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Introduction

Introduction

This revised guideline for existential and spiritual aspects of palliative care is intended as a reference for
all health care professionals who are engaged in providing palliative care. According to the definition in the
Netherlands Quality Framework for Palliative Care [Kwaliteitskader palliatieve zorg 2017], palliative care
addresses the physical, psychological, social and spiritual dimensions of suffering. In the Dutch language
'spiritual’ can refer to matters of meaning and purpose (zingeving) as well as other dimensions of
spirituality (spiritualiteit). Various definitions of both terms exist; in some, matters of meaning and purpose
are seen as a component of spirituality, and in others the reverse is true. Both aspects are very much
determined by cultural context. There is no consensus on them in the Dutch language area, and the
boundaries run right through professional disciplines. Moreover, both terms give rise to resistance in
various groups, and for various reasons. In this guideline we have therefore chosen to use the two terms
synonymously (and expressed in this English version with the compound ‘existential/spiritual’).

Definition
This guideline makes use of the following definition of spirituality:
‘Spirituality is the dynamic dimension of human life that relates to the way persons (individual and
community) experience, express and/or seek meaning, purpose and transcendence, and the way they
connect to the moment, to self, to others, to nature, to the significant and/or the sacred.' [Nolan 2011]
The spiritual field is multi-dimensional, containing:

a Existential challenges (e.g. questions concerning identity, meaning, suffering and death, guilt and shame,
reconciliation and forgiveness, freedom and responsibility, hope and despair, love and joy)

b Value based considerations and attitudes (what is most important for each person, such as relations to
oneself, family, friends, work, things, nature, art and culture, ethics and morals, and life itself)

¢ Religious considerations and foundations (faith, beliefs and practices, the relationship with God or the
ultimate). [Nolan 2011]

After considering several definitions, the working group chose Nolan's definition for the following reasons:

1 Itis the most recent European consensus-based definition in the context of palliative care, and
moreover it is very similar to the most recent worldwide consensus-based definition of spirituality in the
context of health care as a whole. [Puchalski 2014]

2 lts description of the multi-dimensionality of spirituality provides helpful supplementary information for
those unfamiliar with these dimensions.

3 Init, perception and experience are included as an important component.

4 The addition of 'dynamic' emphasises that spirituality is a process, and that its nature changes.

The spiritual dimension of human nature is often regarded as being hidden because it underlies the

physical, psychological and social sphere and is not always directly visible, accessible or talked about (see

Figure 1). This figure illustrates that spirituality is a hidden, intimate, unifying ‘foundational layer': the

personal 'inner perspective' of the physical, psychological and social dimensions of human existence

[Leget 2008]. How these four dimensions are connected is determined and coloured by human culture and

context.
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Figuur 1.1

The position of spirituality

AN

The position of spirituality

The revised guideline: objective and scope, target audience and approach

Objective and scope

A guideline is a recommendation intended to provide support in addressing the most important problems
actually encountered in daily practice. This guideline is based on the expertise of the members of the
working group, and as far as possible is supported by evidence and consensus-based research.

The guideline Existential and Spiritual Aspects of Palliative Care makes recommendations on assessment,
care and accompaniment for all patients (above 18 years) who are receiving palliative care and for whom
guestions and/or problems have arisen concerning existential and spiritual matters, regardless of the
underlying condition and in every care setting. The objective of the guideline is to improve the quality of
care provided.

This guideline has been written with a view to providing support to all palliative patients regardless of their
philosophy of life, religion or culture. When a patient's experience and choices concerning end-of-life care
are influenced by a background other than traditional local religion and culture, please consult, in addition
to this guideline, supplemental information relevant to patients you encounter in your cultural context (e.g.
Pharos (Pharos is the Dutch national centre of expertise on health disparities)).

Target audience
This guideline is primarily intended for all professionals who provide palliative care, such as general

practitioners (GPs), specialists in elderly care medicine, other medical specialists, nurses, nurse
specialists, physician associates, spiritual counsellors, Netherlands Comprehensive Cancer Organisation
advisors, social workers, psychologists and physiotherapists. The guideline is also relevant to care
providers from other disciplines and volunteers who work with people receiving palliative care. Anyone
who is attending to the physical and psychosocial well-being of patients also has to be aware of the
existential issues that may arise. When determining appropriate care and treatment it is crucial to know
what people find important and what makes their life meaningful. This guideline is therefore based on the
premise that existential and spiritual support is the responsibility not only of spiritual counsellors but of all
care givers. This is a joint, interdisciplinary responsibility.
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The patients' perspective was also included during the formulation of this guideline, as described in the
next section. However, as the guideline has been written primarily for the professionals listed above,
patients may find it less easy to read.

Patients' perspective

Patient input was incorporated during all phases of the development of this module. Among the members
of the guideline working group were two patient representatives. Patient input is necessary for the
development of high-quality guidelines, as good care satisfies the wishes and requirements of both
patients and care givers.

The following approach was used to obtain information and to incorporate the interests of patients:

At the start of the guideline development process, patient representatives submitted problems.

The patient representatives were present at all meetings of the guideline working group.

The patient representatives evaluated the draft texts so as to ensure that the patients' perspective was
optimally represented in the formulation of the final text.

Feedback was sought from the Dutch Federation of Cancer Patient Organizations (NFK) during the
consultation phase.

References
Leget C. Van levenskunst tot stervenskunst. Over spiritualiteit in de palliatieve zorg. Lannoo 2008, p.55

Puchalski C, Vitillo R, Hull SK, et al. Improving the spiritual dimension of whole person care: Reaching
national and international consensus. Journal of Palliative Medicine; [2014]; 7: 642-656
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1 Module 1 Introduction

1.1 When is attention to existential/spiritual matters called for?

Question
When is attention to existential/spiritual matters called for?

Method: consensus-based

Recommendations
» Devote attention to existential/spiritual matters with every patient receiving palliative care, and at all times
» Show interest in the existential/spiritual processes as they unfold and focus your attention on the needs of
the patient/friends and family at that particular moment, taking into account the patient’s actual situation,
condition and other problems

Summary of the literature

No systematic literature research was undertaken for this question because the answer to the question is
not based on empirical research findings, but rather on the WHO definition of palliative care. The working
group based their considerations on their practical experience, where possible confirmed by a (non-
systematic) review of the literature. The level of attention, when it is called for, is based on the ABC model
(see Chapter 3.2). Patients receiving palliative care and their loved ones are uniquely confronted by the
fact of human mortality. As a result, much of what they have hitherto taken for granted in terms of the
meaning of life becomes less certain. Recent studies have revealed that over 40% of patients with an
advanced stage of cancer experience spiritual suffering [Breitbart 2004, Hui 2011, Delguado-Guay 2016,
Kruizinga 2017].

Patients find it important that attention is paid to existential matters as part of the care they receive [Huber
2016; ZonMW 2016]. When palliative care patients are asked about what topics are important to them,
they express the need to speak about spiritual matters, the purpose of life, relationships and their thoughts
about death [Huber 2016; ZonMW 2016]. Thoughts about death may be an indication of spiritual struggle,
but are often related to other aspects of palliative care. Matters that are related to a wish to die include
depression, social isolation, loss of dignity, loss of the will to live, the feeling of being a burden on others,
feelings of dependence and hopelessness [Rodin 2008, LeMay 2008, Boston 2011].

Considerations

Spiritual needs are often not expressed in a concrete question; sometimes because a person is not aware
of the need, or because they think mentioning it will not be of any help. Apart from that, concerns may be
intimate matters about which people may not be able or willing to talk to everyone. For care givers it is very
challenging to be aware of the often-subtle differences between the questions relating to these various
areas of care, particularly because spiritual questions and needs are often embedded in other bio-psycho-
social dimensions. Expressions of many sorts — for example suffering from pain, loss of control of bodily
functions, acceptance, emotions, identity, self-esteem, coping or family — are matters that often seem
easier to 'delegate’ to other care givers and then believe that one has paid sufficient attention to the
problem. This, however, is not always the case.

Spirituality can be conceptualised as being hidden beneath, and often expressed in, the physical,
psychological and social dimensions.

According to the definition used in the Netherlands Quality Framework for Palliative Care and also by the
World Health Organization, spirituality is an intrinsic component of palliative care. The working group
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believes that it is relevant to devote attention to existential/spiritual matters with every patient receiving
palliative care, and at all times. Patients’ dignity is threatened when no interest is shown in what it means
to them to be in the phase of receiving palliative care. Patients' needs and those of their close ones vary
widely, depending on the situation, condition and other problems of the patient.

It can be particularly important to attend to spiritual matters at significant moments (such as moving to a
care facility or hospice, or performing a farewell ritual during the terminal phase); moreover, rituals that
empower a patient or a loved one can fulfil an important function (see also Module 3.2). The website
www. huisarts-migrant.nl has a page of general advice (in Dutch) and issues to be aware of concerning
rituals associated with dying and mourning (https://www.huisarts-migrant.nl/rituele-rond-sterven-en-rouw/).

