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Prologue. Travelling companion and journeyman



Prologue.Travelling companion and journeyman

Al dat hout
bij de haard

voor één vuur

warmte Vergt

]'aren groei

willem hussem'

When I moved into my office in the newest section of the Leeuwar-
den Medical Centre in 2005 I gave this this poem a prominent and
permanent place. It can be interpreted in many ways, depending on
the reader’s situation in life. In this office I was going to receive pa-
tients and their families, if I was not going to meet them on the
wards. But it was also going to be a space to meet and work with
colleagues: nurses, doctors, paramedics, fellow healthcare chaplains,
ministers and pastors. I was looking for a balance between profes-
sionalism, art, poetry and symbols. I placed the poem so that it could
be one of the first things that struck a visitor — for one it was a greet-
ing, for another a confirmation of an insight gained, for a third it
might be an encouragement not to give up.

For myself it also referred to the spiritual baggage I was car-
rying at the moment when I chose this new path: healthcare chaplain
in an ambitious, top-tier clinical center. Trained as a theologian I was
aware of the richness and fragility of the Judeo-Christian tradition as

! Translation: all that wood/near the fireplace/for just one fire/warmth
takes/years of growth.
From: Schaduw van de hand, Amsterdam 1965.



an almost limitless storeroom of wisdom and understanding. My
experience as a preacher and spiritual caregiver in geriatric care had
made me familiar with people’s search for meaning, significance,
inspiration and faith when faced with life’s great challenges. That
expertise, including the practical and philosophical wisdom of my
tradition were like a pile of firewood, waiting for the challenge to
make a difference by serving as health care chaplain in this temple of
modern health care. I saw myself as a professional, equipped with the
language of one of the great spiritual traditions, ready to contribute
to keeping the fires burning, in a temple where the priests and
priestesses wear white coats and preach a great confidence in evi-
dence-based medicine.

As a health care chaplain in geriatric care and psycho-
geriatrics I had amassed enough self-confidence to meet that chal-
lenge. I had become impressed on the one hand by the effects I could
have as a health care chaplain on the quality of care for and the well-
being of residents and clients, but also on the other hand by the hard
effort it took in conversations with management or other disciplines
to express clearly what it was exactly that I did differently from the
social worker or the psychologist. The four-dimensional definition of
palliative care offered me a substantive concept of care that via the
term ‘spirituality/spiritual’ presented a framework that united the
specific contribution of my area of expertise with the implicit dimen-
sion of our work in health care. A year later I was given the formal
assignment to explore ways to improve palliative care in the hospital
as a project manager.

The year 2006 proved crucial. First, in January my new role
took me to the Galgenwaard stadium in Utrecht, to attend the
presentation of Palliatieve zorg, Richtlijnen voor de praktijk (Pallia-
tive Care, Guidelines for daily practice), the first national document
combining directives for the practice of palliative care. A quick
glance at the table of contents caused some disappointment: appar-
ently there was no national consensus yet about what caregivers
might understand by ‘spirituality in palliative care’. On the spot it



turned out that I shared this disappointment with Marijke Wulp from
Agora. Then in May of that year, during the Teaching the teachers
palliative care course offered by the Leerhuizen Palliatieve zorg Rot-
terdam, I met Ruthmarijke Smeding. Her enthousiasm and interna-
tional experience in palliative care made me confide ‘I wish I could
take such a course exclusively with spiritual caregivers, to search for
a consensus on the concept ‘spirituality in palliative care’. Her will-
ingness, together with Erhard Weiher’s, to share their years of expe-
rience with exactly that type of course in Germany resulted in the
masterclass ‘Spirituality and spiritual care in palliative care’.

That first masterclass, in 2007, brought me together with others who
apparently shared the same questions, for instance my colleague
Marinus van den Berg, who had written about the search for mean-
ing in palliative care. I renewed my friendship with Carlo Leget, who
in that first masterclass taught us about his Ars Moriendi. As it turned
out, in that same year the foundation was also laid for Agora’s initia-
tive to set up a taskforce ‘Guideline for spirituality (later: spiritual
care)’, to which I received an invitation.

Challenged at the start of that first masterclass to sketch the
then current situation regarding spiritual care, I chose two meta-
phors, ‘reisgezel” (travelling companion) and ‘meesterknecht’ (jour-
neyman), by which to position our expertise within palliative care. In
my function I see myself essentially as a travelling companion to pa-
tients (and their loved ones) on a unique stretch of their journey,
with the patient on the one hand teaching me very concretely how an
individual can react to the challenges posed by life and its approach-
ing end, and on the other playing the pupil asking for and receiving
care; here, the spiritual caregiver can at most try to facilitate the
patient’s learning process, or growth, from a modest position as
journeyman (an advanced apprentice).

Of course I also had the poem by Willem Hussem in mind:
this modesty is based on the realization that warmth sometimes takes
years to grow. At the same time, this advanced apprentice is an aca-
demically trained professional, familiar with one of the great spiritual



traditions, who — like the journeyman in the medieval guilds — is able
to deliver masterpieces by himself: an aspiring master craftsman. The
Dutch word ‘meesterknecht” however, is also used as a metaphor in
cycling for a rider who is actually good enough to win the Tour but
unquestioningly serves and supports his team leader as a ‘lieutenant’
in the latter’s quest for victory. In that sense, as a lieutenant, the
health care chaplain is primarily in the service of the patient (and
those near to him/her) as the team leader, but secondly also serves
the doctors, nurses and other caregivers in the effort to provide
four-dimensional care.

The masterclass proved not to be a one-off, but it enabled me
and fellow-healthcare chaplains not only to share our questions and
quest, but also to offer a joint contribution to the first concepts of a
guideline for spiritual care. Around the time the first version of the
guideline concept, at the comment stage, was published on internet
in 2009, I attended the 15th World Congres of the European Associa-
tion for Palliative Care in Vienna together with Carlo Leget and Ma-
rijke Wulp. It was there that I realized that the reality of palliative
care in my own hospital was not immediately going to change on the
basis of one guideline. Both in my roles as a project manager, and
health care chaplain I felt a lack of evidence based implementation
methods for spiritual care.

We realized then and there that these questions were also
relevant in other European countries, albeit in quite different cultur-
al and spiritual constellations, but that there was no structure within
which we could share expertise and experiences. The idea to start a
joint initiative towards a Taskforce Spiritual Care within the EAPC
from the Netherlands coincided with my realizing that in my own
hospital the next steps could only be taken in the framework of aca-
demic research.

My decision to undertake this research project myself was
not exactly obvious. On the contrary, people tried to dissuade me:
wasn’t my preferred habitat that of daily practice rather than academ-
ic research? A correct observation, but it seemed to me that this was



the only way to bridge the gap between health care chaplains as the
representatives of the great spiritual traditions and the white-clad
priests and priestesses of modern health care, if together we were to
keep the fires of person-centered, compassionate health care burning.
If this meant entering the woods on a path I had not trodden before,

so be it.

