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Abstract

Spiritual care has been part of end-of-life care since the beginning of the modern hospice
movement. It is a core component of palliative care as specified by the World Health
Organization, and both patients and their relatives consider spirituality to be an
important part of end-of-life care. Spiritual care can help patients cope better with their
illness and help them achieve a sense of well-being whilst improving quality of life. The
understanding of what this means, however, varies considerably among different
patients, resulting in a broad range of expectations. That is why healthcare providers
need to assess the patient’s particular needs so as to offer holistic patient-centred care.
Nevertheless, spiritual care is still finding its place as a practice in healthcare. Standards
of practice for spiritual care are still lacking and it is still debatable who should provide
such care. Healthcare providers face various challenges when it comes to providing
spiritual care. Limited training and education are considered the primary barrier to
spiritual care provision. These barriers can lead to an infrequent use of spiritual care at
the end of life, which can result in the presence of unmet spiritual needs. When patients’
spiritual needs are not appropriately addressed, spiritual distress can occur, which can
negatively influence health outcomes. The purpose of this study is to examine the legal
and ethical issues involved in viewing patients as having a right to end-of-life spiritual
care. This study reviews empirical evidence to examine some of the ethical issues
involved in integrating spiritual care in end-of-life care. It discusses the patients’ right to
spiritual care from two perspectives. The first views spirituality as a dimension of health
and well-being; therefore, patients can be considered to have a right to spiritual well-
being as a result of their right to the highest attainable standard of health and wellbeing.
The second views spiritual care as a core component of palliative care; therefore,
patients can be considered to have a right to spiritual care as part of their right to receive
palliative care. This study also offers practical implications on how to safeguard the
patient’s right to spiritual care at the end of life. It also highlights the need for bioethics
to focus more on these spiritual issues as an attempt to solve the ethical dilemma
related to the pivotal question: what is good care for the dying patient? Neglecting

patients’ spiritual dimension of care should be considered a bioethical issue, especially



when one considers the impact this may have on health outcomes and the influence it
might have on the patients’ satisfaction with care. Ethical and legal frameworks

regarding implementation of spiritual care in Maltese healthcare settings are also

considered.
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Introduction

The dying process is usually considered a normal part of life for everyone. It is during
this part of their life that people start to reflect more on the spiritual dimension and
therefore their spiritual needs are more likely to emerge. In fact, evidence shows that
spiritual needs and concerns are most prevalent during times of crisis and suffering.?
When faced with a life-threatening illness, patients may experience various spiritual
needs with the most frequent one being a search for meaning and purpose in life.?
According to Clark, “caring for the patients’ spiritual needs can be considered as a
component of overall health care quality.”? If spiritual needs are not addressed, patients
can experience spiritual distress, which can have negative influences on the patients’
health outcomes. In fact, strong evidence suggests that, when appropriate, spiritual care
(SC) will help patients to meet their spiritual needs and this is linked to better health

outcomes.*

As a result, policy-makers have started to focus more on the importance of SC and
healthcare systems have started to give more attention to patients’ spiritual needs.
Nevertheless, at present, the World Health Organisation’s (WHO) definition of health
does not include the spiritual dimension. The WHO defines health as "a state of
complete physical, mental and social well-being and not merely the absence of disease
or infirmity."> There is, however, an increasing need for the spiritual dimension to be
incorporated in the WHO definition of health, so that spirituality can be considered part

of health and not only something that can influence health outcomes.® In 1984, the

Michelle J. Pearce et al., “Unmet spiritual care needs impact emotional and spiritual well-being in
advanced cancer patients,” Supportive Care in Cancer 20, no. 10 (2011): 2269-2276.

Kevin J. Flannelly, “The Relative Prevalence of Various Spiritual Needs,” Health and Social Care
Chaplaincy 9, no. 2 (2006): 25-30.

Paul Alexander Clark, Maxwell Drain and Mary P. Malone, “Addressing Patients’ Emotional and
Spiritual Needs,” Joint Commission Journal on Quality and Safety 29, no. 12 (2004): 659-670.

David A. Lichter, “Studies show spiritual care linked to better health outcomes,” Health Progress 94,
no. 2 (2013): 62-66.

International Health Conference, “Constitution of the World Health Organisation” (2005), accessed
October 5, 2018, http://apps.who.int/gb/bd/PDF/bd47/EN/constitution-en.pdf.

James S. Larson, “The World Health Organization's definition of health: Social versus spiritual health,”
Social Indicators Research 38, no. 2 (1996): 181-192.



World Health Assembly accepted a resolution which included spirituality as a
constituent of the WHO Member States’ strategies for health; however, the WHQO's
health definition did not change.” In 1998, the WHO Regional Office for the Eastern
Mediterranean Region proposed the inclusion of spirituality in the WHO’s definition of
health.® The Executive Board of the WHO also adopted a resolution suggesting that the
WHO define health as “a dynamic state of complete physical, mental, spiritual and social
well-being and not merely the absence of disease or infirmity.”® The proposal to add the
spiritual dimension to the health definition was, however, not taken up. In the end, no
consensus was achieved because some of the executive board members believed that
health “should represent the minimum standards to be met by all countries around the

world.”10

Nevertheless, in 1999 the Association of American Medical Colleges (AAMC) stated that
“health is not just absence of disease, but a state of well-being that includes a sense that
life has purpose and meaning.”*! In the same document the AAMC stated that
“spirituality is recognized as a factor that contributes to health in many persons”,
especially in the context of end-of-life situations. Apart from this, many health care
textbooks and articles started to include spirituality as one dimension of holistic care
and well-being. Thus, when considering patients’ right to the “highest attainable
standard of health conducive to living life with dignity” one needs to also consider the
effect of spirituality on the health and well-being of the patient.!> National and

international human rights law started to recognise the importance of the spiritual

World Health Organization, “The spiritual dimension in the global strategy for health for all by the
year 2000,” (1984), accessed January 25, 2019, http://www.who.int/iris/handle/10665/160950.
Masako Nagase, “Does a Multi-Dimensional Concept of Health Include Spirituality? Analysis of Japan
Health Science Council’s Discussions on WHQ’s ‘Definition of Health’ (1998),” International Journal of
Applied Sociology 2, no. 6 (2012): 71-77.

World Health Organisation, “Executive Board 101st Session, Resolutions and Decisions,” (1998),
accessed March 22, 2019, http://www.who.int/iris/handle/10665/79503.

Masako Nagase, “Does a Multi-Dimensional Concept of Health Include Spirituality?” 71-77.
Association of American Medical Colleges, “Report Ill, Contemporary issues in Medicine:
Communication in Medicine,” (1999), accessed March 23, 2019, https://smhs.gwu.edu/gwish/
sites/gwish/files/1999_MSOP_lII_TF_Only.pdf.

12 Office of the High Commissioner of Human Rights, “CESR General Comment No.14: The Right to the
Highest Attainable Standard of Health (Art. 12),” (2000), accessed February 17, 2019,
https://www.ohchr.org/Documents/Issues/Women/WRGS/Health/GC14.pdf.
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dimension of care especially when it comes to palliative care. The WHO emphasises the
need for assessing and treating spiritual issues as an integral part of palliative care and,
as a result, patients can be considered to have a right to SC as part of their right to

palliative care.

Studies show that the majority of patients consider SC to be an important aspect of their
care and recognise the need for healthcare providers (HCPs) to address their spiritual
needs.'3 Studies, however, also show that many patients at the end of life have unmet
spiritual needs.* This shows that patients’ expectations and preferences are not always
at the focus of end-of-life care, and this may affect the patients’ satisfaction with care.
Implementation of SC as part of end-of-life care faces many challenges and HCPs are
experiencing a number of barriers to SC delivery. Although many patients consider the
hospital chaplain as being responsible for addressing patients’ spiritual needs, studies
show that patients are moving away from institutional religion and tend to request SC
from various members of the multidisciplinary team (MDT).%® This, together with the
inadequate number of available chaplains, means that there is a general need for all
HCPs to be adequately trained and educated in addressing patients’ spiritual needs.
HCPs can play an important role in helping patients achieve spiritual well-being which

can contribute to positive health outcomes.®

HCPs working in palliative care settings are increasingly acknowledging the importance
of using holistic patient-centred care as part of their clinical practice. Buta and
colleagues refer to the fundamental principle in bioethics, that the patient is to be
considered as a whole person.!’ Health care systems need to take into account the three

dimensions of the human being: the body, the mind and the spirit. It is in this context

13 Judith Hills et al., “Spirituality and Distress in Palliative Care Consultations,” Journal of Palliative

Medicine 8, no. 4 (2005): 782-788.

Tracy A. Balboni et al., “Religiousness and spiritual support among advanced cancer patients and
associations with end of life treatment preferences,” Journal of Clinical Oncology 25, no. 5 (2007):
555-560.

Arndt Bissing et al., “Are Spirituality and Religiosity Resources for Patients with Chronic Pain
Conditions?” Pain Medicine 10, no. 2 (2009): 327-339.

Hung-Ru Lin and Susan Bauer-Wu, “Psycho-spiritual well-being in patients with advanced cancer: An
integrative review of the literature,” Journal of Advanced Nursing 44, no. 1 (2003): 69-80.

Mircea Gelu Buta, Pavel Chirila and Adina Rebeleanu, “Bioethics and the identity of the human
person,” Romanian Journal of Bioethics 8, no. 3 (2010): 129-135.
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that HCPs can understand the spiritual value of suffering and care for the patient as a
whole person. Ignoring the spiritual dimension of care can have negative effects on
physical and mental health of patients.'® For this reason, lack of SC at the end-of-life
need to be recognised as a bioethical issue which can have an influence on the overall
health of patients. In fact, the Universal Declaration on Bioethics and Human Rights
(2006) mentions spirituality as one of the dimensions of a person’s identity and indicates
the need to promote health in all aspects, including the spiritual dimension. The
Declaration also emphasises that this needs to be recognised as a human right with the

patient treated as a whole person.*®

SC can help patients discover what they most value about life and prepare them to
confront issues such as advanced directives and end-of-life decision making. According
to Gula, patients’ spirituality “will influence any weighing of benefits and burdens that
lead to a moral judgment about treatment.”?° This can have an influence on the patients’
choice on end-of-life care decisions, which can range from aggressive end-of-life care to
palliative or hospice care. Despite the fact that one important aspect in bioethics is the
ethical consideration of policies and practices involved in health care delivery and that
spirituality has become an integral aspect of all healthcare practices, the connection
between spirituality and bioethics is still not given enough attention.?! Bioethics can
provide HCPs with an increased awareness of ethical and legal frameworks, so as to
improve end-of-life care and allows HCPs to understand all the patients’ values which
can influence medical decisions. Bioethics needs to also emphasise the need for HCPs to
provide the most appropriate care, so as to ensure all patients’ rights are being

safeguarded.??

8 Francesco Chirico, “Spiritual well-being in the 21st century: It’s time to review the current WHO’s

health definition?” Journal of Health and Social Sciences 1, no. 1 (2016): 11-16.
13 UNESCO, Universal Declaration on Bioethics and Human Rights (Paris, 2006).
20 Rjchard M. Gula, “Spirituality and Ethics in Healthcare,” Health Progress 81, no. 4 (2000): 17-19.
21 John Hardwing, “Spiritual Issues at the End of Life: A Call for Discussion,” The Hastings Centre Report
30, no. 2 (2000): 28-30.
The Hastings Centre, “Hastings Centre Calls on Health Care Professionals and Organizations to Meet
Standards for Good Care Near the End of Life,” (2013), accessed March 18, 2019,
https://medicalxpress.com/pdf287148911.pdf.
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Personal Experience

Spirituality is considered a complex, ambiguous and subjective concept, therefore it is
quite difficult for HCPs to agree on one definition of spirituality. The author of this study,
however believes that although literature portrays a multifaceted use of the term, all
spirituality definitions carry certain similar denominators. Having analysed various
definitions of spirituality, it seems that spirituality is considered a universal concept
which is based on intrinsic human dignity, thus it is considered to be presentin all human
beings. It involves a dynamic process, which means that spirituality can change
according to life circumstances. Spirituality is usually considered to involve a search for
meaning, purpose, hope and inner peace in life, and involves both existential and
religious issues. It involves transcendence, an experience of moving beyond the physical
level by connecting to oneself, others, nature or the environment, and/or the sacred.
Kourie defines spirituality as the “raison-d’étre of human existence” believing that
spirituality is at the core of human existence and that it relates to the essence of every

human being.?

Evidence shows that experiences of HCPs with spiritual distress can result in better
understanding of the spiritual dimension of care, promoting SC in their practice.?* Two
important events in the present author’s life bolstered this claim. Working as a
healthcare profession and living a very hectic life the author suddenly found herself as
a patient, in a critical condition and needing seven weeks of hospitalization. The second
experience is the death of her son a few hours after his birth. The most striking thing
from both these experiences, as well as her experience as a HCP, is the limited
availability of SC services to both the patients and their relatives, during difficult times

such as these.

23 Celia Kourie, "The 'turn' to spirituality," Acta Theologica Supplement 8 27, no. 2 (2007): 19 - 40.

24 Helga Martins and Silvia Caldeira, “Spiritual Distress in Cancer Patients: A Synthesis of Qualitative
Studies,” Religions 9, no. 10 (2018): 285; Christina M. Puchalski, “Spirituality and the Care of Patients
at the End-of-Life: An Essential Component of Care,” Journal of Death and Dying 56, no.1 (2007): 33-
46.



In the current healthcare system, SC usually consists of a chaplain referral in the last few
days or even hours before the patients’ death. Patients are not always informed on the
available SC services unless they request it themselves. Patients deserve more than this.
They deserve someone to listen to them and to dedicate enough time in helping them
meet any spiritual needs that may arise when facing death. SC needs to be the role of
each member of the MDT and not only the role of the hospital chaplain. Patients
especially at the end of their lives, have a right for better quality SC and that is why this
author chose to investigate what SC is; its importance; who should deliver SC; and the
barriers in SC delivery. The main aim of this study, however, is to examine if patients
have a right to SC at the end of life and whether this right is being respected and

preserved in healthcare settings.



Chapter 1. Spiritual Care in Health Care

Although SC is considered an integral part of end-of-life care, HCPs still consider SC an
ambiguous practice in the healthcare setting. There seems to be a lack of agreement
when it comes to defining spirituality, what SC entails and who is responsible for

providing such care.

As any other type of care, SC is best delivered through a team approach of HCPs caring
for the patient. This team approach seems to be particularly important when it comes
to palliative care settings. Although the hospital chaplain is considered a specialist in this
type of care, there seems to be a need for all members of the MDT to be SC providers.
The chaplain, therefore, in collaboration with other HCPs can help patients in achieving

spiritual well-being, through holistic care.

Before delivering SC, chaplains and other HCPs should seek to identify the individual
spiritual needs of patients, through a spiritual assessment. Spiritual assessments will
help chaplains and HCPs in identifying those patients who are suffering from spiritual
distress. These assessments will then facilitate an individualized SC plan for that
particular patient. HCPs should acknowledge some of their limitations in delivering SC
and seek assistance of someone more experienced in providing this type of care to the

dying patient, such as the hospital chaplain, so as to provide meaningful SC.
1.1 Definition of Spirituality

The word spirit originates from the Latin word ‘spiritus’ which means breath.! Like
breath, spirit is essential to life; it is however very difficult to define. Definitions of
spirituality are extremely subjective and diverse, with each definition having several
defining characteristics. When it comes to the literature there are three main

approaches to defining spirituality.? The first approach assumes that spirituality is

1 Walter A. Elwell, Baker’s Evangelic Dictionary of Biblical Theology (Michigan: Baker Books, 1996).

Shane Sinclair, José Pereira and Shelley Raffin, “A Thematic Review of the Spirituality Literature within
Palliative Care,” Journal of Palliative Medicine 9, no. 2 (2006): 464-479.
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impossible to define by words. McSherry and Cash for example, hold that a “universal
definition of spirituality may be theoretically and culturally impossible.”® The second
approach is to use as broad a definition as possible, comprising all general
interpretations available, while the third approach is to narrow the definition to a

specific aspect of SC.