Finding the right words is a challenge when offering spiritual support. It can be helpful to strike a balance
between approaches based on ‘relationships’ and on ‘interventions’, inspired by the division made by
McSherry [2013]. 'Relationships' represent human qualities of care givers such as warmth, empathy and
attunement. A relationship between care giver and patient that is characterised by these qualities can
contribute to a patient's feeling of spiritual well-being, because patients feel seen and affirmed and have a
sense of connection. These can contribute to experiencing meaningfulness, hope and dignity.
‘Interventions’ refer to the more diagnostic and clinical aspects of spiritual care. This approach begins by
assessing spiritual needs or specific care required, and involves symptom reduction, interventions and
effectiveness. Both approaches are important in spiritual care.

References
Boston P, Bruce A & Schreiber R. Existential suffering in the palliative care setting: an integrated literature
review. Journal of Pain and Symptom Management; [2011]; 41(3), 604-618

Breitbart W, Gibson C, Poppito SR & Berg A.Psychotherapeutic interventions at the end of life: a focus on
meaning and spirituality. The Canadian Journal of Psychiatry; [2004]; 49(6), 366-372.

Delgado-Guay MO, Chisholm G, Williams J, Frisbee-Hume S, Ferguson AO & Bruera E. Frequency,
intensity, and correlates of spiritual pain in advanced cancer patients assessed in a supportive/palliative

care clinic. Palliative and Supportive Care; [2016]; 14(04), 341-348.

Huber M, van Vliet M & Giezenberg M. Towards a ‘patient centred’ operationalisation of the new dynamic
concept of health: a mixed methods study. BMJ Open; [2016]; 5:e010091

Kruizinga R. Out of the blue. Experiences of contingency in advanced cancer patients; [2017]; Amsterdam:
UVA.

Leget C. Van levenskunst tot stervenskunst. Over spiritualiteit in de palliatieve zorg. Tielt: Lannoo; [2008];
p. 55.

LeMay K & Wilson K G. Treatment of existential distress in life threatening illness: a review of manualized
interventions. Clinical psychology review; [2008]; 28(3), 472-493.

McSherry W & Ross L. (Eds.). Spiritual assessment in healthcare practice. Cumbria: M&K Publishing
[2013].
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Rodin G, Lo C, Mikulincer M, Donner A, Gagliese L & Zimmermann C. Pathways to distress: the multiple
determinants of depression, hopelessness, and the desire for hastened death in metastatic cancer
patients. Social science & medicine; [2009]; 68(3), 562-569.

Van de Geer J. Training hospital staff on spiritual care in palliative care influences patient-reported
outcomes. Results of a quasi-experimental study. Palliative Medicine; [2016]; 1-11 E-pub ahead of print.

ZonMW signalement ‘Zingeving in de zorg’, Verslag van een enquéte van de Nederlandse
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1.2

How do | recognise and identify questions and/or needs concerning existential/spiritual
matters?

Question
How do | recognise and identify questions and/or needs concerning existential/spiritual matters?

Method: consensus-based

Recommendations

Be alert, in all communication with patients and their near ones, of metaphors and images which may point
to life/existential questions and meaning-giving processes.

Pay attention to implicit and non-verbal expressions/signs and relevant symbols in the immediate
surroundings, or in a person's clothing or appearance, and show respectful interest.

Be alert to the fact that life/existential questions or spiritual needs may underlie problems that present as
physical, emotional/psychological or social symptoms.

Summary of the literature

Two approaches are possible concerning the spiritual process of patients in palliative care and of their

near ones: one from the perspective of spiritual needs in the broad sense, and the other from the

perspective of spiritual suffering.

1 Spiritual needs in the broad sense are not always expressed explicitly. In addition, in many cases they
are intermingled with other needs. In his theoretical reflection on spiritual needs from a sociological
perspective, Kellehear [2000] distinguishes between:

a situational needs (purpose, hope, meaning and affirmation, mutuality, connectedness, social

presence)

b moral and biographical needs (peace and reconciliation, reunion with others, prayer, moral and social

analysis, forgiveness, closure)

c religious needs (religious reconciliation, divine forgiveness and support, religious rites/sacraments,

visit by clergy, religious literature, discussion about God, eschatology, eternal life, hope).

2 Inthe palliative care approach, spiritual suffering is inseparable from the physical, emotional and social
components of suffering. In other words, suffering is a complex phenomenon that is associated with an
aversive emotional state, where specific causes may be present in different domains, all of which
threaten the integrity of the individual [LeMay 2008].

Several authors have presented varying descriptions in which spiritual suffering is distinguished as one
factor within ‘total' suffering. Kissane [2000] uses the term ‘existential distress’ to describe the mental
turmoil experienced by individuals who are facing impending death, often accompanied by feelings of
remorse, powerlessness, futility, and by a sense that life is meaningless. Kearney and Mount [2000]
understand ‘spiritual pain’ as a disconnection, and a resulting alienation within individuals from that aspect
of their deepest selves that gives meaning, hope and purpose. Murata [2003] offers a further specification
by defining ‘spiritual pain’ as ‘pain caused by the extinction of the being and the meaning of the self.’

Considerations

People derive their sense of meaning/spirituality from all sorts of sources of inspiration — from the
mundane to the transcendent. Some people find meaning in their emotions and feelings (for example
through praying, enjoying nature, literature, music, art), others in activities (meditation, performing rituals or
devoting themselves to a good cause), and yet others in the intellect (contemplation, study). Spirituality
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permeates existence as a whole. It is dynamic and has more to do with the factors underlying a person’s
approach to life than with an area of a person’s life that can be seen as distinct from other parts.

In some phases of palliative care, a period of intensive existential questioning and a need to find meaning
can be observed. Deep meaning may be ascribed to small, seemingly random circumstances or events;
there is a 'density of meaning’ whereby transcendent meaning is attached to these coincidences,
sometimes to such an extent that it leads to renewed inspiration.

Based on practical experience, the working group believes that:

continuing physical, emotional or social symptoms that are not responsive to treatment may be an

indication of underlying spiritual questioning or struggle.

existential and spiritual questions/needs are not always expressed verbally; non-verbally they may

manifest as:

— situational needs (purpose, hope, meaning and affirmation, reciprocity, tranquillity, connection, social
presence)

— moral and biographical needs (peace and reconciliation, migration history, being reunited with others,
prayer, taking stock, forgiveness, closure)

— belief-based needs (religious atonement, divine forgiveness and support, religious rituals/sacraments,
meditation, contemplation, visit from a pastoral worker/teacher, spiritual literature, a talk about God,
eternal life, reincarnation, connection, hope).

in all communication with patients and their near ones (including non-verbal communication) there may be

an underlying matter of a spiritual nature. In particular, special attention should be paid to figurative

language and imagery.

patients express and experience existential/spiritual matters in various ways not necessarily related to

cultural differences. For some, their emotional experience is dominant; others are oriented toward doing

and yet others toward thought and reflection.

some patients are less able to communicate their needs clearly (due to factors such as mental capacity,

skills, or cultural or linguistic barriers) and need assistance.

In light of these observations, the working group believes that it is important to be alert to:

all communication by patients and their near ones that includes metaphors and images, as these can be
indications of life/existential questions and meaning-giving processes

implicit and non-verbal expressions and relevant symbols in the immediate surroundings, or in a person's
clothing or appearance

physical, emotional or social symptoms as an expression of patients’ underlying or related life/existential
guestions or spiritual needs.

References

Goossensen, A. A. Hidding, S. de Kubber, M. van der Vorst, Leget C. ‘Dorst of doodsangst’. Het
onderkennen van (spirituele) signalen van cliénten in de terminale fase. Uitgave VPTZ Nederland; [2016].

Kellehear A. Spirituality and palliative care: a model of needs. Palliative Medicine; [2000]; 14(2), 149-155.

Kissane, D.W., Wein, S., Love, A,, et al. The Demoralization Scale: A report of its development and
preliminary validation. Journal of Palliative Care; [2004]; 20, 269-276.
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2 Module 2 Origins and process

2.1 How does an existential or spiritual process arise and unfold?

Question
How does an existential or spiritual process typically arise and unfold?

Method: evidence-based

Recommendations
Given the nature of the question, no recommendations have been made.