Toe j klein waarn dacht ie der nooit bij nao
As ’t kaold was buuten dan was 't binnen warm
Mar nou moe § ’t zélf doen, ’t blef strabenskaold

A’j zitten blieben zunder te stoken

A’j t nie dreuge naost de deur hebben liggen
Dan moe’j 't bos in, soms diep ’t bos in
Veur holt veur op ’t vuur

Veur holt veur op ’t vuur

Daniél Lohues >

Joep van de Geer

Franeker, June 2017.

? From the lyrics of ‘Holt veur op ‘t vuur’ by Daniel Lohues, in eastern Dutch
dialect:

When you were small you took it for granted:/When it was cold outside, it
was warm inside. /Now, however, it is your own responsibility, it remains
freezing cold, / if you just keep sitting without lighting a fire.

If you don’t have a pile dried next to the door,/You’ll need to go into the
woods, sometimes deep into the wood,/ for wood for the fire, for wood for
the fire.

From the album: Hout moet, 2011.
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Chapter 1. Introduction

This thesis reports the results from a multicentre action research
study that was initiated in the Medical Centre Leeuwarden in which a
pilot training on spiritual care in palliative care was implemented by
local trained hospital chaplains in 8 Dutch teaching hospitals. This
mixed methods study explored health care chaplains’ potential con-
tributions to palliative care improvement programmes in Dutch gen-
eral hospitals. The primary research questions included the following.
How can chaplains teach doctors and nurses to hear and see what is
existentially and spiritually at stake for patients and their proxies,
who are confronted with life limiting disease(s) in treatment and
care? When health care professionals are trained by specialists on this
dimension of care (their local hospital chaplains), does training im-
prove their communication skills and competencies? Finally, will
patients experience better care from their multidisciplinary teams
when attention is given to their spiritual and existential needs?

The ‘Background’ section of this introductory chapter begins
with (a.) an international perspective on palliative care, which is
followed by (b.) a description of the development of palliative care in
Dutch health care based on the definition of the World Health Or-
ganization (WHO) and the increased attention to spiritual care in
palliative care. Then, (c.) we examine this development in the inter-
national context of global developments on spirituality in palliative
care and describe (d.) how attention for spiritual care increased in
the Netherlands, prior to (e.) summarizing the core concepts of the
first Dutch multidisciplinary guidelines for spiritual care in palliative
care.

In the ‘Implementation of multidisciplinary spiritual care’
section, we explain the factors that are critical for successfully devel-
oping spiritual care and the specific challenges of providing training
for spiritual care. Next, we describe our methods, aims and research

questions.



This introductory chapter concludes with a formulation of
the aim of this thesis and concludes with a description of the follow-

ing chapters in the “Thesis Outline.

Background

a. International perspectives on palliative care

The beginning of modern palliative care is connected to the opening
of the first modern hospice, St Christopher’s Hospice in London
United Kingdom, and the work of dame Cicely Saunders in the early
sixties of the 20™ century.(1) For the first time, end-of-life care was
systematically developed and was equally combined with clinical
care, education, and research. Over a period of four decades, devel-
opments in the United Kingdom, the United States, Australia and
Canada demonstrated an increased global understanding of palliative
care; however, it primarily focused on cancer patients. In several
countries, palliative medicine was recognized as a sub-specialism.
International organizations, such as the European Association for
Palliative Care (1988) and the International Association for Hospice
and Palliative Care (1999), were formed and led to a global under-
standing of the primary values and multidisciplinary character of
palliative care, which culminated in the World Health Organization’s
definition of palliative care that was published in 2002 and has not
been amended since.(2)

The WHO’s definition of palliative care provided new oppor-
tunities for exploring the importance of the spiritual dimension. The
definition also created conceptual confusion, because this dimension
was not defined in Engel’s model,(3,4) which defined the relations
between the somatic, mental and social dimensions of modern medi-
cal care in the seventies and is often experienced dominant in health
care education and practice.



Palliative care is an approach that improves the quality of life of patients and their families
facing the problem associated with life-threatening iliness, through the prevention and relief of
suffering by means of early identification and impeccable assessment and treatment of pain
and other problems, physical, psychosocial and spiritual.
Palliative care:
. provides relief from pain and other distressing symptoms;
. affirms life and regards dying as a normal process;
. intends neither to hasten or postpone death;
. integrates the psychological and spiritual aspects of patient care;
. offers a support system to help patients live as actively as possible until death;
. offers a support system to help the family cope during the patients illness and in
their own bereavement;
. uses a team approach to address the needs of patients and their families, including
bereavement counselling, if indicated;
. will enhance quality of life, and may also positively influence the course of illness;
is applicable early in the course of iliness, in conjunction with other therapies that are intended
to prolong life, such as chemotherapy or radiation therapy, and includes those investigations
needed to better understand and manage distressing clinical complications.

b. Developing palliative care in Dutch health care

In the Netherlands, palliative care has systematically developed since

1998, when subsequent policy documents revealed that the govern-

ment wanted to integrate palliative care into the Dutch health care

system.
The principles for palliative care in the Netherlands were
formulated in policy documents as follows:

- Palliative care should focus on achieving the best possible quality of

life for patients,

according to the WHO definition of palliative care.

- As much as possible, palliative care should remain a part of main-
stream health care. General care providers should be supported by,
and get advice from, specialized, multidisciplinary consultation
teams.

- There should be co-operation within palliative care networks to
ensure that care is organized as well as possible around the patient.

- There should be support, on a national level, from the Agora Foun-
dation (the national support platform for palliative care), four uni-
versity medical expertise centres, and, at a regional level, from the
Comprehensive Cancer Centers, which were temporarily (1998-




2003) expanded with palliative care departments: Centra voor On-
twikkeling van Palliatieve Zorg (COPZ).(5)

In this COPZ period, between 1998 and 2003, there was no
distinction between the expertise and contributions of psychologists,
social workers, and health care chaplains. Health care chaplains in the
Netherlands did not step forward as specialists in the field of spiritual
care in palliative care. There was only one health care chaplain who
was involved in the development of palliative care in the Netherlands
during this time: Marinus van den Berg.(6)

In contrast to English speaking countries, the words 'spiritu-
ality' or 'spiritual care' were hardly or not used at all. Initially, the
term for spiritual care in the Netherlands was the same as the central
concept in the health care chaplaincy definition: ‘zingeving’ (literally:
'sense-giving or making' or ‘search for meaning’). As such, health
care chaplains had to explain the characteristics of their profession in
multidisciplinary consultations with doctors, nurses and other disci-
plines, as well as in training situations, which included the spiritual
aspects of care in psychosocial vocabulary terms. Thus, the name and
description of 'spiritual care' was framed within a three-dimensional
care model (somatic, psychological, social).