A systematic review of the literature between 1983 and 2005 found 320 definitions of
spirituality, of which 74 definitions were health related.* After analysing these
definitions the authors concluded that a definition of spirituality must incorporate four
themes: (1) the meaning and purpose of life, (2) mystical phenomena, (3) religious
beliefs and (4) non-religious beliefs (Appendix C.1). Instead of bringing clarity, all these
different definitions add up to the confusion and disagreement. As a result, many HCPs
are finding it difficult to understand what spirituality really means. This may be due to
the fact that definitions of spirituality are founded on individual perspectives and
interpretations rather than on established evidence.’ This lack of a clear definition can
lead to several implications. First, it can limit further progression in the knowledge
involving the use of spirituality in palliative care.® Secondly, it will have an implication
on the provision of SC in the clinical setting.” John Paley has also associated this lack of
clarity with a lack of SC in the healthcare setting.® Gordon and Mitchell, however, see
this lack of definition in a more positive way.® This lack of definition is seen as an
opportunity for HCPs to develop their personal instinct and experience in their practice,

which may result in a more patient-centred care that focuses on the individual.

Wilfred Mcsherry and Keith Cash, “The language of spirituality: an emerging taxonomy,” International
Journal of Nursing Studies 41, no.1 (2004): 151-161.

Loralee Sessanna, Deborah Finnell and Mary Ann Jezewski, “Spirituality in Nursing and Health-Related
Literature: A Concept Analysis,” Journal of Holistic Nursing 25, no. 4 (2008): 252-262.
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18.
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Puchaski defined spirituality as a “dynamic and intrinsic aspect of humanity through
which persons seek ultimate meaning, purpose and transcendence, and experience
relationship to self, family, others, community, society, nature, and the significant or
sacred.”’® This definition, implies that spirituality is a dynamic process, changing
according to life experiences and is usually triggered when the person is faced with a life
threatening illness. In fact, studies show that spiritual concerns seem to become
particularly important when individuals face the reality and proximity of their

1

mortality,’! indicating the importance of spirituality during illness and the need to

address spirituality when it comes to patient’s care.'?

The Spiritual Care Taskforce of the European Association for Palliative Care also defines
spirituality as:
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.t?

A recent systematic review about SC in palliative care in Europe found that many of the
definitions found in literature reflect elements of this definition.'* Also a concept
analysis of the empirical literature on definitions of spirituality, resulted in the discovery
of eleven dimensions of spirituality (Appendix C.2).»> Based on these dimensions the
authors defined spirituality as “a developmental and conscious process characterized by
two movements of transcendence either deep within the self or beyond the self.” These
definitions, like many others, consider spiritual issues to be universal, incorporating

existential and religious perspectives. There are authors that treat these spiritual,

10 Christina M. Puchaski et al., “Improving the spiritual dimension of the whole person care: Reaching

national and international consensus,” Journal of Palliative Medicine 17, no. 6 (2014): 642-656.
Lauris C. Kaldjian, James F. Jekel and Gerald Friedland, “End-of-life decisions in HIV-positive patients:
The role of spiritual beliefs,” AIDS 12, no. 1 (1998): 103-107; Tracy Balboni et al., “Religiousness and
Spiritual Support,” 555-560.

Patricia B. Fryback and Bonita R. Reinert, “Alternative therapies and control for health in cancer and
AIDS,” Clinical Nurse Specialist 11, no.2 (1997): 64-69.

Steve Nolan, P. Saltmarsh and Carlo Leget, “Spiritual care in palliative care: Working towards an EAPC
task force,” European Public Law 18, no. 2 (2011): 86—89.
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European Literature,” Medical Science 25, no. 7 (2019): 1-21.
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religious and existential concepts as distinct,’® while others consider these issues as

inseparable.!’

Although in healthcare, spirituality and religion are usually used synonymously, the term
spirituality is usually considered as a wider concept than religion. Spirituality may or may
not be related to religion® and other forms of personal coping skills may be involved.*®
Although there are some authors who do not agree that religion should play a role in
the end-of-life care,?® evidence seems to favour the notion that religious spirituality is
beneficial when incorporated within patients’ care.?! Pattison and Swinton argue against
this division between spirituality and religion, suggesting that spirituality has been
shaped by religion through historical influence.?? The authors suggest that separating
spirituality from religion will render spirituality meaningless. Zinnbauer and colleagues
also believe that although religion and spirituality seem to be two separate concepts,
they are not fully independent.?®> They found that 74% of their sample population
(N=346) rated themselves as religious and spiritual whereas only 19% considered

themselves as spiritual but not religious.

According to Paley, the concept of spirituality as understood today is of recent origin,

having become separated from religion since the 1980s.2* For this reason, the term

16 Shane Sinclaire and Harvey Max Chochinov, “Communicating with patients about existential and

spiritual issues: SACR-D work,” Progress in Palliative Care 20, no. 2 (2012): 72-76.

Patricia Boston, Anne Bruce and Rita Schreiber, “Existential suffering in the palliative care setting: an
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of the RCOPE,” Journal of Clinical Psychology 56, no. 4 (2000): 519-543.
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spirituality is considered to be still ‘under construction.” Many contemporary definitions
of spirituality in fact are moving from a traditionally more religious approach to a less
restrictive approach, one which is more multi-cultural oriented and based on secular
views. There seems to be a general acceptance that spirituality is an intrinsic element of
human beings and that non-religious individuals also have spiritual concerns.?> Walter
even goes a step further, describing spirituality as “a discourse used at present time in
the English- speaking world by those who wish to move beyond, or distance themselves

from, institutional religion.”2®

Some definitions of spirituality have been criticized as being restrictive, suggesting that
these definitions consider functional abilities and competence as necessary for
developing spirituality.?’” These types of definitions exclude certain individuals, such as
those with diminished mental capabilities. According to Males and Boswell, however,
spirituality is a universal concept present in every individual, even those with limited
functioning intellectual abilities.?® Long explains how life’s experiences may assist
spiritual awareness and transformation, suggesting that everyone has the potential to

undergo spiritual growth, albeit at different levels.?®

Many authors seem to agree on the fact that spirituality is a personal concept: every
individual can create his or her own definition of spirituality.3° This can raise objections
to the general application of spirituality used in some definitions. HCPs should recognize
the patients’ spiritual beliefs if present, by taking a spiritual history and incorporating
these beliefs in the patient’s care. In the healthcare setting, it is common that patients’
spiritual beliefs differ from those of the HCP. Conflicts are best avoided if HCPs have
sufficient self-awareness on their own spirituality and understand the fact that each

individual will have his own understanding of spirituality.3! In the healthcare setting,

25 Ruth Tanvi, “Clarification of spirituality,” 500-509.
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27 Wilfred Mcsherry and Keith Cash, “The language of spirituality,” 151-161.
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there should be a consensus and understanding that it is normal to have different

definitions of the term spirituality.
1.2 Spiritual Distress

Individuals suffering from terminal illness usually associate their illness with spiritual
distress.?? Spiritual distress in the healthcare setting refers to suffering related to the
spiritual dimension of the patient and may include both existential as well as religious
concerns.33 Suffering can be defined as the “state of severe distress associated with
events that threaten the intactness of the person.”3* In 1964, Dame Cicely Saunders
developed the idea of ‘total pain’ experienced by patients at the end of life (Appendix
A.1).% In this concept, suffering includes a combination of physical, psychological, social
and spiritual struggles. Sometimes HCPs seem to be too preoccupied with the science of
medicine, focusing on the physical aspect of the patient and neglecting the patients’
psychological, social and spiritual struggles, which may also contribute to patients’
suffering. There seems to be a debate in the literature whether the focus of medicine

should be to cure the disease or to relieve suffering.3®

When it comes to the literature one of the most common causes leading to spiritual
distress at the end of life is the feeling of guilt which can re-emerge during the dying
process.3” This can result in significant distress, and is mostly present in individuals with

strong religious backgrounds. Other potential causes of spiritual distress may include

32 Alan B. Astrow et al., “Is failure to meet spiritual needs associated with cancer patients’ perceptions

of quality of care and their satisfaction with care?” Journal of Clinical Oncology 25, no. 36 (2007):
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the loneliness of dying,38 threats to personal meaning and purpose,® lack of forgiveness
and reconciliation with others or some higher power.?° Religious and cultural
interpretations related to the illness can also sometimes result in spiritual distress.
Studies show that religious beliefs strongly influence the individuals’ perception on the
cause of an illness, such as negative religious coping, where the illness is perceived as a
punishment from God leading to, a higher incidence of distress.*! Interestingly, although
negative religious coping was linked with higher incidence of distress and depression,
positive religious coping, for example getting closer to one’s faith due to medical crisis,
was not associated with distress.*> This may be due to the fact that positive religious
coping could be associated with more beneficial outcomes such as well-being and
improved psychosocial or physical functioning. In their study, Pargament and colleagues
found that in elderly ill patients, spiritual discontent and negative religious coping are
associated with an increased risk of death.*® These studies suggest that there is a link
between spiritual distress and health outcomes. Other studies also link spiritual distress
with decreased patients’ quality of life,** increased desire for hastened death,* end-of-

life despair,*® dissatisfaction with care,*” loss of dignity,*® increased incidence of

38 Barbara Carroll, “A phenomenological exploration of the nature of spirituality and spiritual care,”
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depression,*® poorer physical functioning and increased hospitalization, which can result

in increased healthcare costs.”®

A recent study found that 40.8% of cancer patients (N=170) undergoing chemotherapy
were diagnosed as suffering from spiritual distress.”* Similar findings are found in
another study where spiritual distress was reported to be present in 44% of the sample
population (N= 113).°2 Another study however, has reported the occurrence of spiritual
distress at the end of life, to be as high as 96% (N=57).>3 Such findings resulted in the
development of a consensus project; ‘Improving the Quality of Spiritual Care as a
Dimension of Palliative Care’ which highlights the importance of routine assessment by
HCPs for spiritual distress.>* In this way, spiritual concerns can be tackled appropriately

and further health complications can be prevented.
1.3 Spiritual Assessment

Spiritual assessment is defined as “the process of gathering and organizing spiritually
based data into a coherent format that provides the basis for interventions.”>> The goal
of spiritual assessments should be to increase the HCP’s understanding of the patient’s
spiritual beliefs and practices so that they can provide individualised, effective and

culturally sensitive SC. Spiritual assessments will also help HCPs in identifying those
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patients suffering from spiritual distress and who would therefore require additional

spiritual support.>®

Nowadays, spiritual assessments are required in various settings, including hospitals,
home care organizations and long-term care facilities.”” The Joint Commission on
Accreditation of Healthcare Organizations (JCAHO) for example, requires an initial brief
spiritual assessment upon the patient’s hospital admission.’® The aim of this brief
assessment is to determine the patient’s denomination and the presence of any
significant spiritual beliefs and practices. This assessment may however indicate the
need for a more comprehensive assessment. The JCAHO does not state what should be
included in the assessment, leaving it to hospital organizations to define the content and
details of spiritual assessments and the qualifications of the HCPs carrying out the
assessment. It does however, provide a list of questions directed to patients and their

relatives, as a guide (Appendix C.3).

A similar concept is adopted by the Trent Hospice Audit Group where spiritual
assessment is categorised into three stages.”® The first stage is routine assessment for
all hospital patients on their admission, including only general information. The second
stage is the multidisciplinary stage, where members of the MDT assess the patient’s
spiritual concerns through the patient’s physical, psychological and social aspects. The
third stage is the specialist assessment which is usually done by the hospital chaplain for
those patients who are suffering from more complex spiritual issues, and therefore

require more specialised knowledge and competencies.

Spiritual assessment can be done through both extrinsic and intrinsic means. The former

include formal assessment tools and techniques whereas the latter include the HCPs’
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qualities, attitudes and experiences.®® Spiritual assessments will help HCPs to initiate a
spiritual dialogue with the patient and identify any spiritual and cultural practices,
beliefs and values.®* Formal spiritual assessment tools can be used when spiritual
concerns are unclear and when the HCP lacks specific guidance about what type of SC
they should provide.®? Four of the most widely used formal assessment tools are HOPE,
SPIRITual, FAITH and FICA (Appendix B.1-4).%3 Using these assessment tools will help
HCPs in overcoming barriers to SC provision and enhance communication between the
patient and the HCP.%* Some authors however, believe that it is more appropriate to
assess the patients’ spiritual needs informally through open questions, believing that

spiritual assessment should be a more explorative rather than a standardised process.®>

Usually, they are the patients themselves or their relatives who will request SC or ask to
see a hospital chaplain.®® Fitchett and colleagues, however found that only 35% of
hospitalized patients requested some sort of spiritual service from the hospital chaplain
and this was greatly associated with the length of hospital stay.®” Other authors, report
even lower rates, with approximately 20% of patients requesting SC in Switzerland.%8 As
the primary providers of SC, hospital chaplains usually rely on a nurse referral which
usually involves basic information from the initial assessment of patient’s spiritual

concerns.® Yet, while the patients’ denomination is often included in HCPs” assessment
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sheets on hospital admission, many HCPs frequently ignore this section.’® It seems that
many HCPs do not feel comfortable in assessing and documenting patients’ spiritual
needs. Sometimes they find it difficult to isolate spiritual concerns from other more

overt concerns such as psychological, physical and social concerns.”*

Physicians, for example, were found to be reluctant to assess the spiritual needs of their
patients, due to lack of training, time constraints and the worry that they would surpass
ethical boundaries.”? Dein and Stygall give three reasons why HCPs and patients
themselves show a lack of interest in discussing religious and spiritual concerns.” The
first reason is that religion and spirituality are considered personal issues and when
discussed these may lead to some level of discomfort. Secondly, in many people’s minds,
spirituality and religion can be associated with more negative matters, such as
superstition and persecution. Thirdly, when these issues are discussed this might be
interpreted to mean that the patients are approaching their end, the underlying

assumption being that these issues are discussed only when everything else has failed.

Based on the findings of the spiritual assessment, hospital chaplains and HCPs can
discover an individualized SC plan, which includes appropriate interventions that can

help the patient achieve spiritual well-being.
1.4 Spiritual Well-Being

The inter-professional model of SC (Appendix A.2)’4 together with the biopsychosocial-
spiritual model (Appendix A.4.3)”° indicate the importance of a holistic approach to

patients’ care, and that all HCPs have an ethical obligation to provide this type of care.
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Like spirituality, well-being is usually considered a complicated concept, one difficult to
define. Well-being is usually not considered a global concept.’® That is, an individual
could experience well-being in one particular aspect of his life while lacking well-being
in another aspect. HCPs need to understand this specific and non-global nature of the
concept of well-being. When speaking of spiritual well-being therefore, one needs to

understand that this is only one part of the person’s overall well-being.

Spiritual well-being is defined as:

A sense of harmonious interconnectedness between self, others/nature, and Ultimate
Other which exists throughout and beyond time and space. It is achieved through a dynamic
and integrative growth process which leads to a realization of the ultimate purpose and
meaning of life.””