Summary of the literature
Where a spiritual process is understood as a process of searching for meaning (‘meaning making’),
various components can be distinguished in the course of the process [Park 2010]:

1

4

[@ 2]

Initial appraisal of the event. Every situation in which humans find themselves involves interpretation:
meaning is always sought but is generally automatic and implicit. (‘l should go to see the lung specialist
because I've been coughing for such a long time, but I'm bound to live to 100 because I've always been
healthy.’)
Discrepancies between initial appraisal and personal global beliefs. Where a perceived
discrepancy arises between the current situation and the personal world view, this can give rise to a
form of distress. (‘The lung specialist says | have an incurable illness and will not recover, yet I've
always led a healthy life and have never smoked. It can’t be true. Why is this happening to me?’)
Meaning-making processes. Meaning-making processes are directed toward reducing the
discrepancy between the current situation and the personal world view. According to Park [2010],
‘Various categorical schemes have been proposed to understand this process of meaning making,
focusing on different dimensions.” These distinctions are overlapping rather than mutually exclusive.
Four of the most common distinctions drawn are:
Automatic versus deliberate processes. Meaning-making processes take place in both
unconscious and effortful ways. (‘I notice that the question of why this had to happen to me is no
longer preoccupying me so much.’)
Assimilation versus accommodation processes. The initial appraisal of the situation can shift in the
direction of the personal world view (assimilation), or the personal world view may be adjusted as a
result of the current situation (accommodation). These processes co-occur to some extent. (‘I probably
won't live to be 100, but somehow that doesn’t matter anymore.’)
Searching for comprehensibility versus searching for significance. Meaning making is not only
about making sense of an event within a system of accepted rules or theories (comprehensibility) but
also about determining the significance of this for one’s own life from that moment on (value or worth
of an event). (‘It's really clear to me now that | need to use whatever time | have left to do things |
consider truly important.’)
Cognitive versus emotional processing. Some literature focuses more on the emotional dimension
(experiencing and exploring one’s emotions) of the process; other literature focuses more on the
cognitive (reworking of one’s beliefs) dimension. Park points out that 'these differ in emphasis rather
than in essential underlying mechanisms'. (‘l can increasingly accept the thought that | won't live to
see next Christmas.")
Meanings made. Many different meanings can be made as a result of meaning-making processes. It is
not a matter of right or wrong, healthy or unhealthy. There are many different ways in which a (new)
balance may be arrived at between personal meaning and the spiritual process:
Feeling of having ‘made sense’ (‘I feel my life is complete: it is enough now, | have done my part.’)
Acceptance (‘There’s a time for everything. A time to be born and a time to die.’)
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¢ Reattributions and causal understanding (‘Life’s a gamble. Healthy living is no guarantee.’

d Perceptions of growth or positive life changes (‘I notice | have a deep sense of calm; | can face the

future without fear.’)

e Integration of the stressful experience into changed identity (‘I've now begun the final phase of my

life.”)

f  Reappraised meaning of the stressor (‘Being terminally ill helps me to make choices about what | still

want and what is no longer important to me.’)

g Changed personal beliefs (‘Religion never meant much to me, but more and more | think there must

be something after this life.’)

h  Changed personal goals (‘| always wanted to travel after I'd retired, but now I'm happy enjoying my

garden.’)

i Restored or changed sense of meaning in life (‘I can enjoy the small things much more now.’)

5 Meaning making and adjustment. Generally speaking, the process of meaning making settles down
as the discrepancies decrease sufficiently for the particular person. (‘I've stopped working and only want
to see people | care about deeply.’)

Not every patient will go through all of these phases.

Conclusions

When a person’s world view no longer matches the current situation this can lead to a form of distress.
Meaning-making processes are directed toward reducing the discrepancy between the current situation
and a person’s world view.

The outcomes of meaning-making processes can be diverse. It is not a matter of right or wrong, healthy or
unhealthy. The newly found balance may manifest itself in various ways.

Five phases can be distinguished in a spiritual process (initial appraisal, discrepancy, process, meanings
made, adjustment), but not all patients go through all phases.
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2.2

How does one recognise a spiritual crisis?

Question
How does one recognise a spiritual crisis?

Method: consensus-based

Recommendations

Signs to watch for that may indicate a spiritual crisis include:

—  Profound questioning about the meaning or purpose of the person’s own life

— Mourning or loss of connection with self, others or a higher power (God)

— A profound change in the person

— Acircular process in which balance is sought but not found

Where a spiritual crisis has been identified or is suspected, it is best to make a referral.

Summary of the literature

There is no one clear consensus in the literature on the definition of a spiritual crisis. Based on articles by
Agrimson [2009], Balk [1999] and Yang [2010], we have formulated the following definition of spiritual
crisis:

‘An acute disruption in the understanding of oneself, the world and/or the transcendent as a result of
external stressors, whereby the individual arrives at a turning point or schism that results in a significant
change in the way in which one makes sense of oneself and the world.’

A spiritual crisis may be masked by symptoms of a physical and psychosocial nature. Signs of a spiritual
crisis [Agrimson 2009, Balk 1999, Yang 2010] are:

Profound questioning and/or doubts about the meaning of a person’s own life

Mourning or a feeling of deep loss, often as a result of a disruption in a person’s attachment or in a
person’s connection with self, others or a higher power (God)

A critical moment or turning point at which a person is changed as a result of the crisis

A circular process in which balance is sought but not found

Conclusions

A spiritual crisis may be masked by symptoms of a physical and psychosocial nature. A patient who is
undergoing a spiritual crisis will generally display one or more of the following signs:

—  Profound questioning about the meaning of the patient’s own life

— Mourning or loss of connection with self, others or a higher power (God)

— A profound change in the person

— Acircular process in which balance is sought but not found

A spiritual crisis may be precipitated by an acute situation (such as a great loss, terminal disease, or
sudden prospect of a longer life after having already said goodbyes because of a previous estimate of life
expectancy). These can threaten a person’s self-understanding or result in a worsening in various
domains.

A spiritual crisis may have positive as well as negative consequences.

Considerations

A spiritual crisis may be precipitated by an acute situation (such as deep loss, terminal illness, or sudden
prospect of a longer life after having already said goodbyes because of a previous estimate of life
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expectancy). These can threaten a person’s self-understanding or result in a worsening in one of the
following domains:

Feeling of faith in (or belonging to) God and the world (‘Has God deserted me now?’)
Feeling of purpose or meaning (‘What is the point of suffering like this?’)

Feeling of inner peace (‘How can | find peace within myself?’)

Hope for the future (‘What do | hope to still experience?’)

Being in touch with reality (‘How do | escape this nightmare?’)

Feelings of connection, security, safety (‘| feel so alone.’)

Sense of value (‘What's it all for?’)

Ability to rise above oneself (‘I have lost my sense of self.’)

Creativity (‘I feel completely stuck.’)

Need for forgiveness/feelings of guilt (‘I'll no longer be able to make amends.’)
Feeling of continuity with the past (‘I no longer recognise myself.’)

Connection with significant people, places (home, nature), relationships, roles etc.

A spiritual crisis may have negative or positive outcomes, depending on personal and other factors.
Negative outcomes:

— Physical symptoms such as loss of energy, anxiety, depression, chest or abdominal pain, sensitivity to
noise or light, anorexia

Psychological symptoms such as anger, resistance or depression

Lack of direction

—  Social withdrawal

—  Frequent bouts of crying

— Decreased attention span

Loss of control over emotions or thoughts

Suicidal ideation

Feelings of abandonment

— Existential loneliness

Positive consequences:

A sense of renewal or spiritual awakening
Spiritual resiliencea

— Renewal of hope

—  Self-reorganisation

— Post-traumatic growth

Renewal or growth in relationships
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2.3 How does one address hope with patients receiving palliative care?

Question
How does one address hope with patients receiving palliative care?

Method: consensus-based

Recommendation

Consider which perspective on hope is most helpful for the patient and the family, and where necessary
combine perspectives:

— hope as expectation: expecting that something really will happen

— hope as coping: deriving comfort from the thought that the future is still open

— hope as meaning: seeing something as very meaningful

Use these approaches when talking to the patient and family, according to their needs.

Summary of the literature

Hope plays an important role in people’s lives, and this is also true for patients receiving palliative care and
for their families [Olsman 2014b]. However, hope is difficult to define. It is a vital force that may vary during
the course of an individual's iliness. At the same time, it may take several (sometimes conflicting) forms.
Hope is therefore sometimes referred to in the literature as a ‘multi-voiced’ process [Olsman 2015a]. For
example, hope may be the hope of being cured, held simultaneously or alternating with the hope that
death will come quickly and painlessly. Some forms of hope may prevail for a time but then fade in
prominence without disappearing completely.

Generally speaking, there are three ways in which hope can be construed [Olsman 2014a]:

Expectation

This expectation may be realistic or unrealistic. Sometimes ‘hoping against hope’ may weigh heavily on a
patient and this burden may need to be discussed.

Coping

Hope in this case is conceived of as functional, as a strength that helps people to endure their iliness,
regardless of whether their hope is realistic.

Significance or meaning giving

People try to discover meaning in their current situation by linking it to the future. One’s life story becomes
complete, as it were, by weaving past, present and future into a meaningful whole that offers solace
because it is consistent with the current situation.

These three perspectives on hope are not mutually exclusive; they can all be used to offer support to
patients. In contact with patients and/or their family it will be necessary to explore which approach is most
supportive. Where needed, a shift of perspective can be made during an interaction.

Conclusions

Hope can be construed in three ways:
1 as expectation

2 as coping

3 as significance or meaning giving.
[Olsman 2014a]
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Considerations
The working group believes that the way in which a care giver should address hope depends on the
perspective on hope [Olsman 2015b; Olsman 2016].

From the perspective of hope as expectation, care givers sometimes see it as their task to adjust a
patient's expectations to be more realistic. This can be useful, giving the patient a realistic idea of the time
available to arrange affairs. But telling a patient that their expectations are not realistic will not be
appreciated by all patients or in all cultures.