Based on this framework, the Dutch Association of Spiritual
Caregivers in Health Care Institutions (Vereniging voor Geestelijk Ver-
zorgers in Zorginstellingen, which recently changed its name to Vereniging
Geestelijk Ver Zorgers, VGVZ)(7) was founded in 1971. Over the past 40
years, it was very useful for developing the profession by providing a
conceptual and theoretical underpinning, and issuing guidelines for
integration as well as professionalization (for example, organizing
additional training, supervision, and clinical-pastoral education). In
the first version of a professional standard for health care chaplains,
in addition to core tasks that were related to patients and loved ones,
there were tasks that were related to the institution.(8) However,
until recently, health care chaplains have elaborated on these institu-
tion-related tasks in a very diverse manner. Contextual factors (such
as the identity of the institution, the management's vision, the health



care chaplain's personal views) and a lack of national consensus in the
profession contributed to a lack of clarity as to what other disciplines
and organizations could expect from spiritual care.(9,10) There was
also no consensus on the expectations of primary caregivers (doctors
and nurses) for spiritual and religious matters.

Within the development of palliative care in the Netherlands,
there was no systematic attention to the spiritual dimension in regu-
lar health care until 2005-2006. For example, the first edition of the
national guidelines for palliative care(11) contained no section or
chapter that described the 'spiritual dimension'. With the inaugura-
tion of the first two chairs in palliative care(12,13), the question was
raised where and how to operationalize the spiritual dimension in
medical practice and, specifically, in palliative care . Since then, there
has been a progressive focus on and attention to the spiritual dimen-
sion in important organizations in palliative care in the Netherlands,
such as Agora (at that time, they were the national platform of sup-
port for palliative care). An example of this shift in focus is that Ago-
ra adapted the mission and re-named the ‘taskforce on ethics’ into

the ‘taskforce on ethics and spiritual care’.

c. International perspectives on spirituality in palliative care
Several researchers reported a positive relationship between atten-
tion to the spiritual dimension for patients and their proxies, with a
higher quality of life at end of life. (14,15,16,17) Moreover, patients
valued attention to spirituality from doctors, nurses and other health
care professionals.(17,18) In spiritual care and palliative care in gen-
eral, based on the bio-psycho-socio-spiritual care model,(19) the
patient and those closest to him/her have a central position.

For many years, the definitions of the concept of spirituality
in health care were highly diverse, and impeded a common founda-
tion for research and development. With the publication of Allen
Kellehear's ‘Spirituality and palliative care: a model of needs’,(20)
attention shifted from defining this complex concept to a functional
approach that concentrated on the spiritual needs of patients and



those closest to them. Internationally, this approach attracted an in-
creasing number of followers, which resulted in a national consensus
report from the USA, where the authors also used a functional defi-
nition: ‘Spirituality is the aspect of humanity that refers to the way
individuals seek and express meaning and purpose and the way they
experience their connectedness to the moment, to self, to others, to
nature, and to the significant or sacred.’(21) In the Netherlands, this
line was followed first by Jochemsen,(22) and was later elaborated
by Leget et al. in the Guideline for spiritual care(23): ‘Spirituality is
the functioning of people with regard to worldviews, including issues
related to the search for and experience of meaning. Spirituality in-
cludes a wide range of sources of inspiration - varying from religious
to the ordinary. For some people, the emphasis is on emotional expe-
rience (e.g., prayer, enjoyment of nature, literature, music, art) or on
activities (meditation, performance of rituals, or commitment to a
good cause); others experience spirituality more intellectually (con-
templation or study). Spirituality affects one's entire existence. It is
dynamic and has more to do with the source of an attitude towards
life than it does with a distinguishable realm of life.'

This thesis used and implemented the working definition of
the EAPC Taskforce on Spiritual Care(24), which was affirmed and
reaffirmed in 2013 and 2015 and defines spirituality as follows:

Spirituality is the dynamic dimension of human life that relates to the way
persons (individual and community) experience, express and/or seek mean-
ing, purpose and transcendence, and the way they connect to the moment,
to self, to others, to nature, to the significant and/or the sacred. The spiritu-
al field encompasses:

e existential questions (concerning, for example, identity, meaning, suf-
fering and death, guilt and shame, reconciliation and forgiveness, free-
dom and responsibility, hope and despair, love and joy),

e value-based considerations and attitudes (that is, the things most im-
portant to a person, such as relations to oneself, family, friends, work,
things, nature, art and culture, ethics and morals, and life itself),

e religious considerations and foundations (faith, beliefs and practices,
one’s relationship with God or the ultimate).




This taskforce aims to stimulate the exchange of knowledge
in the fields of research, training, and the implementation of spiritual
care in palliative care in Europe.(25) This PhD thesis is inspired by
interactions with the EAPC taskforce on spiritual care, of which my-

self and my promotor, Professor Carlo Leget, are co-chairs.

d. Increasing attention for spiritual care in palliative care in
the Netherlands

In the Netherlands, the nursing profession was the first to react to
the introduction of the four dimensional model of care by developing
a nursing competency profile for spirituality.(26,27) A few years
later, in 2006, I became responsible for developing palliative care in
this hospital and found that there was a lack of additional, substantial
training on spirituality in palliative care. With the support of the
Comprehensive Cancer Centre North-East (Integraal Kankercentrum
Noord Oost), which is currently incorporated into the Dutch Com-
prehensive Cancer Centre (Integrale Kankercentra Nederland, IKNL), the
first master class in spirituality and health care chaplaincy in pallia-
tive care was offered for health care chaplains.(28)

In the same year, the Taskforce on ethics and spiritual care
(Agora Ethiek en Spirituele Zorg)(29) convened a taskforce to explore
the possibility of writing a guideline, and commissioned a pilot study
to examine the competencies that are important in spiritual care.(30)
In the following years, Agora organized several conferences on spir-
itual care, the master class was repeated several times, the pro-
gramme was developed as multidisciplinary, and the participants
provided feedback and input on the draft versions of the Guideline
for Spiritual care(23) (Richtlijn Spirituele Zorg, hereafter: the Guide-
line), which was eventually accepted by the editorial board of the
Guideline book and was included in the second edition in 2010.(31)
In the same year, the VGVZ included the concept of spirituality in its
professional definition of health care chaplaincy,(32) and Agora pub-
lished a consensus based vision for the future of spiritual care, which



resulted from a project that was funded by the Ministry of Health

and Welfare.(33)

The Dutch government presented a plan of action to further
develop palliative care,(34) which included the development of spir-
itual care. This plan consisted of three areas: 1. organizing and financ-
ing palliative care, 2. improving the quality and transparency of
palliative care, and 3. training and improving expertise.

Since 2012, there has been a change in the climate for the
purpose and necessity of using the concept of spirituality/spiritual
care in palliative care in the Netherlands. Skepticism and resistance
led to consensus and a willingness to develop spiritual care as part of
palliative care. A sort of infrastructure for spiritual care in palliative
care developed, (35) that consisted of the following:

- an inventory of desired competencies in spiritual care;

- a consensus-based multidisciplinary and multi-denominational
guideline for spiritual care in palliative care;

- a sufficient consensus on the importance of elaborating the concept
of spirituality among health care chaplains, which resulted in
incorporating the concept of spirituality into the professional
definition of health care chaplaincy;

- anational document that outlined a plan for including spiritual care
in palliative care.