From this definition, one can observe that the term ‘spiritual well-being’ is inevitably
dependant on the definition of spirituality which, as already discussed, is very subjective.

Spiritual well-being is therefore also considered an individualized concept.

There is a common conception that as a disease progresses quality of life and general
well-being decrease. Although an assumption that physical status declines as the disease
progresses is reasonable, one cannot assume that all terminally ill patients have poor
quality of life since, as already mentioned, there are other determinants of well-being.”®
There are studies which investigate these associations between spiritual well-being and
health. Dreyer found a strong relationship between a lifestyle that is health promoting

in nature and the level of spiritual well-being.”® Spiritual well-being is also linked to
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improved quality of life,®° increased life-satisfaction,®! promoting mental health,®? and
decreased emotional instability and mood disorders.®® In fact, evidence shows that
spiritual well-being can improve quality of life more than physical and emotional well-
being, emphasising the importance of SC.8* Apart from this, a systematic review has also
found a positive association between spiritual well-being and physical symptoms such

as decreased pain intensity, fatigue and drowsiness.%>

Evaluation tools assess spiritual outcomes after SC interventions have been used. These
are different from spiritual assessment tools, used by HCPs to assess the spiritual needs
of patients. Although evidence on external measure tools for spiritual well-being is
lacking, the most commonly used tool seems to be the ‘Functional Assessment of
Chronic lliness Therapy- Spiritual Well-being Scale’ (FACIT-Sp) by Paloutzian and Ellison
in 1982 (Appendix B.5).8 In fact, a systematic review on evaluation tools for spiritual
well-being at the end of life found that the FACIT-Sp together with the ‘McGill Quality of
Life Questionnaire’ (Appendix B.6) are the most widely used tools in the literature.®’” The
FACIT-Sp showed strong internal consistency, reliability, a substantial association with

quality of life and simultaneous validity with other measures of spirituality.®®
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1.5 Delivering Spiritual Care: Whose Role is it?

Addressing spiritual issues is generally considered a standard practice of holistic
palliative care, and therefore all HCPs working with patients at the end of their life are
usually considered responsible for providing such care.®® The literature however seems
to present a debate about who from the MDT is best suited for such a job. Together with
clinicians, hospital chaplains, counsellors and community clergy are usually considered
responsible for providing SC. According to Sinclair, determining who should address the
patient’s spiritual needs depends on HCPs’ capabilities and comfort, availability of
resources and patient’s individual needs.*° Similarly, Selman and colleagues suggest that
the most suitable person to provide SC depends on the individual patient, the type and

severity of the spiritual distress and the competency of the SC provider.®?

Gordon and Mitchell underline the importance of professional competencies when it
comes to SC.°? In fact, they have developed a competency model for the assessment
and delivery of SC (Appendix A.4.5), focusing on the knowledge, skills and actions of the
individual HCP. These competencies allow hospices and palliative care units to show the
level of SC being offered. Puchalski and colleagues have also developed a role based
model of SC focusing on professional competencies, where the chaplain is the primary
spiritual caregiver, but other HCPs have also specific responsibilities in providing SC
(Appendix A.4.8).°3 Similarly, Chochinov has developed the ‘ABCDs of Dignity Conserving
Care’ which presents a set of attitudes, behaviours and other competencies, necessary

for all HCPs to respond to spiritual needs (Appendix A.3).%4
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1.5.1 Health Care Professionals and Spiritual Care

Clinicians present in a palliative care setting may include physicians, consultants, nurses,
occupational therapists, psychologists, social workers, physiotherapists and speech-
language pathologists. Yet, literature seems to focus mainly on the nursing profession
when it comes to SC. This can be due the general assumption that nurses spend most of
the time with the patient and therefore spiritual assessment and care were frequently
considered to be the nurse’s role.®> For example, in the UK, a study about
physiotherapists’ perceptions on SC found that there were no other available studies

which investigated SC provision in this particular profession.®®

In general, it is assumed that hospital chaplains have the main role in providing SC;
however, HCPs are nowadays assuming greater responsibility. Walter states that this
new responsibility for HCPs may sometimes turn out to be an ‘unwelcome burden’.®’
The author suggests that one should not assume that all HCPs can offer SC to any patient,
due to differences between and among patients and HCPs themselves. This highlights
the importance of a MDT approach in the palliative care setting, so if one member of
the team is not suitable to deliver SC to a particular patient, another member of the

team can assume this responsibility.

Evidence regarding whether each and every HCP should provide SC seems to be
controversial. Some authors believe that SC may be efficiently and interchangeably
provided by all members of the MDT.8 Singh and Ajinkya also emphasize the importance
of medical professionals to address patients’ needs, desires and perspectives on
spirituality, within the clinical setting.®® Other authors, however perceive the role of

physicians in assessing and addressing spiritual issues as inappropriate, arguing that
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religion and medicine are two separate and very different areas.'?® They also argue that
having physicians discuss spirituality is not a solution for resolving the body and mind
division. Poole and Cook also discuss whether physicians who pray with their patient or

disclose their religious beliefs would be breaching their professional boundaries. !

Sloan and colleagues discuss the various ethical issues that may result when a physician
attempts to address spiritual issues.'%? The first ethical issue constitutes an invasion of
the patient’s privacy, where the physician is departing from his area of expertise possibly
increasing the risk of doing harm. Another ethical consideration is the fact that although
spiritual issues can have health implications, there are many other factors, such as
socioeconomic and marital status, which can also have health implications but which
seem to not be given the right importance for the physician. According to these authors,
those physicians who link spirituality and medicine do this in such a way that is not
determined by the utilitarian expectations of better health. Even if there is enough
evidence which link spirituality to better health outcomes, the authors believe that
before all these ethical issues are resolved, physicians need to be careful in dealing with

patients’ spiritual issues.

Research however, indicates that many patients want their HCPs, apart from clergy, to
address spiritual concerns as part of their care.’3 A sample of 103 patients and family
caregivers were asked who they considered to be their spiritual caregiver in their
palliative care setting, and only 17% identified a cleric, while 29% identified other

HCPs.1%* Hart and colleagues however, found that usually patients do not expect
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physicians and other HCPs to be their primary spiritual caregivers.'%> All the same,
patients think that HCPs should be able to discuss spiritual issues with them especially

near the end of their life.

Although many HCPs consider SC as an important aspect of end-of-life care, SC seems to
be infrequently provided by HCPs due to a number of perceived barriers,°® which shall
be discussed in the next chapter. Studies for example show that nurses in general are
good in determining spiritual needs but they are not sure on how to provide SC.%%7
Nurses were also found to have difficulty in defining SC although they did recognize that
they have an important role in SC.1° Rodin and colleagues studied HCPs’ role
perceptions in providing SC, and how this is related to the provision of SC.1% They found
that nurses are more likely than physicians to perceive that they have an important role
in SC provision. Physicians’ role perceptions were more influenced by their religion

and/or spirituality and these perceptions were found to be more predictive of actual SC

provision.

Palliative care guidelines seem to recognize the importance of a multidisciplinary
approach to spirituality in end-of-life care, where HCPs have a shared responsibility in
the provision of such care.'° All HCPs working in a palliative care setting should have a
basic level of competency in SC, especially when it comes to the initial spiritual
assessment, done on admission and throughout the patients’ hospital stay.!'! Following

the assessment findings, HCPs can refer patients to a more specialised SC provider.!!?

105 Alton Hart et al., “Hospice patients' attitudes regarding spiritual discussions with their doctors,”

American Journal of Hospice and Palliative Medicine 20, no. 2 (2003): 135-139.

Michael Balboni et al., “Why is spiritual care infrequent at the end of life? Spiritual care perceptions
among patients, nurses, and physicians and the role of training,” Journal of Clinical Oncology 31, no.
4 (2013): 461-467.

Wilfred McSherry, “Nurses’ perceptions of spirituality and spiritual care,” Nursing Standards 13, no.
4 (1998): 36-41.

Tony Bush and Nina Bruni, “Spiritual care as a dimension of holistic care: A relational interpretation,”
International Journal of Palliative Nursing 14, no. 11 (2008): 539-545.

Danielle Rodin et al., “Whose role? Oncology practitioners’ perceptions of their role in providing
spiritual care to advanced cancer patients,” Journal of Pain and Symptom Management 49, no. 2
(2015).

Christina Puchalski et al., “Improving quality of Spiritual Care,” 885—904.

Lucy Selman et al., “Patients’ and Caregivers’ needs in spiritual care,” 1-15.

Christina Puchalski et al., “Improving quality of Spiritual Care,” 885—904.

106

107

108

109

110

111
112

23



1.5.2 The Role of Spiritual Care Specialists

In the literature there seems to be a replacement of the term ‘chaplain’ to a ‘spiritual
care provider’ or ‘spiritual care specialist’ highlighting the need to distance this
profession from institutional religion.'3 SC specialists or providers offer specialist SC to
every patient and do not represent only a particular faith or religious tradition. Their
role is evolving more into a health related profession, integrating more with the hospital

14 |n fact, Parameshwaran

MDT and focusing more on evidence-based practice.
described the chaplain’s SC process as an ‘evidence-based clinical method of care,’

which includes the neuro-physiological principles of mindfulness and empathy.'*

Evidence-based practice for chaplains can only be possible by ongoing training and
education. Attard emphasizes the importance of pastoral supervision, peer study groups
and ongoing training for hospital chaplains to determine more efficient ways of treating
patients and their relatives.'® There seems to be an increasing importance for further
qualifications in this profession. Some healthcare organizations require chaplains to
have an accredited master’s degree in religion or divinity and a number of units of
Clinical Pastoral Care education while others may actually need their chaplains to earn

a doctoral degree.'!’

Mowat and colleagues have described how hospital chaplains engage in “an active
process of finding people who need spiritual care, identifying the nature of the need and
responding to the need through theological reflection and the sharing of spiritual
practices.”!'® This definition of the role of the hospital chaplain highlights the

importance of assessing and screening those patients who would benefit from their
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service. Hospital chaplains can use different screening tools which can help them to
identify those patients who need their service and how urgently they need it. One of
these tools is the ‘Clinical and Coping Score’ developed by Ledbetter (Appendix B.7).11°
It is a computerised screening tool based on two factors: the medical situation of the
patient and the patient’s coping resources. Referral by family or other HCPs together

with patient’s request are considered.

Hospital chaplains have also other responsibilities apart from providing SC. These may
include participation in healthcare ethics committees, performing religious ceremonies
and other rituals, training and supporting other HCPs and patients’ relatives,*?° liaising
with other religious leaders as well as offering bereavement support to relatives.'?! A
recent study about the perspectives of nurses, physicians and social workers on the role
of chaplains, found that although the majority reported that they understood what
chaplains do, only a small proportion of these HCPs knew about specific duties of the
chaplain, such as providing spiritual support for HCPs and assisting in treatment
decision-making.*??2 HCPs’ lack of understanding of the chaplain’s role can lead to a

missed opportunity to consult a chaplain when it is needed.

Hospitals are increasingly recognizing the importance of providing chaplaincy service to
the patients. Studies show that patients who received visits from a chaplain evaluated
these visits as beneficial and were more likely to be satisfied with the services during
their hospital stay.'? Similarly, another study found that the majority of patients who
had been visited by a chaplain confessed that their spiritual needs had been

addressed.'?* In fact, since 2000 the JCAHO has recommended hospitals to have a
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qualified chaplain as part of the healthcare team, and has issued a number of policies

and procedures for hospital chaplains.'?

Issues such as spiritual assessment,
documentation in medical records, education and training are included in the JCAHO
standards. In response to this, in 2003 the Association of Hospice and Palliative Care
Chaplains developed standards of practice for chaplains working with patients at the

end of life.126

Literature emphasises the need for all HCPs to share responsibility in providing SC. The
hospital chaplain, however, can be considered as a specialist SC provider.*2” HCPs should
therefore collaborate with hospital chaplains and work together as a team to address
patient’s spiritual needs through times of suffering. Thus, when HCPs feel not
competent, uncomfortable or do not have enough time to address these issues, they

should ask for support from the hospital chaplain.*?®

Finally, it may be concluded that there is still ambiguity when it comes to defining SC
and who should be responsible for such care. HCPs still find it difficult to understand
what SC entails and how to approach patients’ spiritual concerns. SC, as any other type
of care is best delivered within a team approach, where all members of the MDT
together with the hospital chaplain will be able to assess patients for spiritual needs. If
not appropriately addressed spiritual needs can lead to spiritual distress and this can
have an influence on the patients’ health outcomes. Thus the aim of SC, is to promote
spiritual well-being and improve patients’ health outcomes, even at the end of life. The
next chapter examines SC in the context of end-of-life care within palliative and hospice

settings and discusses the use of spiritual interventions. It also focuses on the frequency
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of SC at the end of life, examining some of the barriers to SC provision. Finally, it will

examine the perceived importance of SC from both patients and HCPs perspectives.
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Chapter 2. End-of-life Spiritual Care

Although there is growing evidence that SC is an important part of the end-of-life care
and that many patients want HCPs to provide this type of care, in practice patients’
spiritual needs are not always being met. One reason for this could be the presence of
a number of barriers which can limit SC provision, with the most prominent barrier being

lack of HCPs’ SC training and education.

HCPs face many ethical concerns related to treatment decisions and these concerns
have been the focus of bioethics. Nevertheless, these are not the issues that mostly
trouble patients and their relatives at the end of life. For many patients, treatment
decisions at the end of life are considered irrelevant.! Thus apart from focusing on issues
such as advanced directives and proxy consents, bioethics also needs to focus on the

spiritual dimension of patients’ care at the end of life.
2.1. Spirituality in Palliative and Hospice Care

The WHO defines palliative care as:

An approach that improves the quality of life of patients and their families facing the
problem associated with life-threatening illness, through the prevention and relief of
suffering by means of early identification and impeccable assessment and treatment of pain
and other problems, physical, psychosocial and spiritual.?

This definition incorporates the use of SC as an integral part of palliative care. In fact, SC
has been an integral part of end-of-life care since the beginning of modern hospice
movement developed by the late Dame Cicely Saunders. SC at the end of life includes
helping patients to recognise and develop their spiritual perspective and respecting their
choices and decisions. This definition also includes patients’ relatives who may also
benefit from SC, by helping them deal with their loss and grief during the illness and

bereavement process. Holyoke and Stephenson discuss how SC should not be

1 John Hardwing, “Spiritual Issues at the End of Life: A Call for Discussion,” 28-30.
2 World Health Organization, “National cancer control programmes: Policies and Managerial
Guidelines,” (2002), accessed February 18, 2019, http://www.who.int/cancer/media/en/408.pdf.
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considered a particular field of palliative care but rather a fundamental quality which

constitutes palliative care.3

Usually it is quite difficult to distinguish when palliative care should begin. Masso and
colleagues classify the phases of palliative care into five stages: the stable, unstable,
deteriorating, terminal and bereavement stages.* In contrast, Jeffrey discusses a
conventional model for treating patients with terminal illness, which is divided into
three stages of care.” The first stage is the curative stage of care, where the main aim is
survival and where the physical aspect of the disease is given greatest importance. The
second stage is the palliative stage, where the main aim is to improve the patient’s
quality of life by considering social, emotional and spiritual aspects of the patient apart
from their physical needs. The last stage of care is the terminal stage, where the main
aim is to help the patient die with dignity. The boundaries and transitions between these
phases are not always clear, and Jeffrey believes that respect for patient’s autonomy
will usually help HCPs in deciding when it is time to switch from one phase to another.
Communication between members of the MDT, understanding individual and family
processes and time for acceptance were also found to help in the transition from one

phase of care to another.®

A problem found today in many healthcare settings is the assumption that palliative and
terminal care are the same. Although it is widely accepted that SC should be an integral
part of palliative care, HCPs are sometimes delaying or even skipping this stage of care
and going from the curative to the terminal stage of care. When palliative care is delayed
until the last few weeks or even days of life, there is a missed opportunity to provide
patients with the necessary care they require. One of the greatest barriers to early

palliative care is the lack of well-timed identification of those patients who may benefit
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from such care. HCPs, therefore, should screen patients to discover those who would
benefit from early palliative care, taking into account some of the trigger factors such as
decline in general health, poorly controlled symptoms and decreased patient’s

independence.’

