflection' has been a significant part of this study, and this will

be explored in more detail in Chapter three.

I find interactions with students highly satisfying and aim to stimulate in them a questioning
approach to the subject. Practising nursing is about 'valuing' people, treating them as
individuals and helping them to achieve their potential. I believe the same qualities are
required in teachers and that having those qualities assists students and teachers to learn
from each other and hence make the most of all learning encounters. I also believe that
learning should be fun for all those involved and that it is a lifelong task. These beliefs
affect how I teach, both in the choice of methods and approaches used and how I behave in

the learning environment, whether as a teacher or as a student.

My past and present experiences in nurse education and clinical seftings are continuously
shaping the way I interact with the world of nursing. Such beliefs also affect me as a
researcher. The choice to undertake action research was most definitely influenced because
it is a method, which blurs the boundaries between researchers and researched, with

collaboration and co-operation as key themes (Waterman, 1995a). It is also primarily

about:

"doing, and is an approach which has the potential to generate knowledge
about, and promote change in nursing practice and service delivery"

(Mathieson 199§, p3).
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Furthermore, Titchen (1997) makes the claim that action research should help nurses to
empower themselves, and that it is part of the professional role of nurses to research one's
own practice. Although practising predominantly as a nurse teacher, I continue to practise

as a nurse with specific practice hours set aside thus; I also have a responsibility to enhance

my practice as a nurse and a nurse teacher.

2.3 Paradigms of Research

This section discusses my understanding of the research process, and attempts to explain the
methodological reasoning for choosing action research for this study:.

Thomas Kuhn, first mooted the term paradigm, in 1970. He suggested that paradigms might

be loosely described as schools of thought, which determine beliefs, values and how
questions should be answered. He identified that one paradigm is essentially dominant in
any era. He used the term "scientific revolution” to describe when the dominant paradigm
in science is replaced by a new science which then itself becomes dominant until it is
challenged. The dominant paradigm in the natural sciences for a long time was based on a

positivist quantitative philosophy, which states the existence of an objective reality, which

human beings can discover once they set aside their personal biases.

Science in this traditional form has been concerned with defining knowledge, which can be
objectively and independently verified, through a systematic process known as the
“scientific method". This method is sometimes referred to as "logical positivism", it seeks
to measure (quantify), analyse and replicate findings. Philosophers such as Descartes

viewed human beings as existing in a world of objects; there was a belief in a mind-body
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split sometimes known as subjective-objective dualism (Koch, 1999). The underlying
belief systems of those who carry out positivist research suggest that all entities can be
explained by cause and effect, and context free generalisations are possible. The process is
intended to be reliable, valid and rigorous (Streubert & Carpenter, 1999). This positivist
approach to research has been very successful hence its popularity. Within health care
systems (particularly bio-medicine) in the western world it has been, and still is, considered
the "gold standard", for example: the use of randomised controlled trials (RCT) used in
medical/drug research projects. However, difficulties in measuring or explaining some

phenomena particularly those involving human behaviour, have led scientists to look for

other ways to approach their studies (Streubert & Carpenter, 1999, Robson 2002).

Philosophers and social scientists have led the way to explore alternative views of science
in thinking about and conducting research. Loosely grouped under the term interpretive or
qualitative these differing ways suggest that human beings can never be completely
objective and that new knowledge is subjectively constructed. Such subjectivity is
acknowledged and valued as part of, rather than apart from, the scientific inquiry.
Systematic and rigorous methods still need to be employed in order that such studies can be
accepted as "scientific" data (Wilson & Butterworth, 1998). According to Streubert &

Carpenter, (1999):

"Research must be based on a philosophical commitment to discover knowledge using the

means that most appropriately explains the phenomena of interest" (p13).

Robson (2002) indicates that doing research on human beings requires the researcher to
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explore the meanings, ideas, and motivations behind the behaviours of the research
participants. He also states quite rightly in my opinion that
“Different approaches are alternative ways of looking at the world and should
be simply described, rather than evaluated in terms of their predictive power,
explanatory value or truth value” (p.25).
This approach also known as relativist recognises that reality is represented through the
eyes of the participants. The morals and beliefs of the researcher influence the choice of
theoretical frameworks and the role of language is stressed because it is the central
instrument in which the researcher represents the world of the partici<ns1:XMLFault xmlns:ns1="http://cxf.apache.org/bindings/xformat"><ns1:faultstring xmlns:ns1="http://cxf.apache.org/bindings/xformat">java.lang.OutOfMemoryError: Java heap space</ns1:faultstring></ns1:XMLFault>