Critical to this development was the Agora Taskforce on eth-
ics and spiritual care’s international orientation, which resulted in
hosting the invitational conference that led to the initiation of the
Taskforce on Spiritual Care within the European Association for Pal-
liative Care (EAPC) in 2011.(24)

The inauguration of the first chair in ‘spiritual and ethical
questions in palliative care’ in 2013(36) was a formal recognition of
the increased attention for spiritual care in palliative care in the
Netherlands.



e. Core concepts in the first Dutch multidisciplinary guideline
for spiritual care in palliative care

The Dutch consensus-based Guideline aims to clarify this concept
and improve the practice of palliative care. This Guideline empha-
sized that the nature of spiritual care is multidisciplinary by defini-
tion, and requires close cooperation between all disciplines, with
each discipline having its own role and task (see diagram below).

In the diagram, there is a distinction between primary health
care professionals (physicians, nurses), other disciplines, and the
experts in the field: health care chaplains. Primary health care pro-
fessionals are expected to recognize the spiritual needs of the pa-
tients and those closest to them, screen for their needs, follow the
search process, refer, and assess (take the spiritual history). As such,
the guideline provides diagnostic tools that differentiate (consistent
with Puchalski 2009: 891) between screening (a translation of the
Mount Vernon Cancer Network screening instrument(37)); and spir-
itual history taking/assessing (spiritual history taking) (FICA(38),
SPIR(39), Ars Moriendi(40,41)).

In the first two columns of the diagram, A Attention, B
Counselling (in Dutch: Begeleiding) and C Crisis intervention reflect
the seriousness of a situation in an ascending order, in which there
are changes in the roles of the health care professionals.

Indicating the primary focus, access and frame of reference is
not meant to limit or exclusively separate professional domains, but
allows for differentiation. The authors of the guideline provided the
following explanation: “The distinctions point to the dimension of
care for which a discipline bears final responsibility and possesses
specialized expertise. In palliative care, multidisciplinary cooperation
(with mutual consultation) or (preferably) interdisciplinary collabo-
ration is always desirable. Every discipline evokes its own reality
(‘world’) that has a different effect on the patient. That influences
what a patient tells a nurse, doctor, psychologist, or health care chap-
lain, respectively. Each discipline also has its own discipline-bound

manner of helping or counselling, its own repertoire and role with



regard to the patient. By their presence, health care chaplains evoke a
different response than do doctors or nurses. They (chaplains) repre-
sent a dimension of meaning in life. Coming from a specific
worldview tradition, health care chaplains can also represent other
realities, such as a religious community or God. What is also charac-
teristic of the work of health care chaplains is the dimension of con-
nectedness (linking the unique life story with appropriate images,
symbols, rituals, stories, and poems). That requires its own set of
competencies along with those shared with other disciplines such as
listening, supporting, recognizing, counselling, and treating. Listen-
ing and recognizing (see A in the Table) are always meaningful in

themselves, but they also serve to prevent crisis.’

Doctors and Medical social workers, | Health care chaplains
nurses psychologists

Primary focus, Somatic Psychosocial Spiritual

access and

frame of refer-

ence

Attention Listening, Listening, Listening,

(always) supporting, supporting, supporting, w0
recognizing, recognizing, recognizing, £
screening screening screening, interpreting §

Counselling Following the Following the search Following the search process S

(at patient's search process, process, (<-) referring %

request) referring, referring (->) assessing, interpreting s
assessing assessing and appraising _?_:o

Crisis Detecting, Recognizing, Recognizing, %

intervention referring counseling, counseling, §

(if indicated) treating (sometimes) treating, 5‘

referring (->) (<-) referring
interpreting and appraising

Figure 1 Primary focus, access, and frame of reference of the various care

disciplines (Leget 2010: 652).

The remaining four columns reflect the dimension of care for
which a discipline has the final responsibility, possesses specific ex-
pertise, and, thus, has its own discipline-bound method of counsel-

ling (repertoire).




The guideline describes health care chaplains as professionals
who are specialized in spiritual care: first, as counsellors for more
complex spiritual needs and crisis interventions, and second, as those
responsible for the spiritual care policy in their institutions. For their
position within institutional policy, the Guideline formulates seven
tasks. Without denying the importance of the other four, we concen-
trate on the first three: ‘Other care providers can enlist the aid of a
health care chaplain for the following reasons:

- consultation and advice for questions about spiritual care.

- training in spirituality, religion, worldviews and meaning,

- translating spiritual care into local formulations of care policies and
national protocols and guidelines.’

Thus, health care chaplains are expected to train others in
the methods that are advised in the Guideline. The need for training
is also presented in the Agora plan for the future(33) as one of the
four core aims that was formulated with the intent to develop multi-
disciplinary spiritual care. With the Guideline’s publication, a new
aspect of the health care chaplain's professional profile emerged: that
of the spiritual care consultant. As early as 2008 Vissers and van de
Sande argued for further exploring and understanding this specific

aspect.(42)

Implementing multidisciplinary spiritual care

An analysis of the situation that was described above revealed three

critical factors for the successtful development of spiritual care:

- a lack of evidence that attention to the spiritual dimension
improves the quality of Dutch health care;

- the availability of validated diagnostic instruments for primary
care professionals (doctors and nurses); at baseline in this study no
instrument was tested on its workability within the Dutch cultural
context (all instruments in the Guideline, with the exception of
Leget's Ars Moriendi, were developed in English speaking
countries and cultures);



- consensus about the responsibility of health care chaplains for
structuring or organizing spiritual care and training primary health
care professionals to use diagnostic instruments in spiritual care.

Given these three critical factors for success, our goal was to
connect the primary actors in developing multidisciplinary spiritual
care in palliative care in a common learning process. We used an ac-
tion research approach that focused on health care chaplain’s training
of primary health care professionals to generate knowledge about the
applicability of the diagnostic instruments for primary caregivers and
the quality requirements for spiritual care training,

Specific challenges for training in spiritual care

The training was developed in cooperation with the participating
health care chaplains, and the central target issue was the ‘ABC of
spiritual care’ for primary health care professionals: the skills in the
above diagram, which are summarized as screening, counselling, as-
sessing, detecting, referring. The foundation of these skills is understand-
ing how meaning is ascribed to life events from the perspectives of
the patients and those who are closest to them. The Guideline de-
scribes the features of spiritual care as being attuned to the personal
ways in which patients and those closest to them ascribe meaning to
their situations, which is a sensitivity that develops from meeting
patients in a concrete relationship in a specific (care) context.

In the field of spiritual care, for health care chaplains, these
skills were described in the Netherlands as ‘diagnostic and herme-
neutic competency’: ‘the ability to interpret the patient's experiences
with illness, suffering, invalidity, dependency and the finiteness of life
in the light of the patient's life-view framework, by linking the pa-
tient's situation with his/her philosophical/ideological tradi-
tion.’(32) Training in spiritual care for primary health care
professionals would also need to focus on developing these compe-
tencies at a basic level. As such, primary health care professionals
would need to become conversant with hermeneutical diagnostics to

understand the personal sense—rnaking strategies of patients and



proxies while using the available diagnostic instruments for spiritual
care. Although there is no consensus among health care chaplains on
using diagnostic instruments in professional chaplaincy practice, they
agree on the hermeneutical character of diagnostic competency.(43)
Diagnostic instruments can help improve spiritual care in
palliative care in two ways.
In training, health care professionals can be taught to develop a
sensitivity to the spiritual dimension by being introduced to, and
practicing  with, diagnostic instruments. In practice, these
instruments function as practical tools for primary care and provide a
basis for multidisciplinary communication, such as reporting. In
contrast to training in medical/nursing-related diagnostic
instruments, in which ambiguity creates confusion, primary health
care professionals need to become familiar with ambiguity and
metaphoric language to develop this hermeneutic competency for

Working with spiritual diagnostic instruments.