Another limiting factor in providing palliative care is the fact that many patients
associate the word ‘palliative’” with imminent death and therefore are reluctant to
receive such care. In fact, Zimmermann and colleagues studied patients’ and HCPs’
perceptions of palliative care and found that there is a negative stigma associated with
death, which tends to provoke fear and avoidance.® This negative perception can be
linked to the limited public knowledge on palliative care. Hirai and colleagues found that
approximately 63% of their study participants (N= 3984) had no knowledge of palliative
care services.® A similar result was found in a survey involving one thousand people,
where only 24% were found to be familiar with the term palliative care.° In contrast,
86% were familiar with the term hospice care. These findings highlight the need for
health promotion on palliative care to improve public knowledge and enhance the

quality of end-of-life care through the use of early onset appropriate palliative care.!

Murtagh and colleagues studied the need for palliative care in a national population
using death registration data.'? The authors looked who among those who died were
able to benefit from palliative care using a professionally defined perspective, and they
found that up to 80% would have benefited from palliative care early in the course of

illness. In fact, in 2014, the WHO indicated the importance of early palliative care from
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diagnosis onwards and that this should be included in the care of patients with any life
threatening illness.'® Studies had linked early palliative care with patients’ improved
quality of life and mood.'* Apart from these effects, Temel and colleagues also found
that early palliative care can result in longer survival even though patients use less
aggressive care approach.’ There seems to be an emphasis on the importance of
starting SC as part of palliative care as early as possible, usually from around the time
the patient is given the diagnosis. Palliative care when started early on can also include
curative therapies at the same time and if the condition improves palliative care can be
discontinued. Starting palliative care early on will help eliminate missed opportunities

for those patients who die earlier than predicted.

A systematic review found that most patients prefer to receive palliative care and die at
home, for various reasons which shall be discussed in the next chapter.® Palliative care
at home is usually provided through hospice care; however, for the patient to receive
such care, there is usually a need for a physician to certify a prognosis of six months or
less.'” In certain chronic and terminal illnesses apart from cancer, however, it is difficult
to provide an exact prognosis.'® This leaves a good amount of patients who die before
getting access to this care, although hospice care studies show great benefits for
patients and their relatives. When comparing hospice patients to other conventional
care patients, hospice patients showed better pain and symptom control and were more

likely to die at home with their relatives.'® Hospice patients are more likely to die in a
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way that fulfil their last wishes and together with their relatives are more satisfied with

the care provided.?°

Studies show how terminally ill patients tend to report stronger spiritual perspectives
than healthy or non-terminally ill patients.?! Providing SC for terminally ill patients
involves building meaningful connections, respecting their decisions regarding the dying
process, and understanding their individual spiritual needs through discussions
regarding their life experiences and accomplishments.?? SC in terminally ill patients can
be viewed as a coping mechanism helping patients to achieve well-being and die with
dignity in spite of their illness. Spiritual well-being can also be achieved through self-
actualization, understanding the meaning of the disease experience and accepting

death.?3

2.1.1 Spirituality and Death

In palliative care, dying is considered a normal part of life for every individual; however,
literature shows that the concept of a ‘good death’ is extremely subjective.?* For Jones
and Willis, a ‘good death’ is “one that is pain free, dignified and one in which active
resuscitation never occurs.”?®> They argue, however, that this is not what all patients
want. HCPs therefore need to have the appropriate skills and resources to discover how
patients want to die, without being paternalistic. Walter discusses how patients who are
facing their own mortality can face death either as an end in itself or a beginning to

something more important.?® This depends on the patients’ belief system and their
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expression through institutionalized religious traditions. Facing the issue of getting
closer to one’s mortality can also result in more spiritual reflections which can lead to
the development of spiritual concerns and needs.?” Broadhurst and Harrington studied
the transcendence phenomenon commonly experienced by patients before dying.?® The
authors highlight the importance for HCPs to accept this phenomenon as a spiritual
experience, which can lead to a peaceful death. Similarly, Narayanasamy mentioned
how this transcendence phenomenon experienced by patients will help them in finding

peace no matter how severe their illness is.?®

Steinhauser and colleagues studied what factors are considered important at end of life
for patients, relatives and HCPs.3® They found that pain and symptom management,
communication with HCPs, preparation for death and an occasion to accomplish a sense
of completion where factors that patients, relatives and HCP all considered important.
Stephenson and colleagues studied the experience of spirituality in patients receiving
hospice care.3! All patients in their study described dying the way they lived and that all
the beliefs, values, and spiritual experiences that were significant to them during life
were also significant while dying. Talking to patients about their life experiences,
therefore, can enable HCPs to discover what is important for them during the dying

process.

Decisions on when to stop treating the disease and let the patient die have been the
focus of bioethics since the development of new medical technologies which gave

growing power to HCPs.32 Singer argues how patients have the same power as physicians
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when it comes to ethical decisions such as refusing medical treatment.33 Conversely,
Agamben, a philosopher, considers these medical decisions about death as bio-political
rather than biological decisions, which must therefore be tackled politically.3* Others
seem to disagree with this, arguing that when problems arise in the health care setting,
there is a shift from a philosophical or political view to a more medical or biological view

and, although both seem to be interrelated, this shift seems to be necessary.3>

Health systems and medical progress are delaying death and maintaining the population
alive for longer periods of time. In fact, individuals seem to have more control in deciding
when death will happen. According to Mitchell, doing so, only delays the inevitable, so
more emphasis should be placed on end-of-life care and how to maintain quality of life
as death approaches, and not only focusing on prolonging life.3¢ Field also discusses the
concept of the ‘medicalization of death’” where death is perceived less as an inevitable
part of life and more as a failure of medical treatment.?’ Linked to this concept is the
institutionalization of death where the care of the dying patient has been increasingly
associated with the role of HCPs, especially physicians and nurses. This has been related
to family lifestyle changes and the inability of modern families to take responsibility in
caring for their dying relative. Terminally ill patients, therefore, are increasingly being
cared for and dying in hospitals or in inpatients hospice centres, with consequently, less
patients dying at home, even though the preferred place of death is at home, as shall be

discussed in the next chapter.

A problem found today in healthcare settings is the fact that HCPs tend to look at death

as a failure and in doing so they are often unable to identify those patients who are
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actually dying. A solution to this can be to offer the best available care for every patient,
not only for cancer patients or patients under the care of a specialist palliative care
team.3® This seems especially important in elderly patients who seem to comprise a high
proportion of palliative care beds. Some authors even suggest that due to a natural
higher risk of death, all elderly hospitalized patients should be provided with SC, without

it being imposed.3?

2.1.2 Spiritual Interventions

Literature seems to present an unclear picture of SC at the end of life,*° and most HCPs
seem to poorly understand what such care includes.*! SC involves both assessment to
identify spiritual needs as discussed in the previous chapter (chapter 1.3) and spiritual
interventions to meet these needs. There are some authors, however, who seem to
disagree with the idea of SC interventions. A systematic review on the role of SC at the
end of life, for example, found evidence supporting the notion that SC is not about
interventions but an approach in which care, including physical care, is given through
relationships.*? Similarly, Williams and colleagues agree that SC is provided mainly
through an environment of accepted human values, dignity and shared decision making,

and not through spiritual interventions.*3

In spite of this, a systematic review on SC found 28 articles mentioning the term SC
intervention, 90% of which were within the nursing field.** The authors grouped these
mentioned interventions into ten categories: religious, spiritual, counselling, emotional

support, advocacy, presence, respect, communication, adjunct therapy and other care.

38 John Ellershaw and Chris Ward, “Care of the dying patient: The last hours or days of life,” BMJ (online)

326, issue 7379 (2003): 30-34.

Tony Walter, “Spirituality in palliative care,” 133-139.

Shane Sinclair et al., “A thematic review of the spirituality literature,” 464-479.

Susann Strang, Peter Strang and Britt-Marie Ternestedt, “Spiritual needs as defined by Swedish
nursing staff,” Journal of Clinical Nursing 11, no. 1 (2002): 48-57.

Adrian Gwyn Edwards, “The understanding of spirituality and the potential role of spiritual care in
end-of-life and palliative care: A meta-study of qualitative research,” Palliative Medicine 24, no. 8
(2010): 753-770.

Sharon W. Williams, Laura Hanson and Jim Rawlings, “An Exploratory Study of Spiritual Care at the
End of life,” The Annals of Family Medicine 6, no. 5 (2008): 406-411.

Leonard Hummel et al., “Defining Spiritual Care: An Exploratory Study,” Journal of Health Care
Chaplaincy 15, no. 1 (2008): 40-51.

39
40
41

42

43

a4

35



Only a few of these categories, however, include a clear description of what spiritual
interventions involve. There were also some spiritual interventions that did not fall
under one particular category; for example, active listening, which is a universally used
intervention can be present in a number of categories. Another finding from this study

was that chaplains and nurses tend to agree on specific SC interventions.

Another systematic review found that there are two types of spiritual interventions in
the literature: scoping and improvement interventions.*® Scoping interventions offer
knowledge to HCPs and help them develop an evidence-based practice, while
improvement interventions aim at improving the delivery and practice of SC. The same
review identified nine SC models in the palliative setting (Appendix A.4.1-4.9). The main
aim of these models is to promote awareness, development and integration of
spirituality within HCPs’ practice. Findings from this review showed that evidence in
supporting the effectiveness of individual SC interventions is limited. Evidence, however,
seems to favour a multidisciplinary and interdisciplinary approach to the provision of SC.
Oliver and colleagues also highlight the difficulty in standardizing complex spiritual
interventions and the lack of evaluation tools in studying the effects of these
interventions on health outcomes.*® Similarly, Hunt and colleagues found that SC lacks
quality standards of practice, which can act as a guidance for HCPs.*” In view of this need
the authors developed a quality standard to provide a consistent approach during

assessment, delivery and evaluation of SC.

Caldeira and Timmins also developed the ‘ABCDE components of SC’ (Appendix A.5) as
a guide for nurses and other HCPs, to be used with their clinical reasoning skills to plan
further SC interventions.*® Apart from this, HCPs should also follow their profession’s
ethical standards or codes of ethics. Wright discusses how HCPs have an ethical

obligation to provide SC and how the ethical principles of beneficence, non-maleficence,
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autonomy and advocacy are also applicable to SC.%° The Maltese nursing code of ethics
specifies that “the patient has to be treated in his/her totality as a person and
consideration has to be given to his/her physical, psychological, social and spiritual
needs.” It also highlights the need for HCPs to respect the patients’ various rights,
including that of autonomy and self-determination. Respecting patients’ autonomy also
applies in those cases where the patients do not want to discuss any spiritual issues. In
fact, informed consent (not necessarily written) is usually considered necessary before
spiritual assessments and referrals to spiritual care specialists.®® Puchalski and
colleagues also describe the important role of HCPs in carefully describing and
documenting each spiritual intervention used, in patients’ medical records together with

its outcome.>?

Gulherme discusses some nursing interventions that are considered adequate in helping
patients overcome spiritual distress.>® These include music therapy, guided imaging,
therapeutic touch, progressive muscle relaxation, distant intercessory prayer,
reminiscence therapy, affective support group and meditation. Emblen and Halstead
found that patients, nurses and chaplains tend to associate prayer, reading scripture,
presence, listening and referral to a chaplain as the main nursing SC interventions.>*
Similarly Stranahan found that HCPs consider prayer and referral to clergy as the most
frequently used spiritual interventions.>® Other spiritual interventions mentioned in

literature are fulfilling dying wishes, talking to relatives regarding end-of-life decisions,>®
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providing worship services, providing longer and more frequent family visits,>’” helping

in funeral arrangements, and even attending to physical needs.>®

Studies show that patients and HCPs are associating SC more with assessing and
supporting spiritual needs,”® and coping with illness,®° rather than religious forms of
interventions. Balboni and colleagues found that although the majority of patients and
HCPs perceive prayer as spiritually supportive this is not always considered appropriate
especially when initiated by HCPs and not by patients themselves.®! Baldacchino and
Draper discuss the importance for HCPs to be familiar with the various spiritual coping
strategies that can be used in both religious and non-religious patients.®? They discuss
two specific strategies, the stress-coping strategies developed by Folkman and Lazarus
in 1984,% and the numinous experience developed by Otto in 1950,%* which can help
both religious and non-religious patients achieve spiritual well-being through self-

empowering.

A systematic review found that there are only a small number of studies which include
patients’ perception to SC interventions.® This is quite worrying because it means that
SC interventions are being developed without the opinion of patients themselves when
they are the main service users. One of these studies found that patients describe a set

of interpersonal attitudes necessary in providing effective SC, including openness,
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respect, genuineness, non-judgment, hopefulness, honesty, empathy, kindness and
being spiritually aware.®® Similarly, another study, this time involving HCPs’ perceptions,
identified five basic skills necessary for SC, including hearing, sight, speech, touch and
presence (Appendix C.4).%” These skills, together with other qualities of HCPs such as
spiritual beliefs, seem to be more important for achieving spiritual well-being rather
than more technical skills or evidence-based knowledge. In fact, Puchalski discusses how
“spirituality may not be amenable entirely to strict evidence-base criteria,” unlike other
types of care used in the healthcare settings where evidence based practice is

considered crucial.®®

Although there is limited evidence demonstrating the effectiveness of specific SC
interventions,® a consensus is emerging in the literature that some evidence exists to
support the provision of SC in healthcare settings.”® In summary, literature is presenting
an increasing evidence regarding the importance of a patient-centred approach to SC
within an interdisciplinary model where all HCPs contribute to patient’s care.”* Apart
from this, most of the interventions present in meeting patient’s spiritual needs adopt
a therapeutic communication approach.”?> In fact, active listening together with
compassion and presence are considered essential characteristics for HCPs in order to
provide good quality SC.”3 Presence is considered as the essence of SC by both patients’*
and HCPs.”> SC is also considered relational, given through relationships between

patients and HCPs. These positive relationships were found to support patients in

meeting their own spiritual needs.”® Another study found that for both patients and
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HCPs ideal SC seems to be described as individualised, voluntary, includes chaplains, and

involves the assessment and support of patients’ own spirituality.”’
2.2 Frequency of Spiritual Care at the End of Life

Although the JCAHO has required that SC be provided to all patients in hospital settings
and although the importance of SC is highlighted across palliative care guidelines and
policies, literature seems to portray a different reality when it comes to clinical practice,
where SC seems to be limited or of not enough quality.”® Studies show how despite the
evidence-based importance of SC, which shall be discussed shortly, many patients in
palliative care settings are not being spiritually assessed and supported. For example,
Balboni and colleagues found that out of 230 patients, 47% reported unmet spiritual
needs by their religious communities and 72% by their medical HCPs.”® Selman and
colleagues also found that majority of patients and relatives (N=145) feel that they did

not receive sufficient SC.&°

Similarly, Astrow and colleagues found that from a sample of 369 patients, only 6%
reported that a HCP had asked about their spiritual needs while 18% reported that their
spiritual needs were not being met.8! Of these patients the majority were less satisfied
with the quality of care given. Another study found similar findings, were out of 75
patients with advanced cancer, 87% mentioned never having received any form of SC
from their nurses and 94% from their physicians.8? The same study also showed that
only 31% of nurses and 24% of physicians reported providing SC to their patients. Phelps
and colleagues also found that out of 75 patients with advanced cancer only 25% had

previously received some type of SC.83 Another study, this time involving 174 Muslim
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patients in palliative care hospitals, found that although the rate of SC provision was

high it was not enough to meet the spiritual needs of patients.?