From the perspective of hope as a way of coping, the care giver may find it important not to take away
hope, and to offer support or affirmation so that the patient is better able to cope with the present situation.

From the perspective of hope as significance or meaning giving, the care giver can support the value of
this vision of the future, and affirm it as an expression of a wish that can help make the current situation
bearable.
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3 Module 3 Assessment, attention and accompaniment,

referral and reporting

3.1 How do I talk to patients about existential/spiritual matters?

Question
How do | talk to patients about existential/spiritual matters?

Method: consensus-based

Recommendations

» Always be on the lookout for patients and their family using metaphors and images in their communication.

These may be a sign of questions about life/existential matters or meaning-giving processes, and often
have several layers of meaning (‘listen in layers’); make sure to probe gently to learn more.

» Be alert to life/existential questions or spiritual needs underlying problems that present as physical, mental

or social symptoms.

» Notice meaningful symbols in the immediate surroundings, or in a person's clothing or appearance, and

show interest.

» Check if the patient would like to talk about what the situation means to them.

» Make sure that you will not be disturbed during a talk.

» During a talk, create an atmosphere of calm, space and non-judgemental attentiveness.

 Listen with an attuned ear and be aware that what people say may have several layers of meaning —

factual, emotional, biographical — which can be indications of existential/spiritual matters.

« During the talk, ask open questions, point out and verify non-verbal signals, and do not offer answers

yourself.

» Address patients with an attitude of respect, openness and non-judgement.
» Evaluate on the basis of the talk about existential/spiritual dimensions whether a patient should be referred

to a specialised spiritual care giver.

Summary of the literature
No systematic literature research was undertaken. The considerations are based on Weiher (2004, 2007,
2009).

Considerations

Attitude

One characteristic of spiritual questions is that they are questions to which there is often no answer or
solution. Questions such as 'What did | do to deserve this?’ or ‘Why must | suffer so much?’ are
expressions of a process of searching for existential meaning and purpose. Where there is no solution,
answers may still be possible. But if there is an answer to these questions, it will not be one from a book.
Ultimately the answer can only come from the patient themself, and the patient can be offered support and
help in their search for an answer. This requires care givers to adopt a less familiar attitude. Care givers
are primarily trained to help solve problems. When offering spiritual support, however, the main priority is
to be present and listen. Then help does not come from outside; rather the aim is to mobilise the patient’s
own inner strength through presence, commitment, and ‘being’ rather than ‘doing’. When patients’
philosophy of life or religious beliefs are different from one’s own, and/or they come from a different
cultural background, it may require extra effort to engage with them in a respectful, open and non-
judgemental way.

Existential and Spiritual Aspects of Palliative Care | Version 2.0 | 30 September 2018 © IKNL




Layers of meaning

Statements that patients make rarely mean just one thing; they often contain several layers of meaning.
The layer of meaning pertaining to the existential/spiritual dimension often underlies an expression that on
the surface appears to be of a physical or psychosocial nature. An example clarifies this.

Example: four layers of meaning

A woman, 60 years old, is in hospital and says, ‘At night | often lie there and think of my husband.” What

does this statement mean? What layers of meaning may be concealed within this single sentence? What

guestion might lie behind this utterance?

This statement can be understood in various ways (Weiher 2004, 2007, 2009):

Factually (here the meaning is about a factual and objectively verifiable state of affairs): ‘Patient lies awake

at night’. A focus on the physical aspect prompts questions such as: Is she suffering from insomnia?

Should something be done?

Emotionally (here the meaning is related to thoughts, images, feelings and emotions that are embedded in

the statement): ‘Patient is thinking about her husband'. Questions that arise from a focus on the

psychological/lemotional dimension might include: Is the patient worried? Does she miss her husband? Is
she perhaps experiencing sadness or longing? How intense are her feelings? What care/support might be
needed?

Biographical (here the meaning is about a person’s social context and says something about their identity):

‘the patient is (or has been) a wife’. Questions that arise from a focus on this layer include: What kind of

bond is there between the two? How is the communication between them? Does her husband have care

needs? Is the woman perhaps a widow?

—  (here it is about what moves people most deeply, what inspires them and gives their life meaning; this
is often connected with ordinary everyday things in life). Consideration of this layer prompts questions
such as: What does it mean for her to think about her husband? What feelings does the memory of
her husband evoke? Does it make her feel melancholy/wistful or does she (also) derive strength from
his memory? How does the quiet of the night affect her?

All these layers of meaning are interrelated. They can be made manageable by discerning them.
Developing sensitivity to the existential/spiritual dimension involves learning to listen to the layer of
meaning about purpose and inspiration, which may lie hidden beneath more superficial expressions. ‘How
do you feel when you think of your husband at night?’ the spiritual counsellor asked this woman. She
answered: ‘| feel comforted. He passed away two years ago, and especially at night | feel his presence
and his comfort during this difficult time.'

Her answer is surprising and shows that one should never be too quick to fill in the meaning that might be
implicit in a statement. Each time it is about discovering what a particular statement means for each
unique patient. Asking open questions, verifying non-verbal signals and reflecting what you hear can
create space for patients to tell about what gives them meaning and strength. As they talk they also
become aware of this themselves. Creating space for relating meaningful stories is an important kind of
spiritual care. Acknowledging pain that cannot be alleviated but that does demand attention is also an
important form of spiritual support that all care givers can provide.

Naturally, one essential condition for a talk about the meaning of life and spirituality is that you create time
and calm, and will not be disturbed by phone calls or other matters (see also Module 4). At the same time,
devoting attention to existential and spiritual matters while carrying out everyday care is of great
significance: showing that you are paying attention, during daily care activities, to people’s non-verbal
signals and the offhand remarks that patients sometimes make, or showing interest in the meaning that a
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patient attaches to what happens to them. As a patient with advanced multiple sclerosis put it: ‘One day |
feel like a piece of meat hanging in a hoist, another | am helped like a human being into my wheelchair.
One day | am cleaned and another day | am washed.’

References
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3.2 How does the role of a doctor or nurse differ from the role of a care giver who is
specialised in providing existential and spiritual support?

Question
How does the role of a doctor or nurse differ from the role of a care giver who is specialised in providing
existential and spiritual support?

Method: consensus-based

Recommendations
» Assess whether as a doctor or nurse you are capable of giving the required attention and, where
necessary, support concerning existential and spiritual matters. Refer the patient to a specialised care

giver (spiritual counsellor, medical social worker or psychologist) if the patient has indicated a need for this

and you have neither the time nor capacity, and/or a spiritual crisis has arisen.
» For all care givers the following recommendations apply:
— Bear in mind the following prerequisites for the provision of spiritual care:

Be open to your own spiritual dimension.

Every so often, really take your time with the patient (a patient will not ask more profound
questions if the care giver seems to be in a hurry).

Make the patient’s goals and needs the priority.

Respect your own professional and personal boundaries.

Show respect for the patient’s culture, beliefs or philosophy of life.

— Create an atmosphere conducive to the provision of spiritual support:

Ensure your manner is calm.

Offer a safe environment; create an atmosphere of trust and compassion.
Be present in the here and now without imposing.

Strike the right tone: not too light and not too heavy.

Be yourself and talk as one human being to another.

—  Apply the following points relevant to the process of providing spiritual care:

Take into account the wishes and needs of the patient and their family; adjust as necessary in
each phase.

Show sincere interest in and concern for what the patient is going through; let genuine interest
guide you in asking questions.

Listen and observe attentively; and ask open questions.

Adopt an open attitude; respond with empathy.

Suspend all judgement: give the other person the space to search or struggle in their own way.
Be prepared to look beyond your own horizons (be open to new experiences regarding other
beliefs and cultures).

Choose the right moment to suggest your own advice or solutions; nobody wants to be rescued.
The point is for a person to connect with their inner strength.

Do not take expressions of anger or reproach personally; they may arise from anger and grief.
Remain available to patients and family, even if nothing more can be 'done’ or if care is refused.

Summary of the literature

No systematic literature research was undertaken for this question, because the working group did not
expect to find any studies that provided answers to the question that were relevant to the Dutch context.
Therefore, no conclusions are drawn either. The recommendations are based solely on considerations
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made by the working group members on the basis of their professional experience, and where possible
confirmed by a (non-systematic) review of the literature.

Considerations

A useful model for distinguishing between the role of a doctor or nurse and that of a specialised care giver
(spiritual counsellor, medical social worker or psychologist) is the ABC model (see also Table 1) [IKNG
2001] described below.

A Attention

Devoting attention to spiritual needs and concerns requires care givers to adopt an attitude of attentive
presence. Patients are vulnerable and dependent on assistance; they have to reveal so much to care
givers. It is therefore important to create an atmosphere in which they can feel safe. Primarily, of course,
good care by doctors and nurses is based on medical and nursing competencies. But spiritual care also
requires the engagement of human capacities. Good care requires a receptive, caring approach that
shows openness and sensitivity to what people are feeling and experiencing. Only then is it possible to
observe clearly patients’ own interpretations or layers of meaning (see 3.1 ‘How do | talk to patients about
existential/spiritual matters?’).