Specific challenges for implementing a spiritual care guideline

Implementing any multidisciplinary guideline to improve the practice
of palliative care is a complex intervention.(44) Usually, these inter-
ventions are planned as quality improvement projects that integrate
new methods into the work processes of the included professional
disciplines. For implementing the multidisciplinary guideline on spir-
itual care(23) in the Netherlands, one challenge was introducing
concepts and practical tools for a dimension of care that was not
included in basic education for the most important disciplines that
care for patients in a palliative trajectory. Health care professionals,
specifically physicians and nurses, who are the primary caregivers,
are initially educated in the bio-psycho-social model of care(3), in
which spirituality is of minor interest. The WHO definition of pallia-
tive care explicitly identifies the spiritual dimension as a specific di-
mension of care that warrants attention, which results in a four
dimensional model of care.(2) This new model of care cannot be

integrated in practice by health care professionals without any specif-



ic education on the concepts and practical tools of this fourth dimen-
sion of spiritual care. At the beginning of this study, there was little
research on how to train health care professionals. The only two stud-
ies were from Wasner et al.(45) and Put and Cornette,(46) who both
reported multiple day courses that would not be applicable in to a
hospital context.

The second challenge was that the professionals who were
active in the spiritual dimension, such as health care chaplains, were
often unaware of how to implement a guideline or protocol into the
quality improvement programme in the health care setting. Because
both the primary caregivers and the health care chaplains are not
familiar with their new roles and tasks for developing spiritual care,
our aim was to initiate a process that would lead to the development,
implementation and improvement of spiritual care, as described in

the national guideline on spiritual care in palliative care.

Action research

Since the quantitative and narrative research methods that are used
by health care chaplains were not expected to sufficiently bridge the
gap between these stakeholders, we employed a mixed method ac-
tion research approach. Action research combines action, research
and education, and the researcher intervenes in different ways in the
investigated context.(47) This intervention has two goals: (1) to in-
duce change in medical practice, and, thus, cause an effect that can
be measured and (2) to generate new knowledge, theory or health
care strategies. The researcher functions as a type of ‘social change
expert’, and helps people who function in a certain context to
change in a self-chosen direction. Rappaport’s (48) early definition
suggests the following: ‘Action research aims to contribute both to
the practical concerns of people in an immediate problematic situa-
tion and to the goals of social science by joint collaboration within a
mutually acceptable ethical framework.” In health care, Koshy, Koshy
and Waterman(49) define action research as ‘an approach employed



by practitioners for improving practice as part of the process of
change. The research is context-bound and participative. It is a con-
tinuous learning process in which the researcher learns and also
shares the newly generated knowledge with those who may benefit
from it. ... The key concepts include a better understanding, partici-
pation, improvement, reform, problem finding, problem solving, a
step-by-step process, modification and theory building’

This definition implies that this PhD project should focus the
study design on supporting health care professionals who want to
improve their practice of palliative care, including spiritual care, fol-
lowing a consensus-based guideline. The study design and research
questions should allow the researchers to collaborate with the partic-
ipating health care chaplains as co-researchers, based on a practi-
cal(50) trial protocol that is designed to influence vision and
behaviour in the self-chosen direction of evidence-based evaluations
of medical and chaplaincy practice.

This multidisciplinary, practice-based action research project
specifically includes and explores the needs of health care profession-
als using different research paradigms and methods. We believed that
it was essential to combine these paradigms for the development of
multidisciplinary spiritual care; therefore, we chose a mixed method
study that includes both quantitative and qualitative methodologies.

Although we have highlighted that it is important to increase
awareness within palliative care for spiritual care, attention to the
spiritual dimension is also appropriate in acute, curative and chronic
care settings. Because health care professionals who provide palliative
care appeared to be more aware of the spiritual dimension and due to
methodological limitations, we limited this exploratory study to one
type of care trajectory and one setting: hospital care for patients in
palliative trajectories. Because the coordinating researcher was work-
ing in hospital palliative care, we chose this setting at more than one
site. We expanded the study to a multicentre trial in teaching hospi-

tals, because these hospitals are often important for disseminating



new methods for practice to peripheral hospitals and other health
care facilities in their catchment areas.

Facilitated with a grant from the Dutch Comprehensive Can-
cer Centre, the lack of knowledge related to implementing the mul-
tidisciplinary guideline on spiritual care in palliative care was
developed into an elaborate action research project that led to this
thesis.

Aim of the thesis

The aim of this thesis is to improve multidisciplinary spiritual care,
using a action research design, investigating the application of spir-
itual care diagnostic tools in training (and practice) for primary
health care professionals by health care chaplains.

As such, primary health care professionals and health care
chaplains collaborate in a joint learning process to generate
knowledge about the practical application of diagnostic tools for spir-
itual care and quality indicators for spiritual care training in palliative
care. This joint learning process seeks to develop new actionable
methods for and in cooperation with primary health care profession-
als and health care chaplains.

In sum, we conclude the following. (1) The diagnostic tools
that are recommended in the multidisciplinary guideline for spiritual
care in palliative care have not been sufficiently tested in Dutch
health care. (2) Physicians and nurses, who often work under time
constraints, use diagnostic tools for spiritual care, increasing the risk
of a tick-box approach; therefore, training should target the herme-
neutical use of diagnostic tools and support patients in exploring or
affirming their personal spiritual resources. (3) Health care chap-
lains’ knowledge of health care professionals’ use of and training in
these tools is too limited to formulate quality indicators for multidis-
ciplinary spiritual care training in palliative care.



Research questions

Our primary research question was ‘What training do primary health

care professionals (physicians, nurses) need to use hermeneutical

diagnostic tools for multidisciplinary spiritual care and to integrate
these tools in their professional practice, with the expert support of
health care chaplains?” This primary research question will be ad-

dressed in the general discussion in Chapter 8.

Secondary research questions included the following:

1. What is the baseline situation for the development of multidisci-
plinary spiritual care in palliative care in the Netherlands in the
year 20127

2. How have teaching hospitals in the Netherlands structured and
organized inpatient palliative and spiritual care?

3. What diagnostic tools for spiritual care:

a. theoretically correspond to the multidisciplinary guideline,

b. correspond with the needs of patients and proxies,

c. correspond with the needs of health care professionals and
their professional tasks and standards,

d. from primary health care professionals’ perspective, are suit-
able for practical application?

4. How do chaplains concretise spiritual care training for primary
caregivers in clinical practice?

5. What is the effect of this training on:

a. patients?
b. participating health care professionals?
c. chaplains?