Interestingly, Fitchett and colleagues found that older, more religious patients, suffering
from more serious illness which require longer hospitalizations, tend to request SC the
most.®> The authors discuss how in reality this should not necessarily mean that these
are the ones who mostly need it. Usually, patients who have the most spiritual needs
are the ones who have the least religious resources and are the ones who less likely
request SC. Similarly, Kennedy and Cheston found that patients who were not formerly
religious and seem least likely to request SC may be the ones who mostly benefit from
appropriate SC.%¢ That’s why HCPs, together with the hospital chaplain, should identify
these patients through spiritual assessments, so as to provide the necessary support,
always if the patient is willing to discuss such issues. Evidence shows that the majority

of patients would have no objection to discuss their spiritual needs with their HCP.%’

This infrequent provision of SC in healthcare settings does not appear to be caused by a
lack of perceived importance of SC in end-of-life care, since studies show that both
patients and HCPs in end-of-life care settings agree that SC is important and that it is the
role of HCPs to provide such care.®® Treloar believes that one reason why SC is
infrequently integrated in healthcare is the fact that modern medicine tends to focus on
pragmatism, making use only of tangible and measurable methods of care which are
quite incompatible with spirituality.®® Also, the cause for this limited provision of SC
despite the perceived importance of such care, seems to be linked with a number of

barriers, which will be described shortly.
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A study investigating physicians’ perceptions of their role in providing SC at the end of
life found that less than 50% of physicians perceived themselves as adequately
attending to their patients’ spiritual needs.’® Kuuppelomaki similarly found that the
majority of nurses working in palliative care settings are unwilling to provide SC to their
patients for several reasons.’® One main reason seemed to be their lack of knowledge
and skills in providing support to dying patients. Other limiting factors seem to be
related to the difficulties patients may experience in expressing their spiritual needs and
the limited availability of hospital chaplaincy service. This study showed that out of 328
nurses, half reported they only rarely offered spiritual support and over one third were
not willing to provide such care. In contrast, Balboni and colleagues found that the
majority of nurses (74%) and physicians (60%) are willing to provide SC, although they
reported that a number of these nurses (39%) and physicians (41%) in practice are

providing SC less often than desired (Appendix C.5).%?

2.2.1 Barriers to Spiritual Care

To improve the frequency of SC provision and its quality, an understanding of the
barriers HCPs are facing in their clinical setting is required. Studying these barriers will
help in the identification of solutions to overcome them and increase the provision of
SC to patients at the end of their lives. In the healthcare setting, barriers that prevent
spiritual needs from being met may develop within HCPs, patients or the setting in which
SC is provided and these may include personal, cultural or institutional factors.®® The
literature studying such barriers, however, seems to be limited and many studies do not

examine the direct link between these barriers and actual SC provision.*
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One barrier to the provision of SC is the difficulty in understanding the meaning of
spirituality and ones’ role in providing SC.%> Although SC is being increasingly recognized
as an important aspect of patients’ care, it still seems difficult to agree on what it is
because of its highly subjective nature. Draper and McSherry explain that “we are a long
way from having a universal agreement about what it means.”® The fact that spirituality
has different meanings and interpretations has implications on the way HCPs should be
educated and trained on spirituality. This can also have implications on policy makers
and other regulatory entities that should be careful not to draw any definite conclusions
on what constitutes spirituality, especially when it comes to policies and guidelines on
SC.%’ This lack of definition may result in lack of knowledge in the area of spirituality that
may lead to a sense of ambiguity both for the patient and the HCP. In HCPs this can lead
to a lack of confidence when it comes to providing SC and in patients this may interfere
with the awareness of the concept of spiritual need or the inability to recognize that
HCPs, apart from chaplains, are also responsible for SC provision.’® Studies have
reported that HCPs show lack of confidence in addressing spiritual needs which may be

a direct result of the lack of knowledge.*®

Apart from a lack of confidence in providing SC, HCPs face other barriers which limit
them in addressing the spiritual needs of patients. Studies also mention a reluctance by
HCPs to provide SC to their patients.!® The reasons cited for this reluctance have
included lack of education in SC, lack of time, lack of private space,°! fear of invading a

102

patient’s privacy, a general lack of awareness of one’s own spirituality,*°* secularization
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103 and a lack of appreciation of the role of spirituality in the care of

of modern society
patients.% Rodin and colleagues found a direct link between the perceived importance
of HCPs’ role in SC and actual SC provision to patients.'®> Balboni and colleagues also
discuss how HCPs’ perception that SC is better delivered by others can act as a barrier
to SC provision.1% Similarly, other studies show that SC provision can also be impeded
by some nurses considering SC to be a religious or pastoral matter and should therefore

be addressed by hospital chaplains.®’

Another barrier to SC is the belief that spiritual needs cannot be addressed if the HCP
and the patient have different belief systems.'%® Hodge discusses how patients’ spiritual
beliefs and practices can sometimes function as a barrier to SC provision.'% This can be
prevented by properly assessing patients’ needs and beliefs which can then be matched
with appropriate interventions. When HCPs perceive a patient’s belief system as
different from their own, they may avoid the spiritual aspect of care and consider other
aspects of care as more important.''® This can lead HCPs to prefer treating patient’s
physical symptoms rather than taking the time to hold patients’ hands and listen to their
suffering. This is especially so when there are other issues involved, such as financial
burdens, lack of staff, high turnover rates, and the pressure to be firmly evidence based

and time effective. 11!

McSherry has grouped all the barriers to SC provision mentioned in the literature and
classified them into five categories: economic, educational, environmental, ambiguous

and sensitivity.'? Economic barriers include issues such as lack of time, staff shortage
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and lack of resources. Educational barriers involve the lack of training and knowledge
which shall be discussed shorty. Environmental factors include lack of a private place
where to discuss spiritual issues. Ambiguous factors include issues related to lack of
understanding of what spirituality entails and lack of one’s spiritual awareness.
Sensitivity factors include issues related to HCPs perceiving spirituality as a private issue

and therefore not considering it their role to discuss such private issues with the patient.

2.2.2 Spiritual Care Training

Some of the barriers to SC most mentioned in the literature seems to be related to

113 end of life communication skills, and

insufficient academic training in spirituality,
spiritual awareness.'** Research indicates that most HCPs have received very limited or
even no training on spirituality during their graduate training. Balboni and colleagues,
for example, found that only 12 to 14% of HCPs (N=339) had received SC training.*®
Another study by Balboni and colleagues found that the majority of nurses (88%) and
physicians (86%) (N= 339) claimed to have never received SC training.''® McSherry also
noted that 71.8% out of 559 qualified nurses felt that they did not receive adequate
training, for them to be prepared in addressing spiritual issues.*” The author also
suggests that there is a strong possibility that the limited knowledge and skills that
nurses have in SC decrease both their ability and willingness to provide SC. There are
other studies in fact, which found that majority of HCPs desire to learn more about how

to assess spirituality.'*® Balboni and colleagues found that 79% of nurses and 51% of

physicians, desire to learn more on SC.1%°

Evidence shows that the strongest predictor of an actual SC provision is spiritual training

and education.?? Narayanasamy suggests that there is a link between inclusion of SC
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education and an increase in nurses’ knowledge and understanding of spiritual issues
which in turn can result in increased provision of SC.*?! SC training can result in HCPs
becoming more confident and competent in providing SC, by learning how to offer
compassionate caregiving, moving from a disease-centred model of care to a patient-
centred model of care, appropriately assessing patients’ spiritual needs, identifying the
importance of spirituality in healthcare and the role of hospital chaplains, learning
necessary communication skills, exploring their own spirituality and learning about
various religious and cultural traditions.'?? Robinson and colleagues also studied the
effectiveness of SC training in 115 HCPs from various disciplines and found that
participation in a one day spiritual generalist workshop was effective enough to teach
HCPs general SC skills and to collaborate more with the hospital chaplain.?? All these
studies have focused on how SC training had an effect on HCPs outcomes, such as
increased knowledge and competency. Focusing the effect of SC training on patients’
outcomes, Yang and colleagues found a link between SC training and improved patients’

quality of life.*?*

In 1992, Puchalski observed how medical students received very limited SC training, with
only 3 medical schools incorporating spirituality courses in their curricula.’?® She
therefore introduced an elective course on spirituality at the George Washington
University School of Medicine. In 1996, this course became part of the compulsory
curriculum and since then over 75% of medical schools in the US are requiring students
to study courses in spirituality related to health. The author discusses how more work

needs to be done in spite of this improvement. In fact, Rasinksi and colleagues found
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that in 2003, only 23% of practicing physicians in the US reported receiving formal SC

training.12¢

Similarly, in 1985 Carson and Gerardi introduced a course called 'Spirituality in Nursing
Practice' within a nursing school in the US.'?” After its success, more schools started to
incorporate spirituality courses as part of the nursing curricula. Studies show that in the
UK there are still less medical schools teaching spirituality when compared to the US
with rates ranging from 31% to 59% of medical schools.'?® In 1999, the UK Commission
for Education in Nursing and Midwifery tried to address this educational need with the
‘Fitness for Practice’.*?° One of the competencies listed in this document is the need for
nurses to identify spiritual needs of their patients. Also, in some EU countries such as
Portugal, HCPs have study units on spirituality only as part of a Masters’ or postgraduate

palliative course. 30

In Malta, a study unit entitled ‘The spiritual dimension in care’ was introduced in 2002
as part of the diploma nursing course at the University of Malta.'3! Apart from this,
another study unit entitled ‘Spiritual coping in illness and care’ was introduced as part
of the continuous professional development (CPD) of qualified nurses.'3? Evaluation
data on the study unit found that nurses who have undertaken the study unit showed
increased knowledge on the spiritual dimension to care and improved self-awareness of
their role in SC.133 Due to the positive impact this study unit has had on nurses,
Baldacchino recommends that other members of the MDT apart from nurses participate

in these study units. Apart from this, educators from Malta together with other

126 Kenneth A. Rasinski et al., “An assessment of US physicians’ training in religion, spirituality, and

medicine,” Medical Teacher 33, no. 11 (2011): 944-945.

Verna Benner Carson and Ruth Gerardi, “Spirituality for credit: Finding a place in the secular
curriculum. 1985,” Journal of Christian Nursing 30, no. 1 (2013): 34-37.

David Neely and Eunice J. Minford, “Current status of teaching on spirituality in UK medical schools,”
Medical Education 42, no. 2 (2008): 176-182.

P.L. Bradshaw, “Fitness for Practice,” Journal of Nursing Management 8, no. 1 (2001):1-2.

Silvia Caldeira, Sara Pinto and Manuel Luis Capelas,” Implementing spiritual care at the end of life:
Portugal,” European Journal of Palliative Care 24, no. 4 (2017): 175-176.

Donia R. Baldacchino, “Teaching on the spiritual dimension in care to undergraduate nursing students:
The content and teaching methods,” Nurse Education Today 28, no. 5 (2008): 550-562.

Donia R. Baldacchino, “Teaching on spiritual care,” 47-53.

Donia R. Baldacchino, “Spiritual Care Education of Health Care Professionals,” Religions 6 (2015): 594-
613.

127

128

129
130

131

132
133

47



educators from Netherlands, Norway and the UK, are taking part in the Enhancing
Nurses’ and Midwives’ Competence in Providing Spiritual Care through Innovative
Education and Compassionate Care (EPICC) project, which aims at enhancing HCPs’ SC
training.'3* At present, however, there are no official study units on spirituality in HCPs’
curricula at degree level, except for midwifery, who have a compulsory study unit
entitled ‘Spirituality in Midwifery’ in their third year of studies. Apart from this, Bugeja
discusses the need for the curriculum in specialists’ training in family medicine for Malta,
to include competency skills in assessing and dealing with spiritual issues especially

when dealing with palliative care patients.3>

McSherry and Draper discuss some of the intrinsic and extrinsic barriers that limit the
introduction of spirituality courses in nursing curricula.'3® Intrinsic barriers can include
political and socioeconomic factors within the institution itself, while extrinsic barriers
may include social, cultural or religious factors of the individuals involved or of the
society in general. Another barrier in SC training mentioned in the literature is the lack
of uniformity in SC education. Neely and Minford found that there is lack of uniformity
when it comes to the content, structure, quantity or type of staff member providing the
training.'®” According to Lloyd-Williams and Field, nurses’ curricula are not only lacking
spiritual training but also basic palliative care training.'3® This type of training is limited
to fewer hours when compared to medical students’ curricula and it usually involves
only the theoretical aspect. Yardley and colleagues also studied palliative patients’
perspectives on SC training, and concluded that their perspective is important in the
understanding of how SC training should include learning through experience and

reflection.’®® The authors conclude that there is a need for more formal evaluation to
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assess the effectiveness of training in the clinical setting and also recommended further
research to investigate who is the most competent to teach the SC educators

themselves.

Even though SC education alone is not considered enough to provide good quality SC,*4°
evidence shows that SC training is the strongest predictor of SC provision.*! Spiritual
training and education should therefore, form part of HCPs’ curricula.'*? Although there
are studies which support the concept that spirituality can be taught to HCPs,*? there
are other authors who argue that since spirituality is developed through life experiences,
it is something that could not be formally taught.'** Another debate present in the
literature is whether HCPs’ own spiritual awareness has an influence on SC provision.
Some authors suggests that HCPs first need to evaluate and understand their own

145 while others believe

spirituality through SC training, before delivering SC to patients,
that SC provision does not depend upon the HCPs’ understanding of their own
spirituality.'*® For example, Walter believes that SC provision does not depend on HCPs’
own spirituality, arguing that SC can be provided by anyone and for anyone.'*’ There
seems to be an agreement, however, that the main goal of SC training is always to

improve patients’ care by providing patient-centred holistic care.1#®
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2.3 The Importance of Spiritual Care at the End of Life

Evidence is favouring the concept of a psychosomatic approach in healthcare, which
offers a more holistic view of patients.?* This approach, highlights the importance of
connecting the mind and body which are considered to be in interaction with each other.
Nowadays, the terms body, mind and spirit are becoming more frequently used when it
comes to holistic care, therefore SC should be considered an important aspect of
patients’ care.’® In fact, studies show that through spiritual well-being patients’
psychological and physical symptoms can be improved.*®! A systematic review found
over 300 studies investigating the importance of spirituality in health.>? Although it is
difficult to study the effectiveness of SC, due to its multi-dimensional nature, the
majority of these studies found a positive relationship between spirituality and health.
A recent systematic review on SC in palliative care in Europe, however, found that
despite this growing evidence there is not enough documentation to support its
importance, concluding that “SC remains the least developed and most neglected

dimension of palliative care.”*>3

Puchalski describes how research studying the effects of spirituality on health usually
focus on three aspects: mortality, coping and recovery.'® Studies show how SC can
stimulate an adjustment in patients to cope better with their illness and suffering.®>

This can be achieved through the effect it has on existential concerns such as promoting
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hope and meaning of life and death.>® Gall and Cornblat also discuss how patients who
face a terminal illness will usually cope with the stress through religious or spiritual
strategies.’®” The authors also propose a cognitive model of adjustment (Appendix A.6)
to describe the link between spiritual and religious resources and aspects of well-being.
In their study, Phelps and colleagues also found that SC can promote patient’s emotional
well-being and help strengthen the relationship between HCPs and patients. '8 Puchalski
believes that this relationship can have a placebo effect, which can sometimes influence
health outcomes.'>® Narayanasamy and Owens also believe that when the relationship
between patient and HCP is built on trust, HCPs tend to be more satisfied with the
experience of giving SC.1%° According to these authors, SC can therefore promote a sense

of well-being in HCPs and act as a valuable part of holistic patient care.