As with patients, each care giver has their own past and idiosyncrasies. Self-observation and self-
reflection can help a care giver to become aware of their own reactions and the consequences these have
for interactions with the patient, which can help prevent misinterpretation of signals from the patient. The
extent to which a care giver can feel and deal with their own powerlessness or fear has consequences for
their ability to be present with the powerlessness or fear of the patient. Regular self-observation and self-
reflection, for example through supervision or peer supervision, are therefore recommended.

It is not only important for care givers to explore and be aware of and work with their own emotions; to be
able to address spirituality you also have to be open to it personally. Before care givers are able to listen
well to others, they first need to be able to hear what is going on inside themselves. Talking about spiritual
matters can affect people very deeply. Patients often know intuitively who they can or cannot discuss
these matters with. How much a patient opens up depends on the person offering the spiritual care — more
than is the case in other dimensions of care. When a patient senses that a care giver has no antennae for
this dimension, the patient is unlikely to share their spiritual feelings. Care givers who take everything
extremely seriously are likely to strike the wrong note. In this context the term ‘diluted seriousness’
(‘verdunde ernst’) has been coined: the art of addressing of deep issues by weaving these topics into the
minutiae of everyday life. This ‘dilution’ with the everyday makes it easier to raise serious topics. Humour is
also a fantastic way to help lighten the mood by breaking the intensity of the dying process. Note,
however, that humour needs to be used skilfully and as mildly as possible!

Everyday sources of inspiration or philosophy of life as an interpretive framework.

When a care giver encounters a patient’s life/existential questions it is important to be able to understand
the context in which these are being asked. Context will assist the care giver and make communication
and handing over to other care givers simpler. The most obvious context of meaning giving is the roles one
fulfils in everyday life (partner, father, mother, child, professional, member of a football club, churchgoer).

Everyday sources of inspiration and strength are referred to as ‘everyday spirituality’. In addition, religious
and other wisdom traditions have long offered important frameworks within which to interpret and
understand spiritual concerns. It is important to be aware that many different orientations can be
distinguished within all systems of belief (see Appendix 11). Moreover, there are differences in the extent
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to which followers are ‘practising’. Philosophies of life such as atheism, agnosticism and humanism are
also of relevance to the experience of meaning and purpose in the last phase of life. Furthermore, people
who are seriously ill often rediscover/reconnect with the values of the philosophy of life or beliefs that they
grew up with.

Spirituality is a dynamic concept and encompasses myriad processes. Whatever the process taking place,
an attitude of acceptance and respect for a person’s beliefs is important for everyone. People appreciate
such an attitude, and it is more important than knowledge of matters such as rituals associated with a
particular belief system. The art is to cultivate being a concerned, interested but very modest visitor. It is
very important not to express your opinions about religious or spiritual customs; rather, offer support.
However, if a patient is open to it, a personal conversation does not have to be avoided. Be aware, though,
that in the process of seeking a new balance a patient may shock others, be rebellious, or say the opposite
to what they are thinking (in anger, despair, fear, etc.). Although, for many, religious traditions still fulfil the
role of providing a framework of meaning, an increasing number of patients have no connection with a
particular religion. There are also more and more patients who combine elements from various life wisdom
traditions to construct their own life philosophy.

B Accompaniment

There is no clear demarcation between the categories of Attention and Accompaniment. The big difference
between the two, however, is that attention is important in every situation and for every care giver,
whereas accompaniment goes a step further and only takes place when a patient indicates they would like
this. In other words: attention to the dimension of life/existential questions and offering accompaniment are
both part of good care, but accompaniment must never be imposed on someone.

The experience of existential struggle is an important step toward finding a renewed psychological and
spiritual equilibrium that enables the patient to face their approaching death. Existential struggle should
therefore not be avoided or suppressed. Because this process is very personal and unique to each patient,
it is important for patients themselves to be able to determine when they are ready to confront the reality of
impending death. Careful posing of the right questions by the care giver can help a patient to progress
toward that moment. It is also important that the patient have time and space to process the struggle in
their own way.

All care givers can play a role in the provision of spiritual care as part of their professional duties. To be
able to do this competently requires a certain amount of training. This guideline is not a substitute for that
training, yet it does give an indication of the issues that need to be taken into account.

Spiritual care accompaniment consists of talking with the patient about issues that are of concern to them
as they relate to the care giver's medical or nursing activities. The general recommendations made under
A (A: attention) also apply to the provision of spiritual care. It is important that doctors and nurses have an
understanding of the spiritual process that a patient may be experiencing or wrestling with. In this context
the patient’s search or struggle can be monitored and issues identified. Where necessary a patient can be
referred to a spiritual counsellor who is specially trained in matters of meaning giving and spirituality: if a
care giver, the patient or family deems this appropriate. Although the frame of reference of psychologists
and social workers is primarily the psychosocial sphere, their discipline provides many opportunities for
spiritual care.

Some patients may have a need for support in the form of talking or texts, or for non-verbal forms of
communication such as rituals, music and making use of objects with a symbolic or special meaning, to be
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Tabel 3.1

able to express what words cannot convey. Spiritual care givers are able to respond to these needs. They
may also make use of other techniques such as meditation or visualisation, as may some psychologists.

C Crisis intervention
See Module 3.6 about how to respond in the event of a suspected spiritual/existential crisis.

THE ABC MODEL

Please note that the sections indicated in this overview as distinct from each other are not always clearly
separated.

Doctor and Medical social Spiritual counsellor
nurse worker,
psychologist
Primary focus, Somatic Psychological Spiritual
path of access Social
and frame of
reference
A Attention Listen, support, Listen, support, Listen, support, (represent)
(always) recognise, recognise, screen* recognise, screen*, and
screen* interpret connect

B Accompaniment Follow patient's Follow patient’s Follow patient’s search
(with patient’s search process, search process, process («) refer,

permission) explore, refer, explore, refer (—), explore, assess,
assess* assess* interpret and appraise*
C Crisis Detect, refer Recognise, Recognise, counsel,
intervention (if counsel, treat, refer sometimes: treat,
indicated) (=) («) refer, interpret and
appraise*

* See (diagnostic) instruments under Assessment
Table 1: Kinds of spiritual care [Based on LKNG publication: Kun je uit de hemel vallen? (Can you fall out
of heaven?) December 2001]

Comments/explanation regarding Table 1:

Primary focus, path of access and frame of reference are not referred to for the purpose of separating
work domains, but simply to indicate a distinction. This implies a care dimension for which a particular
discipline bears ultimate responsibility and possesses particular expertise. Within the field of palliative
care, multidisciplinary practice (with reciprocal consultation) — and preferably interdisciplinary practice — is
always indicated.

Each discipline evokes its own reality, which will also have its own effect on the patient. A patient may
therefore say different things depending on whether they are talking to a nurse, doctor, psychologist or
spiritual counsellor.

Each discipline also has its own particular manner of accompaniment: its own repertoire and role with
respect to the patient.

Spiritual counsellors elicit a different response than doctors or nurses, simply through their presence. They
represent a dimension of reflection on meaning. In the context of (religious) belief, spiritual counsellors can
also represent other realities, such as a particular faith community or God. A characteristic of spiritual
counsellors’ work is also the dimension of connection (connecting a person’s unique life story with

Existential and Spiritual Aspects of Palliative Care | Version 2.0 | 30 September 2018 © IKNL




appropriate images, symbols, rituals, stories, poems). This requires specific competencies in addition to
the ‘listening, supporting, recognising, counselling, treating’ shared with other disciplines.

» Listening and recognising (see A in Table 1) are always indicated because they are intrinsically valuable,
and they may help to prevent a crisis.

» Volunteers who provide palliative care in the terminal phase and the coordinators of this kind of care are
not mentioned in the table. Nevertheless, they can also play an important role in the provision of spiritual
care. Volunteers are there for the dying person and the family, contributing time, attention and support
during the final phase of life. They are less affected by time constraints and the pressures of the
professional care system. As a result, they can sometimes be a valuable source of information for
professional care givers.

References

Meeusen-van de Kerkhof R, van Bommel H, van de Wouw W, Maaskant M, Brochure 'Kun je uit de hemel
vallen' Landelijk KennisNetwerk Gehandicaptenzorg (LKNG); [2001].
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3.3

What assessment tools can be helpful for exploring the spiritual dimension?

Question
What assessment tools can be helpful for exploring the spiritual dimension?

Method: consensus-based

Recommendations

Where a spiritual crisis is not suspected, when devoting attention and offering accompaniment it is
advisable to use assessment tools such as the questions provided by the Mount Vernon Cancer Network,
FICA and the Ars Moriendi model.

Use existing instruments and methods to identify the spiritual dimension of palliative care needs. Dutch
examples include the ‘Lastmeter’ (Distress Thermometer), the IKNL'’s ‘Signalering in de palliatieve fase’
and the ‘Utrechts Symptoom Dagboek’ (Utrecht Symptom Diary).

If you suspect a spiritual crisis or that a patient’s suffering has a predominantly spiritual component, make
a referral.

For substantiating a referral, validated spiritual assessment tools are available in English that can be used
with people who have sufficient command of English. These include the PRISM, HAI, HHI and FACIT-SP.