Method: improving multidisciplinary spiritual care in pal—
liative care by training primary caregivers

To answer these research questions, we initiated a multicentre action
research study that was coordinated at the Medical Centre Leeuwar-
den to test the method and content of a pilot training on spiritual
care in palliative care for physicians and nurses. The content, meth-



ods and requirements for this intervention were based on the litera-
ture review and expert opinion, and were administered by accredit-
ed, local, hospital chaplains in 8 Dutch teaching hospitals.

The effects of this training on the barriers to spiritual care
and the primary caregiver’s spiritual care competences were meas-
ured one month before, and one and six months after the training.
We used quantitative methods to measure the effects on patients and
primary health care professionals, and qualitative methods to evalu-
ate the effect on health care chaplains.

Patients’ in palliative trajectories were identified from inter-
vention and control wards one month before and one month after
the training. After being informed about the study and providing
consent, these patients completed questionnaires that evaluated their
physical, psychosocial and spiritual wellbeing. We measured and
compared patients’ spiritual needs and their perceived caregivers’
focus on their spiritual needs, their quest for meaning and existential
questions.

The chaplains were interviewed before and after the training
given their roles as trainers and co-researchers.

We present the outline of our study in the following chapters.

Thesis Outline

In Chapter 2, ‘How spirituality is integrated system-wide in the
Netherlands Palliative Care National Programme’, we address re-
search question 1: “What is the baseline for developing multidiscipli-
nary spiritual care in palliative care in the Netherlands in 20127’ This
chapter presents the national and international background for this
study and describes characteristics of the Dutch context for chap-
laincy, spirituality, spiritual care, and palliative care. We also refer to
the beginning of the Taskforce on Spiritual Care in the European As-
sociation for Palliative Care, and use the EAPC definition of spiritual-
ity as the basis for our intervention in combination with the

multidisciplinary guideline for spiritual care in palliative care.



In Chapter 3, ‘Effects of spiritual care training on patients
and health care professionals: a systematic review’, we present 16
selected articles in English, variable in study design and outcomes,
concluding that practice and theory of training spiritual care are still
developing, showing a tendency towards competency-based educa-
tion. In the identified best practices, training is part of a quality im-
provement project, identifying barriers, formulating policy,
implementing training aimed at provision of spiritual care as formu-
lated in the policy, and evaluating the effects of the training and the
policies.

In Chapter 4, “Training Spiritual Care in Palliative Care in
Teaching Hospitals in the Netherlands: A Multicentre Trial’, we pre-
sent the study protocol, which includes the methods and measures.
This chapter also addresses research question 3a: “What diagnostic
tools for spiritual care theoretically correspond to the multidiscipli-
nary guideline?’

In Chapter 5, “Training hospital staff on spiritual care in pal-
liative care influences patient-reported outcomes: Results of a quasi-
experimental study’, we address research question 5a: ‘What is the
effect of this training on patients?’ This chapter presents the effects of
the training on spiritual care with quantitative data based on patient-
reported outcomes. Patients in palliative trajectories were identified
from the intervention and control wards 1 month before and 1
month after the training, were informed about and provided written
consent to participate in the study and completed questionnaires.

In Chapter 6, ‘Multidisciplinary training on spiritual care
for patients in palliative care trajectories improves the attitudes and
competencies of hospital medical staff: Results of a quasi-
experimental study’, we address research question 5b: “What is the
effect of this training on participating health care professionals?’ This
chapter presents the results from our second quantitative study.
Health care professionals (nurses and physicians) from the participat-
ing wards were scheduled for the training, and completed question-
naires 1 month before, as well as 1 and 6 months after the training,



which included self-assessment instruments on barriers to spiritual
care and spiritual care competencies.

In Chapter 7, ‘Improving Spiritual Care in Hospitals in the
Netherlands: What Do Health Care Chaplains Involved in an Action-
Research Study Report?’, we address the following research ques-
tions: (2) ‘How do second line teaching hospitals in the Netherlands
have structured and organized inpatient PC and SC?’; (3) “What di-
agnostic tools for spiritual care correspond with (b) the needs of
patients and proxies, (c) the needs of health care professionals and
their professional tasks and standards?, (d) from the primary health
care professionals’ perspective, are acceptable for practical applica-
tion?” (4) ‘How do chaplains concretise training spiritual care to pri-
mary caregivers in clinical practice?’; and (5c) “What is the effect of
this training on chaplains?” This chapter describes the findings from
our qualitative study that is based on pre- and post-intervention in-
terviews with health care chaplains in their role as co-researchers
and trainers of spiritual care.

In Chapter 8, the ‘General discussion’, we summarize and
integrate our findings and present recommendations for the re-
search, education and implementation of spiritual care in palliative
care, as well as health care in general.

In an Epilogue, ‘Traveling companions and foremen’, we
present a theological reflection on this research project with a per-
sonal, spiritual elaboration of the first topic in Legets Ars
Moriendi:(40,41) autonomy, the dynamic tension between oneself
and the others, and/or the Other.
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Abstract

After the decline of the compartmentalisation of Dutch society,
where healthcare was being organized along confessional / denomina-
tional lines, spirituality became neglected or implicit for decades in
The Netherlands healthcare system. During the modernisation of
healthcare in the 1960s, the development of professional language
concerning chaplaincy and psychosocial care in a secularising society
created a blind spot for this fundamental dimension of care. From the
moment palliative care in the Netherlands became part of a national
programme, healthcare providers, policymakers and researchers
were presented with the challenge of reassessing this complex con-
cept. National policy and personal initiatives on research and educa-
tion connected in an inspiring process that led to a Dutch, consensus-
based national guideline for multidisciplinary spiritual care as part of
palliative care, the adjustment of the professional standard of
healthcare chaplaincy in the Netherlands and the initiative for a Eu-
ropean Taskforce on Spiritual Care. In the appendices of this paper
the first English-language summary of the Dutch guideline on spir-
itual care and the European Association for Palliative Care (EAPC)
definition of spirituality are presented.

Keywords: Chaplaincy, Healthcare system, Multidisciplinary guide-
line, Palliative care, Spiritual care



Introduction

In Dutch healthcare organisations, ‘spirituality’ or ‘spiritual care’
were not frequently used concepts until recent palliative care devel-
opments (referring to the WHO definition of palliative care) reintro-
duced these words. The word ‘spirituality’ (NL: spiritualiteit) is a
familiar word in Dutch language in some Christian traditions, and
the concept is used in contemporary esoteric and new age publica—
tions. It has never been used, however, to refer to the practice of
healthcare chaplains, nor to the spiritual dimension of nursing or
medicine. It was only after 2001 — the year in which the Dutch gov-
ernment placed the integration of modern hospice and palliative care
on the agenda of regular healthcare organisations(1) that healthcare
providers and administrators were confronted with spirituality as a
concept. Its prominent place in the WHO definition of palliative care
challenged healthcare chaplains and researchers to explain how this
rather vague concept, which is often used outside of the context of
healthcare, related to the developments in the Dutch healthcare sys-
tem.