There are a number of studies which show that higher levels of spiritual support may

promote patients’ well-being. Higher levels of spiritual well-being can then be linked to

161

decreased levels of anxiety and depression,'®! increased self-actualization®? and better

control of pain and suffering.’®® Other studies have linked spiritual support with

164

improved quality of life and dignity,*** increased hospice use, decreased levels of

165

aggressive treatment at end of life'®® and decreased medical costs.®® As already

mentioned (Chapter 1.2), however, there are studies which have linked spirituality with
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negative religious coping which can have an adverse effect on patients’ health.'®” Some
authors have also linked religiosity with more frequent use of aggressive treatment to
prolong life.1®® Sulmasy, for example, discusses how certain religious patients with
advanced cancer will desire to continue receiving aggressive treatments due to a belief

in miracles.16?

A good understanding of patients’ and their relatives’ perspectives, together with HCPs’
perceptions on what is important at the end of life, is essential to achieve a successful
improvement in end-of-life care. Singer and colleagues studied patients’ perspectives
on quality end-of-life care and found five aspects as being the most important.’° These
include pain and symptom relief, preventing unnecessary prolongation of dying process,
accomplishing a sense of control, alleviating burden and improving family relationships.
This study also shows that patients tend to agree on the importance of addressing
spiritual issues at end of life. Similarly, Clark and colleagues found that patients consider

meeting their spiritual needs as an important aspect of care while in hospital.1”*

MacLean and colleagues studied patients’ perceptions on the importance of SC and
found that this depends on the severity of the disease.'’?> For example, from a sample of
456 patients, 19% perceived SC as important during physician’s office visits, while 50%
considered SC as important near death. Similar findings were found in the study by
McCord and colleagues where patients perceived SC as most appropriate in the
presence of a life-threatening illnesses or a serious medical condition.'’® Another study
involving 230 patients diagnosed with advanced cancer found that as much as 88%

perceived religion and spirituality as an important aspect of end-of-life care.’* Similar
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findings were found in a study by Pearce and colleagues were 85% of advanced cancer
patients (N=150) perceived spirituality as playing a very important role in their overall
health and recovery.'’> Likewise Winkelman and colleagues found that 86% of advanced
cancer patients(N= 69) believe that HCPs should address their spiritual needs within a
healthcare setting.!’® Murray and colleagues also found that independent of any
religious beliefs, spiritual concerns are important for patients with terminal cancer as
early as from diagnosis.'”” Edwin and Bushwick also found similar findings and concluded
that although many patients desire this type of care from their HCPs, spiritual issues
were rarely discussed by HCPs.”® In contrast, Yeung and colleagues found that although
terminally ill patients perceived SC as effective they rated its importance relatively
low.'”® In fact, Phelps and colleagues emphasize that there is an important minority of
patients who believe that SC can be harmful, for a number of reasons, including privacy

issues.180

This time, studying not only patients’ perspectives but also HCPs’ perspectives, Phelps
and colleagues also found that almost 78% of 75 patients with advanced cancer, 71.6%
of 204 physicians and 85.1% of 114 nurses believed that routine SC would have a positive
impact on patients’ well-being and the patient-provider relationship.*®' Similarly,
Balboni and colleagues found that the majority of both patients and HCPs view SC as
having a positive impact on patients’ health.'®? Findings from the study, however, show
that patients rated this impact of SC more positive than HCPs. One reason for this may
be due to the fact that patients with terminal illness seem to be more religious or
spiritual then HCPs. In fact, the authors concluded that religious and spiritual

characteristics of HCPs tend to influence both the perceived importance of SC and actual
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SC provision. Similarly, Holmes and colleagues found that majority of seriously ill
patients (62% of 65 patients) and majority of physicians (68% of 67 physicians)
considered spirituality as an important aspect of care.’® Chang and colleagues also
found that the majority of HCPs consider SC as necessary for a peaceful death.'8* Turner
and Cook studied physiotherapists’ perception on SC and also found that, although the
majority of physiotherapists consider SC as an important aspect of care, there is still a
lack of training and ambiguity when it comes to their role in providing SC.8> Similarly,
McSherry found that although most nurses consider SC as an important aspect of
patient’s care, they still feel unsure about the effectiveness of SC.*2¢ In fact, Kostak and
Celikkalp linked midwives and nurses’ perception of the importance of SC with their
knowledge on SC and training they received.'®” Saguil and Phelps also discuss how this
perceived importance of spirituality in health is usually shaped through various medical

literature, hospital policies, and clinical practice guidelines.'88

In summary, it seems that although most HCPs recognise the importance of SC,
especially in palliative care settings, and agree on their role in providing SC together with
the hospital chaplain, they still do not provide enough SC to meet patients’ spiritual
needs. The discussion in the next chapter will therefore focus on the moral and legal
rights of patients with regards to SC as part of end-of-life care. Practical issues related
to the implementation of SC will also be discussed, with the ultimate aim to find
solutions on how to preserve the patient’s right to SC. It includes a discussion on the

cultural influences with regards to SC provision, the consequences of neglecting
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patients’ spiritual needs, patients’ satisfaction with overall care, the patients’ preferred

place for end-of-life care and the quality of SC being provided.
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Chapter 3. The Patient’s Right for Spiritual
Care

Bioethics deals with ethical problems in healthcare, taking into consideration the rights
of patients and the laws that safeguard these rights. In his critical view, Benatar
discusses the relationship between ‘bioethics’ and ‘health and human rights’.! The
philosopher explains that although both fields involve issues on human rights, bioethics
involves more than that. The author also describes how both legal and moral rights are
linked with correlative duties. Thus, if patients are considered as having a right to receive
SC, then someone has a duty to provide such care. In the previous chapter, the problem
of infrequent SC provision was discussed. Studies showed that HCPs are not providing
enough SC, even during the end-of-life stage where spiritual issues seem to become
most relevant. This is leading to inadequate patients’ holistic care and creating an ethical
dilemma on whether HCPs are respecting their patients’ rights and fulfilling their own
duties. In dealing with this ethical dilemma one needs to understand whether patients
have a right to such care and investigate whether there are any existing laws and policies

regarding this issue.
3.1 The Legal Aspect of Spiritual Care

The socio-economic right to health and well-being was first mentioned in 1948 in the
Universal Declaration on Human Rights (UDHR)? and then in the International Covenant
on Economic, Social and Cultural Rights (ICESCR) (1966).3 A growing interest in defining
this right to health resulted in the ICESCR and the Convention on the Rights of the Child

(1989) defining health as the “highest attainable standard of physical and mental
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health.”* As already mentioned, although spirituality is not directly mentioned in the
WHQO’s definition of health, it has been incorporated in the WHO’s health strategies and
is considered as one important dimension of health and well-being. This increased
interest in the spiritual dimension to health and well-being has also led to the
development of specific regulatory bodies, such as the WHO and the Human Rights
Council, to incorporate SC as part of the patients’ right to health and well-being. Also,
apart from these international human rights treaties, there are several regional
instruments and more than 115 national constitutions that mention this right to health
care.® All these human rights conventions seem to focus on the importance of respecting
human dignity, a fundamental value of every human being.® In fact Article 1 of the UDHR
mentions that “all human beings are born free and equal in dignity and rights” and the
preamble of the ICESCR states that “these rights derive from the inherent dignity of the

human person.”

Andorno studied the relationship between human dignity and human rights from a
bioethical point of view.” He speaks about the ‘inherent or intrinsic human dignity’ which
unlike ‘moral dignity’ should be the focus of bioethics and human rights systems. The
author defines this intrinsic human dignity as ‘an ultimate source of all rights” and talks
about the obligation of states to respect these rights and provide justice for every
individual. Respecting human rights usually is safeguarded by the states’ legal
recognition of such rights. Andorno however points out that a legal system may not
always consider the concept of human dignity as a theory for human rights, but may
view human dignity as a necessary basis for the welfare of society in general. That is why
the Declaration on the Promotion of Patients’ Rights in Europe considers patients’ rights

as individual rights not as social rights. The same declaration states that patients have

United Nations, International Covenant on Economic, Social and Cultural Rights (1966), Article 12;
United Nations, Convention on the Rights of the Child (1989), Article 24.

Office of the United Nations High Commissioner for Human Rights and World Health Organization,
“The Right to Health” (2008), accessed February 18, 2019,
https://www.ohchr.org/Documents/Publications/Factsheet31.pd

Mette LeBech, “What is Human Dignity?” Maynooth Philosophical Papers, accessed February 19,
2019, http://mural.maynoothuniversity.ie/392/1/Human_Dignity.pdf.

Roberto Andorno, “Human Dignity and Human Rights,” in Handbook of Global Bioethics, ed. Henk
A.M.J. ten Have and Bert Gordijn (Dordrecht: Springer, 2014), 45- 57.

57



the right to “receive spiritual support and guidance at all times” and “the right to

humane terminal care and to die with dignity”.8

Chochinov and colleagues studied the perception of dignity among fifty patients with
advanced cancer.® After analysing their findings, they developed the Dignity-Conserving
Model of Care (Appendix A.7). Although patients in this study found it difficult to express
themselves because of the complexity and ambiguous nature of the term, they managed
to describe a number of concerns, feelings and activities related to dignity. These were
summarised into three categories: illness-related concerns, dignity conserving
repertoire and social dignity inventory. From these three categories, the authors
concluded that dignity not only consists of internal components (inner feelings, spiritual
resources and issues related to illness) but there are also external components involved
(environmental influences and one’s perception of worthiness by others). Due to the
fact that loss of dignity is associated with a decreased desire to continue living, this
model can help HCPs in finding ways to preserve the dying patients’ dignity. One way

this can be achieved is by helping patients find inner spiritual resources through SC.*°

In the early 1990’s Mann started working on a conceptual framework and theory which
linked together health, ethics and human rights.!! He viewed health and human rights
as complementary approaches, necessary for achieving well-being. Mann and
colleagues proposed a fundamental relationship between health, human rights and
dignity which can have practical implications when it comes to accomplishing human
well-being.}> They emphasized the importance for HCPs to protect against violations to
patients’ rights which can have health implications. Similarly, the WHO believes that

“promoting and protecting health and respecting, protecting and fulfilling human rights

World Health Organisation, A Declaration on the Promotion of Patients in Europe (1994), Articles 5.9

and 5.11.

Harvey Max Chochinov et al., “Dignity in the terminally ill: A developing empirical model,” Social

Science and Medicine 54, no. 3 (2002): 433-443.

Harvey Max Chochinov, “Dignity conserving care: A new model for palliative care,” Journal of

American Medical Association 287, no. 17 (2002): 2253-60.

11 Jonathan Mann, “Health and Human Rights: If Not Now, When?” Health and Human Rights 2, no. 3
(1997): 113-120.

12 Jonathan Mann et al., “Health and human rights,” Health and Human Rights 1, no. 1 (1994): 6-93.
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are inextricably linked.”*® In the same document, examples were given of such

connections between health and human rights (Appendix C.6).

In 1998 the JCAHO included assessment for spiritual needs and the provision of SC as
part of the patient rights standards and stated that “patients have a fundamental right
to considerate care that safeguards their personal dignity and respects their cultural,
psychosocial and spiritual values.”* The JCAHO recognized the importance of respecting
the patient’s right to access spiritual services and started requiring hospitals to address
patients’ spiritual needs while providing end-of-life care.’® In response to this,
healthcare organizations started creating institutional guidelines which include issues
related to the spiritual needs of patients, their relatives and HCPs.2® Also, in 1999 the
Council of Europe issued the Protection of the Human Rights and Dignity of the
Terminally Ill and Dying declaring that at the end of life the fundamental rights of
patients which are derived from their intrinsic dignity, can be violated if there is
insufficient access to palliative care and if their spiritual needs are not properly
addressed.'” Moreover, in 2005, the Universal Declaration on Bioethics and Human
Rights was developed to protect human dignity and rights, and to protect the well-being
of individuals over the interest of science and society in general.® This declaration
mentions the spiritual dimension together with biological, psychological, social and
cultural dimensions to describe a person’s identity. It also indicates the need for

governments to promote health in all these dimensions including spiritual well-being.

The International Council of Nurses (ICN) Code of Ethics also specifies the nurse’s role of

promoting “an environment in which the human rights, values, customs and spiritual

13 “Linkages between health and human rights,” World Health Organization, accessed February 27,
2019, http://www.who.int/hhr/HHR%20linkages.pdf.

14 Lawrence L. La Pierre, “JCAHO safeguards spiritual care,” Holistic Nursing Practice 17, no. 4 (2003):
219.

15 John Ehman, “References to Spirituality, Religion, Beliefs, and Cultural Diversity,” The Joint
Commission's Comprehensive Accreditation Manual for Hospitals (2008), accessed February 20, 2019,
http://www.acper esearch.net/JCAHO_Spirit_refs 2015 HOSPITAL.pdf.

16 paul Alexander Clark et al., “Addressing Patients’ Emotional and Spiritual Needs,” 659-670.

17" Pparliamentary Assembly Council of Europe, Protection of the Human Rights and Dignity of the

Terminally Ill and Dying (1999), Article 7.
18 UNESCO, Universal Declaration on Bioethics and Human Rights (2006).
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beliefs of the individual, family and community are respected.”*® The ICN views human
rights in healthcare as involving both the recipients and the providers, implying that both
patients and HCPs should be treated with dignity. Among the different patients’ rights
mentioned, one can find the right to die with dignity,?® and the nurses’ responsibility to
provide high quality end-of-life care which can lead to a dignified death.?! In the Maltese
Code of Ethics for Nurses and Midwives, there are two instances where patients’ rights
are mentioned, emphasising the importance for nurses to respect their patients’ rights,

and to support patients in all their needs including their spiritual needs.??

Recent statistics show that health problems related to the circulatory system and cancer
are the two leading causes of death in European Union countries, including Malta.??
These data show that chronic illness, as opposed to acute illness and injury, are
becoming the most frequent cause of death. This leads to a higher demand and more
prolonged use of healthcare services, which therefore increase the states’ obligation in
providing such services including palliative care services.?* In fact, a recent systematic
review found that between the years 1983 and 2016 there had been thirty-four
palliative care declarations published, some national and others international (Appendix
C.7).%> Although these declarations, are not legally binding they picture palliative care as

a basic human right which is fundamental to health and human dignity. These

13 “The ICN Code of Ethics for Nurse (2012),” International Council of Nurses, accessed January 24, 2019,
https://www.icn. ch/sites/default/files/inline-files/2012_ICN_Codeofethicsfornurses_%20eng.pdf.
“Nurses and Human Rights (2011),” International Council of Nurses, accessed February 27, 2019,
https://www.icn.ch/sites/ default/files/inline-files/E10_Nurses_Human_Rights%281%29.pdf.
“Nurses’ role in providing care to dying patients and their families,” International Council of Nurses,
accessed February 15, 2019,
https://www.icn.ch/sites/default/files/inlinefiles/A12_Nurses_Role_Care_Dying_ Patients.pdf.
Nursing and Midwifery Board, “Maltese Code of Ethics for Nurses and Midwives (1997),” accessed
January 28, 2019,
https://deputyprimeminister.gov.mt/en/phc/pdu/documents/maltese_code_of ethics_nurses.pdf.
“Causes of Death Statistics,” Eurostat Statistics Explained, accessed January 27, 2019,
https://ec.europa.eu/eurostat/statistics-explained/index.php/Causes_of_death_statistics#Main_
findings.