Summary of the literature

Three assessment tools are available to aid the appraisal of patients’ existential/spiritual state:

the questions in the Mount Vernon Cancer Network assessment tool [MVCN 2007] (see Appendix 8)
the Ars Moriendi (Art of Dying) model (see Appendix 9)

¢ the FICA Spiritual History Tool © (see Appendix 10)

The MVCN cue questions provide an opportunity for the patient to talk about their everyday sources of
strength or deeper existential/spiritual dimensions:

Brief assessment:

How do you make sense of what is happening to you?

What sources of strength do you look to when life is difficult? (Family? Your faith? Music?)

Who would you like to have with you? Who would be able to offer you support?

Depending on the answers to the above questions, an assessment can be made of whether a patient’s
existential/spiritual requirements will be met through careful attention, or whether counselling (by a spiritual
counsellor, social worker or psychologist) or crisis intervention (by the spiritual counsellor) is needed (see
also the ABC model in Module 3.2).

The Ars Moriendi (Art of Dying) model was developed in Dutch; it is more dynamic and contains more
detail. The Ars Moriendi model is included in the Utrechts Symptoom Dagboek (USD: Utrecht Symptom
Diary) in order to integrate the spiritual dimension into the assessment of complaints and symptoms of
patients receiving palliative care.

The FICA Spiritual History Tool © is brief and addresses this dimension of palliative care in several
concise areas of concern [Borneman et al 2010]. FICA has been translated into Dutch but has not yet
been validated; this is also the case for the Mount Vernon Cancer Network assessment tool.

Research carried out in the Netherlands and Belgium has shown that the Ars Moriendi model [Voskuilen

2012, Vermandere 2015] and the FICA Spiritual History Tool © [Vermandere 2012] can best be used as
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general guides for talking about spiritual concerns with patients, as an aid for including all aspects of
spirituality in the conversation.

Guides are available for psychosocial care givers (www.pallialine.nl/hulp-bij-helpen) and nursing staff [van
Leeuwen 2006]; for doctors a recommendation has been made that the subject should be made an
integral part of the medical school curriculum [Gijsberts 2015]. For volunteers the key concept of ‘Er Zijn’
(‘Being There’) has been developed and this forms basis of the support they provide. ‘Being There' is
about offering warm, affirming relationships and is based on various social presence theories [Goossensen
2014].

At present there are no specific spiritual assessment tools that have been validated for use in the
Netherlands. The Distress Thermometer is a multi-dimensional instrument that includes the spiritual
dimension; it is suitable for identifying a patient’s current problems, complaints and/or needs
(www.lastmeter.nl). See also the Netherlands Quality Framework for Palliative Care, specifically Domain
6, the Spiritual Dimension/Measurement instruments.

Assessment tools

The instruments below are used to assess the existential/spiritual well-being of a patient. They have been
developed and validated for the palliative population, but they have not been validated for patients in the
Dutch context [Gijsberts 2011].

Three of the instruments have specific questions about existential and spiritual well-being. Best et al.
[2015] evaluated tools that are good for measuring spiritual suffering.

To measure hopelessness and demoralisation they advise:

Pictorial Representation of lllness and Self Measurement (PRISM) [Biichi 2002]

Hopelessness Assessment in lliness (HAI) [Rosenfeld 2011, 2017]

Demoralization Scale [Kissane 2004]

To measure hope:
Herth Hope Index -HHI [Nowotny 1989]

To measure spiritual well-being:

Functional Assessment of Chronic lllness Therapy - Spiritual Well-Being (FACIT-SP) [Canada 2008].
The FACIT-SP has been tested in the Netherlands to evaluate whether it is a useful tool for nurses to
assess the extent of a patient’s spiritual well-being. The study revealed that when the FACIT-SP is used
patients are referred more frequently to a spiritual counsellor [Vlasblom 2015].

In addition, there are a number of other assessment tools that have been specifically developed and
validated for the palliative population. These have not yet been translated into Dutch [Gijsberts 2011] but
are regularly used in other countries to assess the existential and spiritual needs of palliative patients.
They include:

Spiritual Needs Inventory (SNI) [Hermann 2006]

JAREL Spiritual Well-being Scale [Hungelmann 1996]

ltem assessment: ‘Are you at peace?’ [Steinhauser 2006]

There are also assessment tools that measure quality of life and have a specific section on

existential/spiritual matters. These include:
Quality of Life at the End of Life Measure (QUAL-E) [Steinhauser 2004]
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» Hospice Quality of Life Index [McMillan 1998]
* Missoula-VITAS QOL (MVQOL) [Byock 1998]
* McGill Quality of Life Questionnaire [Cohen 1996]

These tools are not yet used in the Netherlands.

Considerations

Module 3.2 describes three levels of end-of-life spiritual care: attention, accompaniment and crisis
intervention (in Dutch: ABC). Attention and accompaniment are aspects of spiritual care that can be
provided by care givers from all disciplines. Crisis intervention requires specialist expertise, such as that of
spiritual counsellors.

Questions concerning existential and spiritual matters are often not asked outright and are implicit (see
also Module 1.2). Because of this, it can be helpful to use tools to identify these questions and to evaluate
whether attention, accompaniment and/or crisis intervention is likely to help reduce a person’s
existential/spiritual suffering and improve their quality of life.

Tools are available to identify and assess spiritual needs in palliative care. These include the Mount
Vernon Cancer Network questionnaire, the Ars Moriendi model and the FICA.

These tools can also be used when devoting attention to existential/spiritual matters with patients or
providing accompaniment, provided no spiritual crisis is suspected.

The Distress Thermometer, the IKNL ‘Signalering in de palliatieve fase’ and the Utrecht Symptom Diary
also include the spiritual dimension.

Palliative care volunteers can use the observation method ‘dorst of doodangst’ (‘thirst or fear of death’) to
identify signs of spiritual suffering in patients.

If you suspect that a patient is in a spiritual crisis or that a patient’s suffering has a predominantly spiritual
component, make a referral.

Very few validated assessment tools are used in the Netherlands. These are meaningful tools for
substantiating a referral, and also for evaluating the effect of a spiritual intervention. A review of the
international research literature reveals that there are validated assessment tools for use by and/or with
palliative patients. These include tools designed to elicit information about existential and spiritual matters,
and tools designed to assess quality of life that include a special section on existential and spiritual
matters. Dutch research on nurses using the FACIT-SP revealed that its use resulted in more patients
being referred to a spiritual counsellor.
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3.4 What is the effect of interventions for existential/spiritual support on the quality of life of

patients receiving palliative care?
Question
What is the effect of interventions for existential/spiritual support on the quality of life of patients receiving

palliative care?

Method: evidence-based

Recommendations
Given the nature of the question, no recommendations have been made.

Summary of the literature

Systematic reviews

The literature search identified three systematic reviews that studied the effect of spiritual care on patients
receiving palliative care.

Candy’s Cochrane review evaluated the effect of spiritual interventions on patients in the terminal phase of
a chronic and progressive life-threatening condition [Candy 2012]. This included five Randomised
Controlled Trials (RCTs), two of which evaluated the effect of meditation [Downey 2009, Williams 2005]
and three the effect of intervention by a multidisciplinary palliative care team [Brumley 2007, Gade 2008,
Rabow 2004]. As it was not possible to separately evaluate the spiritual care aspect in the latter three
RCTs, they were not included in this overview.

Martinez evaluated the effect of dignity therapy in patients with advanced life-threatening diseases
[Martinez 2016]. This study included five RCTs. One of these did not evaluate the effect on quality of life
[Juliao 2014] and was therefore not included in this overview. A second RCT evaluated the effect of dignity
therapy in a population of elderly people who were not necessarily in palliative care [Hall 2012]. The other
three RCTs are discussed in more detail below [Chochinov 2011, Hall 2011, Rudilla 2016].

Piderman evaluated the effect of interventions to promote spiritual well-being in patients with metastasised
cancer [Piderman 2015]. This study included three RCTs. One RCT evaluated the effect of a
multidisciplinary intervention in which it was not possible to assess the effect of the spiritual care
separately [Piderman 2014]. Another RCT evaluated the effect of an intervention that did not have a clear
spiritual component [Zimmerman 2014]. The third RCT did not report on quality of life [Lloyd-Williams
2013]. These RCTs were therefore not included in this overview.

RCTs
The search identified another two RCTs that were not included in one of the previously mentioned reviews.

Vermandere conducted a cluster RCT among 18 Flemish palliative home care teams which were
randomised into an intervention group and a control group. Twenty-five patients received an intervention
that included a structured spiritual history and 24 patients received standard care [Vermandere 2016]. All
patients had a progressive life-threatening disease.

In a Chinese study, Xiao randomised 80 patients with advanced cancer into an individual life review

programme (N=40) or conventional care (N=40) [Xiao 2013]. The intervention was carried out individually
by a nurse.
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Quality of the evidence

The quality of the Cochrane review is good [Candy 2012]. This review was based on an extensive search
for studies and included explicit reporting on the methodology used and results obtained. A meta-analysis
was rightly not carried out because of the heterogeneity of the result reporting. The two other reviews were
of low quality, primarily because of the inadequate reporting on the search strategy and the quality
evaluation [Martinez 2016, Piderman 2015].