In this paper we will describe how spiritual care was incor-
porated into the Dutch healthcare system and how the answer to the
challenges this posed laid the foundation for a Dutch multidiscipli-
nary consensus-based guideline on spiritual care in palliative care.
Finally, the paper also explores how this resulted in the Dutch initia-
tive known as the “Taskforce on Spiritual Care in the European Asso-
ciation of Palliative Care’.

Characteristics of the Dutch context

In trying to establish a new role during the modernisation of
healthcare in the 1960s and 1970s, healthcare chaplains in the Neth-
erlands organised themselves into a multidenominational professional
organisation.(2) Prior to this point, Catholic and Protestant clergy
had held respected positions in healthcare institutions. In non-
denominational settings, local churches offered chaplaincy, and this



service was mostly restricted to the members of these churches. The
title or name of the spiritual caregiver’s profession and function re-
flected the denominational preferences.

From the foundation of the Dutch Association of Spiritual
Caregivers in Healthcare Institutions (VGVZ)(3) in 1971, healthcare
professionals from another influential denomination, the humanistic
counsellors, applied and were welcomed as members. The associa-
tion organised itself in denominational sectors and later also in work-
ing fields (hospitals, nursing homes, psychiatry, care of the mentally
handicapped, etc.). Although the word ‘spiritual’ has a central place
in the English translation of the profession of ‘spiritual caregiver’, in
Dutch the new organisation did not choose the Dutch term ‘spiritu-
eel’, but rather the more neutral or broader ‘geestelijk’. (In Dutch
the words ‘spiritueel’ and ‘geestelijk’ are synonyms. Both can be
translated in English as spiritual. In Dutch ‘geestelijk’ refers also to
the intellectual and mental capacities of a person and ‘spiritueel” also
refers to the immaterial world.) In fact, the foundation of this multi-
denominational professional organisation created a new word in
Dutch healthcare in order to define ‘the professional assistance and
guidance to people in fundamental questions of life, sickness and
death, given from and based on faith and philosophy of life’.(2) To a
certain extent, this definition reflects the period in which the Neth-
erlands seemed to take the lead in secularization in north-west Eu-
rope. At that time, the concept of spirituality was probably too
associated with traditional belief systems, and insufficiently rooted in
the new professional multidisciplinary language in modern Dutch
healthcare, to be used without negative traditionalist associations. In
search of its identity, the Association was a place of intense debate
and this definition of healthcare chaplaincy was eventually amended
in 2002 to ‘the professional and official guidance of and caregiving to
people in the process of seeking meaning for their existence, from
and on the basis of religious and existential convictions, and profes-
sional consultation in ethical and philosophical aspects of healthcare
and management’.(4) Note that even in this definition spirituality



was not explicitly mentioned, although concepts such as ‘secking
meaning’, ‘existence’ and ‘existential convictions’ could be seen as
referring to spirituality, as reflected in recent literature.(5)

This linguistically peculiar situation was one of the reasons
why spirituality was often neglected or implicitly implemented in
psychosocial care. As a result, healthcare chaplains had to establish
their role within a bio-psycho-social model of healthcare, without
using an important part of their specific expertise: the language of
spiritual care. Because of this, the healthcare chaplaincy professional-
ised and integrated into modern healthcare with a professional pro-
file, handbook and requirements for further professionalization,
including clinical pastoral education. This tension led to an ongoing,
internal professional debate on how to integrate a multidenomina-
tional chaplaincy in healthcare without the loss of its common identi-
ty, which was based on its specific expertise and approach. The need
for integration was generally felt, but, where the specific approach
was at stake, healthcare chaplains often referred to their extraordi-
nary sanctuary function. Healthcare chaplains were not eager to
share information about their patients, as they tended to treat all
communication with patients as belonging to the secret of the con-
fession. Healthcare chaplains and spiritual caregivers had to interpret
and explain their professional activities within the dominant bio-
psycho-social model of care.

Consequently, the translation and implementation of the
WHO definition of palliative care and its four dimensions, including
spirituality, created confusion among healthcare providers and chap-
lains. In the first place, there was no consensus about what this con-
cept of ‘spirituality’ might mean. Moreover, the concept hardly
seemed to be necessary since spiritual care had until then been seen
as a specific part of psychosocial care. The first translations of the
WHO definition of palliative care reflected this situation by changing
the phrase ‘spiritual’ into ‘existential’. And in the first Dutch Master
Class on Spirituality and Healthcare Chaplaincy in Palliative Care
(2007),(6) chaplains were reluctant to adopt the concept of spiritual-



ity. A fierce, fundamental discussion showed that there were individ-
ual preferences for other central concepts (seeking meaning, existen-
tial, fundamental life questions), and that there was a fear of being
taken less seriously by other professionals and being seen as associat-
ed with representatives of trendy, popular or vague spiritual move-
ments. But this discussion did not last long. In the third group of this
master class (2008), resistance to the use of the concept of spirituali-
ty had disappeared. The awareness that active participation in the
development of palliative care in the Netherlands created new op-
portunities grew rapidly. This active participation contributed to a
new multidisciplinary understanding of spiritual care, as described in
this paper, which might lead to a renewed integration of healthcare
chaplaincy in the Netherlands.

As a result of the prior conceptual and linguistic confusion it
was hard to engage in or make use of international discourse and
research on spiritual care. Nevertheless, the Dutch National Pallia-
tive Care Programme challenged healthcare providers to improve
palliative care for all patients in all four dimensions. What where the

characteristics of this programme?

Main goals and characteristics of the Dutch Palliative Care Pro-
gramme

Until the 1990s, palliative care in the Netherlands was hardly stimu-
lated by the government in any national programme. In the public
debate about euthanasia, palliative care pioneers acted as the oppo-
nents of the practice’s regulation. And it was only after this debate
was ‘settled” — a typically Dutch phenomenon meaning that a discus-
sion is considered to be over and done with — that palliative care
could be further developed and stimulated in the healthcare system.
At that time most people with severe illness were treated in hospitals
and nursing homes. Without explicitly using the modern concept of
palliative care, the quality of care in nursing homes had been devel-
oped in a comparable way to palliative care (multidisciplinary and
patient centred). One of the key factors in this process was the de-



velopment of a new medical specialty, an ‘elderly care physician’,
which at that time was called ‘nursing home medicine’ in Dutch.
Being confronted with the definition and methods of palliative care,
the reaction of many nursing home physicians and nurses was one of
recognition and familiarity.

In the 1980s and early 1990s, palliative care in the Nether-
lands was still a pioneer movement, with a few ‘nearly-home facili-
ties” and ‘high-care’ hospices. A national organisation to stimulate and
develop palliative care for terminally ill patients in the Netherlands
was founded in 1996. In 2009, in a new section of the European
Journal of Palliative Care, Arianne Brinkman(7) gives a brief sum-
mary of the two-decade development of palliative care in the Nether-
lands:

at the end of the 1990s the Dutch government began to take an interest in
palliative care and started a national programme to stimulate service devel-
opment and improvement in the quality of palliative care. ‘Palliative Care in
the Terminal Phase’ by ZonMw the Netherlands Organisation for Health Re-
search and Development was the first programme. It focused on promotion of
expertise, needs planning and structural change. After that the government
initiated centres for the development of palliative care (departments of re-
gional Comprehensive Cancer Centres). The Hospice Care Integration Project
group focused on integration of hospice facilities into mainstream healthcare.