Agnes Binagwaho et al., “Extending the Right to Health to the Moment of Death: End of Life Care and
the Right to Palliation in Rwanda,” Health and Human Rights 17, no.2 (2015), accessed January 30,
2019, https://www.hhrjournal.org/2015/12/extending-the-right-to-health-to-the-moment-of-death-
end-of-life-care-and-the-right-to-palliation-in-rwanda/.

Hamilton Inbadas et al., “Palliative Care Declarations: Mapping a New Form of Intervention,” Journal
of Pain and Symptom Management 52, no. 3 (2016): 7-15.
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declarations also emphasise the importance for this right to be respected by

governments and international organizations as early as from diagnosis.

One can note therefore, that although SC is not often mentioned directly as a patients’
right, there are a number of both international and national human rights declarations
that recognize palliative care as a human right. As already mentioned in the previous
chapter (Chapter 2.1), SC is an integral part of palliative care, with WHO emphasising
the need for palliative care to include psychological, social and spiritual aspects of
patient care.?® Respecting a patient’s right to palliative care therefore involves the need
to offer holistic care and to support patients’ needs, including spiritual needs. For
example, the National Consensus Project for Quality Palliative Care which is comprised
of sixteen national organizations, regards SC as one of the eight domains necessary for
quality palliative care.?’ Similarly, as discussed above, SC is included in a number of other
national and international palliative care guidelines. For example, the WHO guideline
booklet for HCPs mentions providing psychosocial and spiritual support as part of end-

of-life care.?®

The United Nations’ Committee on Economic, Social and Cultural Rights states that “it is
critical to provide attention and care for chronically and terminally ill persons, sparing

”29 and mentions that states

them avoidable pain and enabling them to die with dignity
are “obligated to respect the right to health and must not deny or limit equal access to
preventive, curative, or palliative health services.”3° The United Nations’ Committee on

the Rights of the Child also mentions palliative care and states that “children are entitled

%6 World Health Organization, “WHO Definition of Palliative,” accessed January 17, 2019,
www.who.int/cancer/palliative/definition/en/.

National Coalition for Hospice and Palliative Care, “Clinical Practice Guidelines for Quality Palliative
Care in Clinical Practice Guidelines for Quality Palliative Care (2018),” accessed January 20, 2019,
https://www.nationalcoalitionhpc.org/wpcontent/uploads/2018/10/NCHPCNCPGuidelines_4thED_
web_FINAL.pdf.

World Health Organization, “Palliative care: Symptom management and end-of-life care. Integrated
management of adolescent and adult illness (2004),” accessed January 23, 2019,
https://www.who.int/hiv/pub/imai/genericpalliativecare082004.pdf?ua=1.

United Nations Committee on Economic, Social and Cultural Rights, “The right to the highest
attainable standard of health, General Comment No. 14 (2000),” paragraph 25, accessed February 3,
2019, http://www.escr-net.org/docs/i/425238.

Ibid., paragraph 34.
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to quality health services, including prevention, promotion, treatment, rehabilitation
and palliative care services.”3! In 2013, the European Association for Palliative Care
together with three other international organizations, released the Prague Charter
Palliative Care: A Human Right to promote access to palliative care as a human right.3?
It explains how access to palliative care should be considered a legal obligation by
governments worldwide and describes palliative care as “the most basic concept of care-
that of providing for the individual needs of the patient,” including also the patients’

spiritual needs.

Furthermore, in 2014 the World Health Assembly issued an international resolution on
palliative care, emphasising the need for WHO and member states to provide palliative
care to patients diagnosed with life-threatening illness.3? It also states that healthcare
settings should help these patients in relieving their suffering through proper
“assessment and treatment of pain and other problems, whether physical, psychosocial
or spiritual.” It points out that it is the ethical responsibility of HCPs to alleviate spiritual
suffering and provide good quality end-of-life care through an inter-disciplinary team
approach, which shall include a spiritual support provider. The resolution also highlights
the importance of HCPs’ continuing education and training on how to address patients’
spiritual needs. Also, in 2015, the Inter-American Convention on Protecting the Human
Rights of Older Persons was adopted as a regional instrument by the General Assembly
of the Organization of American States.3* Article 6 of the Convention says that:
States parties shall take steps to ensure that public and private institutions offer older

persons access without discrimination to comprehensive care, including palliative care,
avoid isolation; appropriately manage problems related to the fear of death of the

31 Committee on the Rights of the Child, General comment No. 15 (2013) on the right of the child to the
enjoyment of the highest attainable standard of health (art. 24).

“The Prague Charter- Palliative Care: A human right (2009)” European Association for Palliative Care,
accessed February 23, 2019, https://www.eapcnet.eu/events/previous-eapc-events/prague-charter.
World Health Assembly, “Strengthening of palliative care as a component of comprehensive care
throughout the life course (2014),” accessed January 28, 2019,

http://apps.who.int/gb/ebwha/pdf files/WHA67/A67_R19-en.pdf.

Organization of American States, “Inter-American Convention on Protecting the Human Rights of
Older Persons (2015),” accessed February 14, 2019,
http://www.oas.org/en/sla/dil/docs/inter_american_treaties_A-70_human_rights_older_persons.
pdf.
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terminally ill and pain; and prevent unnecessary suffering, and futile and useless
procedures.

The same Convention mentions that social, psychological, and spiritual problems of the

elderly are necessary elements of palliative care.

In 2016, the Maltese Ministry for Health published the Patient Charter to highlight
patients’ rights and responsibilities within healthcare settings.?> Principle 6 of this
charter describes how patients have a right “to request spiritual and/or religious support
when admitted into a healthcare establishment.” This implies that all patients receiving
care have a right to SC, and not only those receiving end-of-life care. The same document
also refers to the patients’ right to “expect an end-of-life care that is dignified,
comforting and supporting relief from any unnecessary suffering.” Here the document
is specifying the patients’ right to SC in an end-of -life setting where patient’s well-being

is of outmost importance.

Despite all these national and international human rights laws which focus on palliative
care as a human right, Brennan has pointed out that there are many countries around
the world that do not meet these international basic guidelines to the provision of
palliative care.3® The author describes the difficulties present when talking about
palliative care as a human right, the difficulty to isolate this right from other basic rights,
difficulties in understanding what this right really constitutes and difficulties related to
adherence and enforcement. Nevertheless, there is a general agreement regarding the
importance for governments to use all the available resources to safeguard the patients’
rights to end-of-life SC as part of their right to palliative care. This should be provided to
everyone without discrimination. Quality SC is an integral part of palliative care, where

patients’ individualised needs and cultural beliefs are taken into consideration. So as to

35 Malta Parliamentary Secretariat for Health, Patient Charter (2016), accessed January 29, 2019,

https://meae.gov.mt/en/public_consultations/mehhealth/documents/patient%20charter%20%28in
%20english%29.pdf.

Frank Brennan, “Palliative Care as an International Human Right,” Journal of Pain and Symptom
Management 33, no. 5 (2007): 494-499.
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be able to provide quality SC, governments also need to ensure sufficient budget

allocation, adequate staff training and education and appropriate hospital resources.?’

3.2 End-of-Life Care in Malta

Palliative Care in Malta is offered either though Hospice Malta, a registered non-
governmental organization or through government services at Sir Anthony Mamo

Oncology Centre (SAMOC) or Mater Dei Hospital (MDH).

The Malta Hospice Movement was established in 1989 following the work of Dame
Cicely Saunders. Hospice MDT consists of approximately twelve nurses, a chaplain
(specialized in SC), a psychologist, two physiotherapists and two social workers working
on a full-time basis, as well as three physicians, specialized in palliative care working on
a part time basis. The whole MDT meet once a week to discuss particular cases and
review new referrals. Patients’ self-referrals or referrals from the patients’ family
general practitioners or any other physician from public service are accepted together
with the application. Currently, on average, there is one patient referral every day.
During the patient’s first visit, the patient is assessed by various members of the MDT.
Patient assessment is recorded digitally through a computerised system and includes a
spiritual assessment which is usually done by a nurse, who will then refer to the chaplain
if spiritual needs emerge. The chaplain will discuss spiritual issues with patients and
accompany them though their journey. He will listen their concerns, help them with any
unfinished business, pray with them and guide family meetings on end-of-life decisions.
The chaplain however rarely administers the last rites to patients because these are
usually administered by community clergy chosen by patients or their relatives. He
usually provides SC for patients of different religious faiths, but sometimes on a patient’s
request he will liaise with other religious leaders and ask for their service. The chaplain
can organize joint visits with other members of the MDT, and usually holds a visit once
a week or once every fortnight, either at the patients’ home or at hospital. Apart from

these visits, those patients who are physically fit enough can attend sessions at the Day

37 Liz Gwyther, Frank Brennan and Richard Harding, “Advancing Palliative care as a Human Right,”
Journal of Pain and Symptom Management 38, no. 5 (2009): 767-774.
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Therapy Unit which include spiritual discussions amongst other activities. Hospice also
offers bereavement services to relatives, where two spiritual events are also organized:
a memorial mass and a spiritual day. The memorial mass is held once every month and
the spiritual day once a year. Both these activities are done to help relatives achieve
spiritual healing. Apart from this, in 2021 the Hospice movement is expected to start
offering also inpatient and respite palliative care services in the St Michael’s Hospice

complex.3®

SAMOC was opened in 2013, providing both in-patients and out-patients services to
cancer patients. It has a Palliative Care Unit, which approximately includes sixteen beds.
Apart from the medical team, the hospital has two chaplains working alternately on a
weekly basis. Medical staff here use a pink document, where patients are asked for their
religious denomination. This is the only document in the patient’s file which is filled by
the chaplain. Here, the chaplain writes a note on whether last rites were administered
and after the patient’s death this is signed by a physician. The chaplain is also responsible
for inputting death rate statistics. Referrals to the hospital chaplain are usually done on
patients’ request. Also, similar to what happens in Hospice, the chaplain will provide SC
to patients with different religious faiths and when necessary, liaise with other religious
leaders. Nevertheless, patients can also bring their own spiritual director from outside
the hospital. Apart from patients’ visits, the chaplain at SAMOC is also responsible for
administering holy communion to patients daily, administering other sacraments such
as confession when requested, and celebrating a daily mass. Apart from delivering SC to
patients and relatives the chaplain will also provide spiritual support to other members
of the MDT. There are also instances when other members of the MDT will ask for the
presence of the chaplain to offer support to patients and relatives when taking end-of-
life decisions. In contrast to Hospice the chaplain at SAMOC usually administers the last
rites, and offers spiritual support to relatives after the patient’s death. Here relatives
can also make use of bereavement counselling provided by social workers and

psychologists.3?

38 Fr Alfred Vassallo, personal communication, November 18, 2018.

39 Fr Vincent Buhagiar, personal communication, November 29, 2018.
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Another place where patients can receive end-of-life care is at MDH. In this general
government hospital there are five chaplains in total, working a twelve-hour shift on a
roster basis, and one reliever who changes every six months. Referrals are usually done
by other MDT members on a patient’s request. Apart from this, the chaplain here is also
part of the cardiopulmonary resuscitation (CPR) team, and in emergency situations the
chaplain is called to administer the last rites. Chaplains also administer last rites to
patients who are undergoing major operations. Similar to SAMOC, chaplains at MDH are
also responsible for administering sacraments such as holy communion with the help of
the Eucharistic Ministers. Chaplains at MDH offer visits to patients in the wards, liaise
with other religious leaders according to patients’ requests and offer spiritual support
to other staff and to patients’ relatives. Sometimes chaplains will refer to other
members of MDT, such as social workers, counsellors and psychologists, who work
together in meeting specific needs of patients. Similar to SAMOC, chaplains at MDH do
not input any data in patients’ files, but only fill the pink document regarding the

administration of last rites.*°

Limiting factors faced by chaplains at MDH and SAMOC include lack of private space in
the ward; a limited number of chaplains; no continuation of care (patients are only seen
for short periods of time); lack of training and education, especially in the area of
paediatrics; and absence of formal regular communication between individual
chaplains. Apart from these limitations, there are also chaplains who are facing
limitations related to their old age or due to other commitments. In view of these
limiting factors, hospital chaplains meet once a year where they have training sessions
on Pastoral Health Care by a SC specialist. In fact, evidence highlights the importance of
chaplains being both clinically and theologically trained so as to provide cultural oriented

SC independent of patients’ faith.*

40 Fr Bertrand Vella, personal communication, December 2, 2018.

Arthur M. Lucas, “Introduction to the discipline for pastoral care giving,” in The Discipline for Pastoral
Care Giving: Foundations for Outcome Oriented Chaplaincy, ed. Larry VandeCreek and Arthur M. Lucas
(New York: Routledge, 2001), 1-35.
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3.3 Maeeting Patients’ Spiritual Needs at the End of Life

Spiritual needs are usually defined as human expectations on finding meaning, purpose
and value in life, which can either be related to one’s personal religious beliefs or not.*?
Puchalski and colleagues discuss the difficulty experienced by HCPs in assessing patients’
spiritual needs due to the complex nature of spirituality and the difficulty in
differentiating spiritual needs from other related needs.*® Similarly, Bussing and Koeing
discuss the complexity and multidimensional nature of spiritual needs.** They mention
how in theory one can differentiate between existential, psychosocial, religious and
spiritual needs however all these needs are clinically interconnected to each other.
Nevertheless, evidence shows that only by obtaining better understanding of patient’s
spiritual needs can HCPs provide individualised SC.** In response to the lack of existing
evidence when it comes to the definition and measurement of spiritual needs, Sharma
and colleagues have developed the Spiritual Needs Assessment for Patients which is
considered a valid and reliable instrument in helping HCPs assess spiritual needs among
culturally diverse patients (Appendix B.8).%¢ Similarly, Galek and colleagues constructed
a 29-item spiritual need survey which helps HCPs explore patients’ spiritual needs,

among patients with different religious beliefs (Appendix B.9).%’

El Nawawi and colleagues talk about the high prevalence of spiritual needs in patients
suffering from a life threatening illness.*® The same authors also found that spiritual

needs can be present in patients who do not consider themselves as spiritual or religious

42 Scott Murray et al., “Exploring the spiritual needs of dying people,” 39-45.

Christina M. Puchalski et al., “A systematic review of spiritual and religious variables in Palliative
Medicine, American Journal of Hospice and Palliative Care, Hospice Journal, Journal of Palliative Care
and Journal of Pain and Symptom Management,” Palliative and Supportive Care 1, no. 1 (2003): 7-13.
Arndt Bissing and Harold Koenig, “Spiritual Needs of Patients with Chronic Diseases,” Religions 1, no.
1(2010): 18-27.

Kathleen Galek et al., “Assessing a Patient’s Spiritual Needs: A Comprehensive Instrument,” Holistic
Nursing Practice 19, no. 2 (2005): 62-69.