The seven RCTs included here have a high risk of bias due to the inevitable absence of blinding of
patients and practitioners [Downey 2009, Williams 2005, Chochinov 2011, Hall 2011, Rudilla 2016,
Vermandere 2016, Xiao 2013]. In two studies the randomisation method was unclear [Downey 2009, Xiao
2013] and a third study was classified as a pseudo RCT [Rudilla 2016]. In three studies there was no clear
allocation concealment [Downey 2009, Vermandere 2016, Xiao 2013]. In only one study was the person
who evaluated the effect blinded [Williams 2005]. In four studies there was either no intention-to-treat
analysis or the analysis was unclear [Chochinov 2011, Downey 2009, Rudilla 2016, Vermandere 2016].
Selective reporting of results was found in one study [Downey 2009].

Effect on quality of life critical outcome measurement

Meditation

Two RCTs evaluated the effect of meditation: one study in a population of palliative care patients (69%
with cancer) [Downey 2009] and one study in a population with end-stage AIDS [Williams 2005]. No
significant effect on quality of life was observed in comparison with standard care. Downey reported a
corrected average difference of -0.269 (p=0.261) after 10 weeks, measured on a scale of 0 to 10 [Downey
2009]. Using the Missoula-VITAS Quality of Life Index (with a maximum score of 30), Williams reported a
change in total score after 8 weeks of -0.18 for meditation and -0.56 for standard care (p>0.05) [Williams
2005]. After 68 weeks the change was +0.84 for meditation compared with +0.29 for standard care
(p>0.05).

Both studies also compared the effect of meditation with that of massage and again found no significant
effect on quality of life. Downey reported a corrected average difference of -0.33 (p=0.41) after 10 weeks
[Downey 2009]. Williams reported a change in total score after 8 weeks of -0.18 for meditation and +0.33
for massage (p>0.05) [Williams 2005]. After 68 weeks the change was +0.84 for meditation compared with
+0.49 for massage (p>0.05).

Williams also compared meditation with a combination of meditation and massage [Williams 2005]. After 8
weeks a significant improvement in quality of life was observed in the combination group (meditation alone
-0.18 compared with combination +3.75; p<0.05); after 68 weeks the difference was no longer statistically
significant (+0.84 compared with +4.05; p<0.05).

Dignity therapy

Three RCTs evaluated the effect of dignity therapy, two of which compared this to standard palliative care
[Chochinov 2011, Hall 2011] and one of which compared it to counselling [Rudilla 2016]. None of the
studies recorded a significant effect on quality of life. Chochinov assessed quality of life using two 10-point
Likert scales (scores after intervention reported as Quality of Life rating 6.39 vs 6.34 and Quality of Life
satisfaction 6.04 vs 6.05) [Chochinov 2011]. Hall combined these two scales into one score and reported
an average difference of 1.56 (95% Bl -4.47 to 1.35) after 1 week and an average difference of 0.83 (95%
Bl -2.96 to 4.61) after 4 weeks [Hall 2011]. They also scored quality of life using the EQ-5D instrument and
reported an average difference of 0.10 (95% BI -0.30 to 0.09) after one week and an average difference of
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0.01 (95% BI -0.35 to 0.37) after 4 weeks. Rudilla reported an average difference of -0.03 (p=0.919) after
three months, as measured using two items from the EORTC QLQ-C30 tool [Rudilla 2016].

Spiritual history

Vermandere found that taking a structured spiritual history from patients with progressive life-threatening
diseases had no significant effect on quality of life when measured using the EORTC QLQ-C15-PAL
instrument (average difference 1.07; p=0.45) [Vermandere 2016].

Life review programme

Xiao found that a life review programme had a significant effect on the quality of life of patients with
advanced cancer, measured on a scale of 0 to 10 (6.31 compared with 4.05 after programme [p<0.01];
5.13 compared with 2.60 after 3 weeks [p<0.01]) [Xiao 2013].

Effect of other patient-related outcome measurements

Meditation

Downey reported no significant effect on pain-related distress after 10 weeks, measured on a score of 0 to
5 [Downey 2009].

Dignity therapy

None of the three RCTs found a significant effect when using the Patient Dignity Inventory or the Hospital
Anxiety and Depression Scale. Furthermore, Chochinov found no significant effect when the following tools
were used: the Structured Interview for Symptoms and Concerns, the Edmonton Symptom Assessment
Scale and the Functional Assessment of Chronic lliness Therapy — Spiritual Well-Being [Chochinov 2011].
Hall found no significant effect on the Herth Hope Index either [Hall 2011]. Nor did Rudilla find any
significant effect using the following instruments: the Brief Resilient Coping Scale (dealing with stress), the
GES questionnaire (on spirituality) and the Duke-UNC-11 Functional Social Support Questionnaire [Rudilla
20186].

Spiritual history

Vermandere found no significant effect with the FACIT-Sp-12 scale for spiritual well-being, nor for the
Health Care Relationship Trust Scale (HCRTS, which measures the degree of trust between patients and
care givers) or a 4-point pain scale [Vermandere 2016].

Life review programme

Xiao found that there was a significant effect on the following domains of the Quality-of-Life Concerns in
the End-of-Life Questionnaire: concern about health care, negative emotions, feeling of alienation,
existential distress and value of life [Xiao 2013]. There was no significant effect in the following domains:
physical discomfort, nutrition-related worries and support.

Conclusions

There is low-quality evidence that meditation has no effect on quality of life compared with standard care
or massage among a palliative care population

[Downey 2009, Williams 2005].

There is low-quality evidence that the combination of meditation and massage has a greater effect on
quality of life than meditation alone in a population with end-stage AIDS [Williams 2005].

There is low-quality evidence that dignity therapy has no effect on quality of life compared with standard
care or counselling among a palliative care population

[Chochinov 2011, Hall 2011, Rudilla 2016].
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» There is low-quality evidence that taking a structural spiritual history has no effect on quality of life

compared with standard care among a palliative care population

[Vermandere 2016].

There is low-quality evidence that a life review programme has a positive effect on quality of life compared
with standard care among a palliative care population

[Xiao 2013].

Considerations

In 2016, after the literature study had been completed, Kruizinga published a systematic review of the
effect of spiritual interventions [Kruizinga et al. 2016]. The conclusion was that a number of interventions
resulted in short-term improvement of quality of life, but that after 3 to 6 months this effect was no longer
present.

Although quantitative research has produced little to no evidence that interventions with a spiritual
component result in improved quality of life for palliative patients, some qualitative research does make
clear the importance of devoting attention to the spiritual dimension at the end of life [Gijsberts 2015, van
de Geer 2017]. Promising psychosocial interventions are also being developed in this domain, such as
CALM (Managing Cancer and Living Meaningfully) [An 2017].

A systematic review of dignity therapy research showed that this form of support scores high for patient
and close family satisfaction and results in an increase in their feeling of meaning and purpose in life. The
effects of dignity therapy on physical and emotional symptoms were inconsistent [Fitchett 2015].

Traditionally, impending death is accompanied by rituals. Various religious traditions provide or have
provided rituals, images, stories and symbols that help people to deal with the death of a loved one and to
face their own imminent death. Examples include praying and reading from the Bible among Protestants,
anointing of the sick among Catholics and reciting Koran texts among Muslims. In this time when religious
rituals have lost meaning for many people, new end-of-life rituals are emerging, some of which are
conducted by professionals such as spiritual counsellors or celebrants [van der Veen 2018]. It is important
to allow space for these rituals.
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3.5 When do | refer a patient to a specialised care giver (spiritual counsellor, medical social
worker or psychologist)?

Question
When do | refer a patient to a specialised care giver (spiritual counsellor, medical social worker or

psychologist)?

Method: consensus-based

Recommendations
» Make a referral, with the patient’s permission, if you think you cannot provide the (spiritual) care that the

patient and/or family has a right to. This decision could be made on the grounds of:

— content-based factors (spiritual crisis, need for rituals, etc.)

— personal factors (lack of/insufficient expertise, subject matter that touches on one’s own struggles)

— practical factors (not enough time, professional boundaries).

— To begin with, refer to a spiritual counsellor or someone from the spiritual tradition of the patient and
family — unless special expertise (for example, that of a psychologist or medical social worker) is
needed, such as in the case of an existential crisis.

Summary of the literature

No recent literature was found describing research on how patients should be referred. No systematic
literature research was done concerning this question, because the working group did not expect to find
any studies that provided answers to the question that were relevant to the Dutch context. The
recommendations are based solely on considerations made by the working group members on the basis of
their professional experience, and where possible confirmed by a (non-systematic) review of the literature.

Considerations
The following considerations are based on the opinion of the working group.