Based on the results government guidelines were drawn up, which stated that:

- palliative care should focus on achieving the best possible quality of life
for patients, according to theWHO definition,

- palliative care should remain, as much as possible, part of mainstream
healthcare; general care providers should be supported by, and get advice
_from, specialised, multidisciplinary consultation teams,

- there should be co-operation within palliative care networks to ensure that
care is organised as well as possible

- there should be support, on a national level, by the Agora Foundation
(National Platform for Palliative Care) and by the palliative care depart-

ments in the COH’IPI'@[]@HSiVe Cancer Centres.



Palliative care became an important point of focus for gov-
ernment policy at the beginning of the 21st century. Funding for
network development, for volunteer coordination and structural
financing for palliative units in nursing and care centres became
available.

In 2006 the Comprehensive Cancer Centres in the Nether-
lands published their second practice-based and practice-oriented
multidisciplinary guidelines for the practice of palliative care.(8) In
the 768 pages of this book, the word ‘spiritual” was only mentioned
twice in the index, and referred only to the guideline on existential
crisis. This guideline was written from a more psychological perspec-
tive, and hardly dealt with the broader practice of spiritual caregivers.

The National Programme for Palliative Care 2008—2010 in-
cluded three themes: 1) the organisation and financing of palliative
care, 2) the improvement of quality of palliative care and transparen-
cy, and 3) education and advancement of professionalism. The new
government has ordered ZonMw to elaborate a new Improvement
Programme, which is to come out in 2012.

Spirituality emerging as a theme: initiatives and choices.

In 2006 both new professors on palliative care in the Netherlands
Zuurmond and Vissers articulated the need to integrate spiritual care
in clinical practice, research and education.(9,10) In the same year,
the Agora Foundation appeared to be a very strong supporter for the
development of spiritual care in the Dutch healthcare system. Its
working group on ethics had extended its name to ethics and spiritual
care, and called attention to the fact that there was an important
omission in the 2006 publication of the multidisciplinary guidelines.
This group decided to develop a multidisciplinary guideline on spir-
itual care in order to establish the fourth dimension of palliative care
more firmly, and they consequently contacted the editors of the na-
tional guidelines. The editors were positive about this initiative and
challenged the group to integrate the existing guideline on existen-

tial crisis(11) into the new guideline on spiritual care.



In the same year, healthcare chaplains who were looking for
postgraduate education on spiritual care in palliative care discovered
that there was no such course available in the Netherlands. In Rot-
terdam there was a course in “Teaching the Teachers’ in palliative care,
based on an international concept of developing an international
community of teachers in palliative care.(12) This course included a
focus on spiritual care within palliative care, and the course’s organ-
isers expected healthcare chaplains to engage in its development.
During the course, the need was stated for monodisciplinary training
for healthcare chaplains on spirituality and palliative care. The inter-
nationally experienced educators made a connection between Dutch
experts and a German expert(13) who already had years of experi-
ence in mono- and multidisciplinary courses on spiritual care in pal-
liative care in Germany. As a result of these connections, a
programme for healthcare chaplains with international and national
experts, entitled ‘Master class spirituality and chaplaincy in palliative

care’, was established. Both the Comprehensive Cancer Centre in

Groningen and the VGVZ were willing to support this course as a
pilot. The response from chaplains all over the Netherlands was
overwhelming, and, within a timeframe of three years, 117 chaplains
(humanistic, protestant and catholic) had been trained. Compared to
the number of members of the VGVZ (about 825), this shows how
the initiative served the need to clarify the concept of spiritual care
and the position of chaplains in its development.

This master class opened a new view for Dutch healthcare
chaplains on the connection between their work and the internation-
al debate on spirituality and spiritual care based on the WHO defini-
tion. First drafts of the multidisciplinary guideline were discussed in
these master classes. It gradually became clear that a guideline on
spiritual care should be written primarily for doctors and nurses, and
that the commitment of chaplains was needed as experts in this field.
During the comment phase of the guidelines, the discussions were
intense and vivid. However, after all the reactions had been processed,
the editors accepted the final draft, which was published as a consen-



sus-based guideline on spiritual care in the third edition of the prac-
tice-based multidisciplinary guidelines for the practice of palliative
care in 2010 (for a summary of this guideline, see Appendix 1).(14)
In the same year the VGVZ amended the professional definition by
introducing the concept of spirituality into their professional stand-
ard for healthcare chaplaincy.

Within the same timeframe, the Agora working group on
ethics and spiritual care started two other national initiatives that
were financially supported by the Dutch government. First, an inven-
tory on expert opinion regarding competencies for spiritual care was
created,(15,16) and, second, expert meetings and invitational con-
ferences on the question of how to further develop spiritual care in
palliative care in the Netherlands were organised. Both initiatives
resulted in publications based on expert opinion and consensus,
which were brought to the attention of policymakers by Agora’s Na-
tional Platform for Palliative Care. The last publication has the ex-
pressive title Spiritual care, connecting link in palliative care.(16)

As a result of these developments, in 2011 the Dutch gov-
ernment mentioned spiritual care as one of the items that will be
elaborated upon in a new improvement programme for palliative

care.(17)

The actual Dutch situation on spiritual care in palliative
care, and its impact on system and practice

Can we say that spirituality is integrated system-wide in the Nether-
lands Palliative Care National Programme? System-wide integration
would be a very pretentious claim. Yet professionals and organisations
are making progress with regard to new understandings and practices
of spiritual care. An important infrastructure has thus been built in
recent years, consisting of:

- a consensus-based multidisciplinary and multidenominational

guideline on spiritual care in palliative care;

- an inventory of competencies for spiritual care;



- the introduction of the concept of spirituality in the Dutch pro-
fessional standard of healthcare chaplaincy;

- avision on the development of spiritual care; and

- recognition of the importance of spiritual care by the Dutch gov-

ernment.

The acceptance by the editors of the multidisciplinary guidelines for
the practice of palliative care of this new guideline on spiritual care is
huge. These guidelines are valued by the experts in the multidiscipli-
nary consultation teams throughout the country. The fact that the
guideline is consensus based gives caregivers and researchers com-
mon ground for practice, education and research. Together with the
inventory of competencies of spiritual care, the guideline can con-
tribute to the integration of spirituality in the current national pro-
ject on competencies for palliative care for all healthcare disciplines.
The introduction of spirituality in the professional standard of
healthcare chaplaincy expresses the willingness of the majority of
healthcare chaplains to contribute to the development of this vital

dimension of palliative care.

The EAPCTaskforce Spiritual Care

From the start, members of the Agora working group on ethics and
spiritual care oriented themselves on the international debate and
research on spirituality. Visiting the congresses of the European Asso-
ciation for Palliative Care (EAPC), they witne