Key indications for referral may include:

Content-based factors:

» when you suspect that more assistance is needed, but you do not know what (or how)

» when the spirituality of the patient and/or family should be explored again (for example when there is a
sudden devastating change in the prospects for the patient’s life)

» when the patient is experiencing feelings of (actual or existential) powerlessness or guilt

» when the patient and/or those around them feel the need for rituals

» when you suspect an existential crisis

» when a patient is caught in a vicious circle of searching and not achieving an equilibrium

* when a patient and/or near one makes an explicit request for a spiritual counsellor

Personal factors:

» when you run up against personal boundaries: ‘| understand that this is important for you, but | cannot
provide support in this instance’

* when you, as a care giver, are grappling with personal (existential) issues, desperation or fear, or are
confronted with your own grief, pain or powerlessness
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Practical factors:
when you lack the necessary expertise
when, at that moment, you cannot provide calm and space yourself

Making a referral for spiritual care begins, in many cases, by coordinating with care givers who have
already developed a relationship with the patient. (‘Do you hear the same [spiritual] theme that | hear, do
you recognise the same care needs?’) This could be a spiritual counsellor, the treating physician, a
psychologist, a specialised nurse, a nurse specialist or a social worker. It could also be a personal
counsellor or the nurse or care worker with primary responsibility for the patient. The spiritual counsellor is
a specialist in spiritual care, in terms of primary focus and frame of reference, and can explore the relevant
theme or a spiritual care need with the patient and, if appropriate, with those surrounding the patient.

People who are active within a particular religious or wisdom tradition often have a marked preference for
accompaniment from within their own tradition. In contrast, people who merely have a background
including some connection with such a tradition should not be blindly referred to a spiritual representative
of that tradition, as the patient’'s connection with the tradition may be strained or even broken. In the latter
case it is important to learn whether this is experienced as liberating or as a loss. In the case of a strained
relation with a religious tradition it can be sensible to arrange for a spiritual counsellor who is not an explicit
representative of that (religious) community but who is knowledgeable about it. As desired, the spiritual
counsellor can help the patient to discover which values from that tradition are helpful for the palliative
patient and which can be a source of inspiration to the patient. Spiritual counsellors are trained to be able
to understand each existential concern or question of meaning within the patient’'s own frame of reference,
and to provide support in such a way that they find their own answers.

For spiritual counsellors, the primary focus and frame of reference is spiritual care. In addition,
psychosocial techniques and theories have a role in these professionals’ work, as spiritual processes
always have psychological, emotional and social components. Psychologists and medical social workers
work with a primary focus and frame of reference oriented toward the psychosocial dimension of care. This
does not exclude spirituality as a significant theme in their counselling; by and large, much skill and
experience can be found within both professional disciplines. Whether to refer to the one profession or the
other can depend on availability, personal engagement or the subject matter involved in the crisis.

Referral to a spiritual counsellor

A spiritual counsellor is a professional who is specialised in spiritual care. Spiritual counsellors are usually
(but not always) affiliated with a specific religious or wisdom tradition. By virtue of their profession they are
able to provide spiritual care to anyone, regardless of religious conviction or philosophy of life
(Beroepsstandaard [Professional standards] 2015, VGVZ).

Presently spiritual counsellors are available mainly in hospitals, in nursing homes and in a number of care
homes. Sometimes it is possible to arrange for a spiritual counsellor at home or in a hospice via home care
or through specifically established support centres or help lines.

In many cases hospices have practice arrangements with local pastors and spiritual counsellors from local
organisations. Many competent, authorised spiritual counsellors who do inpatient work can be found via
the Stichting Kwaliteits Register Geestelijk Verzorgers (SKGV, an organisation that monitors the quality of
spiritual counsellors by keeping a professional registry). Also, in primary care it is possible to arrange for
support from independent spiritual counsellors in private practice; the VGVZ has a web page with an
overview.
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In line with their professional role, spiritual counsellors may take the initiative to contact patients and those
nearest the patient; they are however required to explore whether the patient appreciates such contact.
Still, in many cases the contact will arise from the fact that the spiritual counsellor is part of the palliative
care team.

In nearly all cases it is preferable for the referring care giver to remain involved in the process. The fact
that the care giver has seen or heard the other person so well means that a more profound need for care
has been perceived. In and of itself, this may be experienced by the patient as significant, and it says
something about the caring relationship that has developed between the two. It is not easy to draw a line
between where attention to spirituality is fitting to the role of a nurse or physician and where it becomes the
responsibility of a spiritual counsellor. It is necessary for nurses and physicians to keep an eye on their
own professional and personal boundaries. When, on the night shift, a patient asks a nurse, ‘Would you
pray with me?’, one nurse may respond with heartfelt or careful consent and another would not know what
to say or do. Furthermore, if care givers find themselves in an emotionally challenging situation (for
instance if the patient is the same age as the care giver, or has children the same age as the care giver's
children) it is a sign of professional competence to make a referral. The important thing is to respond with
respect and to remain respectfully present.

What may be expected from a spiritual counsellor?

First and foremost, a spiritual counsellor is focused primarily on the other person: the patient or, as
desired, those close to the patient. Their questions, story and life view are central, not those of the spiritual
counsellor. The spiritual counsellor aims to help the other person to find their own answers. How important
it might be that the spiritual counsellor have a Catholic, Protestant, Humanist, Muslim, Hindu or Buddhist
background, for example, is primarily up to the patient. In some situations it is important for the spiritual
counsellor to speak the same religious/philosophical language and to know the associated rituals and
customs. In other situations it can be refreshing to talk with someone who sees things from a different life
view. One competency of spiritual counsellors is to mention their own religious/philosophical background
only when it benefits the patient.

Secondly, a spiritual counsellor is not focused primarily on a problem that must be solved, but on available
sources of strength. Because spirituality is an intrinsic part of a person’s being, the spiritual counsellor
addresses the whole person. This whole person is seen as a unique human being who can never fully
know and understand themself. In the final analysis, the depths of every human being are a mystery. It is
in those deepest layers that life/existential questions and spiritual processes operate. These cannot be
directly accessed or manipulated. They can however be ‘touched’, allowing the patient to re-establish
contact with their own sources of meaning, purpose, inspiration and strength.

Place in organisational policy

Other care givers can enlist the aid of the spiritual counsellor for the following:

consultation and advice with regard to questions involving spiritual care and ethics

training in the areas of spirituality, religion, world view, meaning giving and ethics (moral consultation)
adaptation of spiritual care for local versions of philosophies of care as well as national protocols and
guidelines

attention to (care for) the care givers, and fulfilling the role of confidential advisor for other care givers
contribution to good aftercare, for example in the organisation of memorial gatherings or talking with family
after a patient’s death
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help in seeking solutions at the policy level as well as drawing attention to the existential and spiritual
dimension of patients and care givers

interagency consultation and advice for GPs and home care professionals within the context of local
palliative care networks

participation in the multidisciplinary team meeting for palliative care

Referral to a psychologist, social worker or psychiatrist

When an existential crisis lasts more than a few days and is accompanied by serious psychological
symptomatology, referral should also be made to a mental health or psychosocial professional. A
description of the help provided by psychologists, medical social workers or psychiatrists is beyond the
scope of this guideline, but it is important to realise that it can be very helpful when spiritual counsellors,
medical social workers and psychologists work together in such a situation. To give an impression of the
kind of care for which care givers on a palliative care team must make a referral, we outline here briefly the
specialised treatment of an existential crisis.

Possible elements of psychological treatment of an existential crisis
in relation to the past:

cognitive restructuring, reappraisal

review of life

in relation to the present:

treatment of reversible physical, psychological and social problems
maintaining personal grooming, dignity and independence
cognitive therapy: reappraisal of the present situation
insight-oriented therapy to rediscover meaning in life

in relation to the future:

cognitive therapy

setting attainable short-term goals

encouragement to talk about fear of death and learning to deal with feelings and emotions (present, past,
future)

encouragement to talk about religious and world view issues, and/or referral for spiritual counselling
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3.6 How should one respond when a existential/spiritual crisis is suspected?

Question
How should one respond when a existential/spiritual crisis is suspected?

Method: consensus-based

Recommendations

When an existential/spiritual crisis is suspected, make a referral to a spiritual counsellor, social worker or
psychologist. The guiding principles are the nature of the problem, the patient's identification and wishes,
and availability of support.

Assess whether there is a psychiatric component to an existential/spiritual crisis, and where necessary
refer to a psychiatrist. Use Griffith's questions for this [2012].

In the case of a spiritual crisis, consider people in the person’s own faith or support network, such as a
pastor, priest, imam, etc.

Literature study

No systematic literature research was done regarding this question, because the working group did not
expect to find any studies that provided answers to the question that were relevant to the Dutch context.
Therefore, no conclusions are drawn either. The recommendations are based solely on considerations
made by the working group members on the basis of their professional experience, and where possible
confirmed by a non-systematic review of the literature.

Considerations

When an existential or spiritual crisis is suspected, it is important to ascertain who the person can be
referred to. In doing so, take into account the nature of the problem and the match between the
identification and wishes of the patient on the one hand and the availability of specialist care providers on
the other. The preferred disciplines for a referral are spiritual counsellor, medical social worker and
psychologist. Where a spiritual counsellor is sought, consider people in the person’s own faith or support
network such as a pastor, priest, imam, etc.

Because an existential or spiritual crisis involves acu