Rashmi K. Sharma et al., “The Spiritual Needs Assessment for Patients (SNAP): Development and
validation of a comprehensive instrument to assess unmet spiritual needs,” Journal of Pain and
Symptom Management 44, no. 1 (2012): 44-51.

Kathleen Galek et al., “Assessing a Patient's Spiritual Needs,” 62-9.

Norma M. El Nawawi, Michael Balboni and Tracy A. Balboni, “Palliative care and spiritual care: The
crucial role of spiritual care in the care of patients with advanced illness,” Current Opinion in
Supportive and Palliative Care 6, no. 2 (2012): 269-74.
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and are frequently present in ethnic minorities. Moadel and colleagues for example
studied spiritual needs in an ethnically diverse population of patients suffering from
cancer.*® They found that 75% of patients (N=248) reported at least one spiritual need
with an average of two spiritual needs per patient. Also in her study, Hermann identified
twenty-nine different spiritual needs among elderly patients with terminal cancer.”® The
author grouped these spiritual needs into six categories which include the need for
religion, companionship, positive outlook, involvement and control, to finish business,
and to experience nature. Similarly, Finocchiaro described spiritual needs of dying
patients as a search for meaning and hope, giving and receiving forgiveness, completing
unfinished business and dying peacefully.”! In another study investigating spiritual needs
among ethnically diverse patients diagnosed with cancer, the need to overcome fears
was perceived as the most common spiritual need, followed by the need to find hope,
peace of mind, meaning in life and spiritual resources.>? Similarly Grant and colleagues
also found that spiritual needs of patients with advanced illness are generally associated
with fear of dying and loss of self-identity.>? Taylor also found that family caregivers tend

to experience spiritual needs similar to those of patients in their care.>*

HCPs together with chaplains need to work together in screening patients for spiritual
needs. According to Fitchett and colleagues most patients find no objection in discussing
such needs with their HCPs.>> In contrast, other studies show that spiritual needs are
usually not explicitly stated by patients, and that only a positive caring relationship
between HCP and a patient, can help patients open up and discuss their spiritual needs,

which can then be met through SC.>® Apart from this, health policy makers should also

4 Alyson Moadel et al., “Seeking meaning and hope,” 378-385.

Carla Herman, “Spiritual needs of dying patients: A qualitative study,” Oncology Nursing Forum 28,
no. 1(2001): 67-72.

Darlene N. Finocchiaro, “Supporting the patient's spiritual needs at the end of life,” 32-36.

Alyson Moadel et al., “Seeking meaning and hope,” 378-385.

Elisabeth Grant et al., “Spiritual issues and needs: Perspectives from patients with advanced cancer
and non-malignant disease. A qualitative study,” Palliative and Supportive Care 2, no. 4 (2005): 371-
378.

Elizabeth Johnston Taylor, “Spiritual needs of patients with cancer and family caregivers,” Cancer
Nursing 26, no. 4 (2003): 260-266.
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50

51
52
53

54

68



acknowledge the importance in supporting patients’ spiritual needs.”’ Only after
identifying patients’ spiritual needs, can HCPs discover SC interventions to meet these
needs, but HCPs should also take into consideration any cultural influences and the

context where end-of-life care is taking place.

3.3.1. Spiritual Care for Patients with Different Cultural Beliefs

Unlike most other European countries, the Constitution of Malta recognizes the "Roman
Catholic apostolic religion" as the state religion.>® The Constitution also states, however,
that “every person in Malta shall have full freedom of conscience and enjoy the free
exercises of their respective mode of religious worship.”>® Although, in 2016, Catholics
in Malta including foreigners, were estimated to represent 84.4% of population, Malta
is nowadays considered to include a multi-cultural and ethnically diverse society.®® In
2014, in fact, there were 23, 643 reported foreigners living in Malta from 151 different
countries.®* A survey carried out by the Archdiocese of Malta in 2017 found that around
95% of Maltese citizens believe in God and 61% considered religion important for their
lives.6? A similar result was achieved in a survey by Eurobarometer Poll in 2005, where
95% of people living in Malta declared to believing in God, 3% believing in some sort of
spirit or life force, and 1% were non-believers.®® Interestingly, Malta ranked as one of
four countries with the least rate of non-believers. The same survey studied spiritual
beliefs, and 52% of Maltese citizens reported that they frequently think about the
meaning and purpose of life. In other countries, such as Austria and Hungary, only 26%

and 27% respectively responded to think often about meaning and purpose of life

57 Khadijeh Hatamipour et al., “Spiritual Needs of Cancer Patients: A Qualitative Study,” Indian Journal

of Palliative Care 21, no. 1 (2015): 61-67.
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(Appendix C.8). Similarly, a study on the provision of SC in Ireland found that this is still
mainly focused within a Roman Catholic religion framework, unlike the UK’s SC which is
more multi-faith oriented.®* These socio-demographic factors will have an effect when
it comes to delivering SC, because HCPs need to understand existing cultural differences

and how this may affect SC provision.®

In healthcare, culture includes but is not limited to “age or generation, gender, sexual
orientation, occupation and socio-economic status, ethnic origin and migrant
experience, religious or spiritual belief and disability.”®® Fawcett and Noble discuss the
effects of socio-political constraints and how delivery of SC is influenced by the social
and ideological background of both patients and HCPs.®” The importance of cultural
influences on spiritual needs of patients during end-of-life care has been recognized for
some time now.% The International Convention on the Elimination of All Forms of Racial
Discrimination (1965) emphasises the need for governments to respect a person’s social
and cultural rights with regards to healthcare access without racial discrimination.®?
Martsolf describes three ways on how culture and spirituality could be related.”®
Spirituality could be either directly related to cultural norms, or in opposition to these
norms or there could be a balance between these cultural norms and the individual’s
own life experience. The author also talks about the importance for HCPs to perform a
self-assessment of their own spirituality before performing patients’ spiritual

assessments and delivering SC. Self-assessment will help HCPs determine how their own
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cultural background is affecting their spirituality and this can help to avoid imposing
one’s own cultural beliefs on patients while delivering SC. Culturally appropriate SC
consists in HCPs helping patients achieve spiritual well-being by using the patient’s own

values, beliefs, norms and life practices in the process.

Recognition of the importance of 'cultural competence' is considered central to SC
delivery and training.”* According to Selman and colleagues, cultural competence in SC
should involve an ongoing evaluation of the process of care delivery and an awareness
of the influences of cultural beliefs on SC delivery.”? HCPs should understand that
learning about different cultures is not enough. They need to understand the
importance of getting to know the patient’s cultural demands, how these can influence
the patients’ spiritual needs and how to cater SC to those particular needs. Nevertheless,
a systematic review on end-of-life care services to ethnic minorities in the UK found that
not only is access to the service limited but the quality of service is also lacking.”® Ethnic
minorities tend to perceive end-of-life services as culturally inappropriate which can
lead to higher rates of patients’ dissatisfaction with the service. Another recent
systematic review also found that there is limited evidence about culturally and
spiritually sensitive interventions used in end-of-life care.”* The authors explain how
Western bioethics focuses on spirituality, religion and culture as important aspects that
can influence end-of-life care delivery and decision making, putting special emphasis on

particular beliefs among ethnic minorities.

The necessity for HCPs to meet spiritual needs of an ethnically diverse population should

also reflect the design and delivery of educational programmes and training.”” Price and
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Sodeke discuss the need for HCPs to be trained in cultural competency but also
underline the need for basic knowledge on humanities.”® This is congruent with the
ethics of HCPs who are oath bound to respect their professional code of ethics. In fact,
the Maltese Code of Ethics for Nurses and Midwives stresses the importance for care to
be adapted to the unique needs of the patient, including their spiritual needs. It also
states that HCPs should “not discriminate amongst patients/clients on grounds of age,
nationality, race, sex, gender orientation, religious beliefs, personal attributes, nature

or origin of their health problem or any other factor.””’

Although socio-demographic and religious factors seem to have the biggest effect on
patients’ spiritual needs, other factors such as education and marital status can also
influence patients’ spiritual needs.”® HCPs need to respond to the changes in society so
as to be able to provide culturally sensitive SC without stereotypical assumptions.”?
Schultz and colleagues discuss the challenges experienced by HCPs when it comes to
providing SC for patients with different religious beliefs.2° They mention how HCPs have
shifted their care from religious to spiritual well-being, and with this shift they are able
to provide care for patients of any religious faith. The authors in this study also
recommend that SC would not be directly linked to religious leaders because this may
limit the service to only certain patients. Similarly, MacLaren explains the difficulty HCPs
experience when addressing patients with different religious needs, and the need for
HCPs to put their own personal beliefs to one side, so as to be able to focus on the
patients’ spiritual needs.®! The author in this study also discusses the problem of
separating spirituality from religion especially when the HCP has strong personal beliefs

and describes the development of secular SC, as one solution that helps HCPs deliver SC
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to patients with different religious faiths. This can help HCPs appreciate the concept of

pluralism and to treat every patient in a multi-faith society.

3.3.2 Consequences of Unmet Spiritual Needs

Although evidence shows that SC can help patients cope with their illness®? and the
effects of hospitalization,® evidence also shows that patients’ spiritual needs are not
always being met. In a study investigating the spiritual needs of an ethnically diverse
population of cancer patients (N=194) the rate of unmet spiritual needs as perceived by
patients ranged from 25% to 51%.%4 Pearce and colleagues found that approximately
28% of advanced cancer patients (N=150) reported having received less overall SC than
they desired from HCPs, the religious community and chaplains.®> Interestingly, they
perceived receiving the least SC from hospital chaplains, with 40% of patients stating
that they have received less SC than desired from the hospital chaplain. Study findings
also show that patients who received less overall SC than desired reported more
symptoms of depression and lower levels of spiritual well-being. These findings are
consistent with other studies which found a link between unmet spiritual needs and
poorer health outcomes. For example, Winkelman and colleagues found that unmet
spiritual needs can lead to worse psychological quality of life especially in younger
patients.®® Nelson and colleagues also found a negative association between spiritual
well-being and depression, but no association between religiosity and depression.” The
authors thus concluded that the beneficial effects of religion could be the results of
improved spiritual well-being and not merely due to the religious practices used.

Furthermore, Buck and McMillan studied the frequency of unmet spiritual needs of
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patients’ caregivers and also found a positive association between unmet spiritual needs

and depression.®®

Similarly, O’Connor and colleagues found an association between meeting patients’
spiritual needs and spiritual well-being, which together with a fighting spirit proved to
improve patients’ quality of life.®° Grant and colleagues suggested that unmet spiritual
needs may lead to spiritual distress and that this could lead to more physical and
psychosocial problems such as anxiety, sleeplessness and despair.’® The authors found
that sometimes patients will express spiritual distress through physical symptoms and
that HCPs tend to treat the physical symptoms without treating the underlying cause,
which is the spiritual distress caused from unmet spiritual needs. Unmet spiritual needs
therefore, may result in a vicious cycle which can lead to more hospitalisations and
inability to receive end-of-life care at home. In another study, patients with life
threatening illness also reported how sometimes HCPs can unintentionally cause

spiritual distress by ignoring the patients’ sense of identity and self-worth.!

Astrow and colleagues found that patients who reported unmet spiritual needs were
less satisfied with the quality of their overall care, when compared to patients who had
their spiritual needs met.°? Sulmasy believes that a solution to this problem is the
‘biopsychosocial- spiritual model’ of care which can be used by HCPs to treat patients
holistically.®® A holistic patient-centred approach to end-of-life care can prevent spiritual
needs from becoming spiritual distress, which can have various health consequences.
This can be achieved by a positive relationship between HCPs and patients, where HCPs

help patients to respond to their own spiritual needs.>*
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3.4 The Dying Experience at Home or in Institutional Settings

The location of death is an important aspect of end-of-life care. It gives an idea of where
that person had received care at the very end of his life and how that care could be
improved.®> Death statistics show that the majority of people are dying at hospital or
other health care facilities. Broad and colleagues studied the place of death of patients
in 36 nations between 2001 to 2010, and found that 54% of deaths occurred at hospitals,
12% at elderly nursing homes, and 32% elsewhere.®® Similar results can be found in the
UK were in 2016 about 46.9% of deaths occurred in hospitals, 21.8% in residential care
home, 23.5% at home and about 5.7% in hospices.®” In Malta, the Annual Mortality
Report shows that in 2015, approximately 68.9% of deaths occurred in hospitals while
approximately 14% died at their own home. Deaths in residential homes differed
depending on the age group: 18.5% in people above 65 years and only 1.9% in people
under 65 years (Appendix C.9).%8

Nakamura and colleagues found that among factors influencing whether a person dies
at home or in hospital, it was the opinion of relatives that had the greatest influence.®?
Thus, when relatives of a terminally ill patient wanted to care for the patient at home
that patient had a higher chance of actually dying at home. Costa and colleagues have
also studied the factors that influence place of death among terminally ill patients.%

They found a number of factors which can influence where the patient dies, these
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include: early referral to palliative care, the availability of home palliative care services,
the patients’ own preference, age, gender, diagnosis, the patients’ support at home and
the caring skills of patient’s relatives. Flory and colleagues, for example, found an
ethnical difference in place of death, with African-American people more likely to die in
hospital when compared to Caucasians.'! One possible reason for this could be the lack
of hospice or home care available among this ethnic group of patients. Furthermore, a
study on family perspectives on the quality of end-of-life care found that those patients
who received more than three days hospice service had more likely died in their

preferred place.0?

Although death rates at hospital or other institutions seem to be higher than death rates
at home, there is evidence supporting a recent shift, with more deaths occurring at
home and less at hospital. In fact, Billingham and colleagues talk about a reversal of the
‘institutionalisation of death’, reporting that since 2004 there has been a trend for
patients, especially those diagnosed with cancer, to actually die at home.'%® This trend
has also been noted in Canada where statistics show that in 2013 about 62.8% of people
died at hospital, but this rate started to decrease slowly every year, with a reported
59.9% dying at hospital in 2017.1%* A similar trend has been observed in the UK, where
between 2004 to 2016 there has been a decrease of 11% of deaths in hospital and an

increase of 5.1% of home deaths and 5.3% of residential home deaths.1%

Nevertheless, evidence shows that there is a big difference between the actual place of
death and the preferred place of death. A systematic review found that the majority of

patients with advanced cancer would prefer to receive end-of-life care and die at their
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home, while choosing in-patient hospice care as their second option.% In the UK, for
example, about 67% of people chose to die at home; however, only 25% actually had
the opportunity to do so, while the others died in an institution.1%” Similar results were
found in Australia where 70% of people chose to prefer dying at home but only 14%
actually died there.'% Another systematic review by Gomes and colleagues found that
between 31% and 87% of patients (N=< 34,000) prefer to die at home, the majority of
which will not change their preference as their illness progresses.'® In contrast, there
are other studies which show that many of the patients who choose to die at home will
actually end up dying in hospital for a number of reasons.'? These include patients
coming to believe that they are a burden to family members, an overwhelming loss of
control on symptoms,** and lack of resource availability.'? Wheatley and Baker discuss
situations where although the patient might prefer to be cared for and die at home this
may be inappropriate.’'® The authors mention cases where caring for the patient at
home will result in a burden on relatives and other cases where limited resources in
community care will make it difficult to deliver services at home without affecting other

people who also need this service.

On the other hand, Steinhauser and colleagues found that patients and their relatives
did not regard dying at home as an important determinant in the quality of dying.'** In
fact, the majority of patients ranked dying at home as the least important factor

influencing end-of-life care. These data show that despite the efforts of the hospice
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movement to improve end-of-life care by facilitating death at one’s own home, one
cannot assume that all patients want to die at home. This also has an impact on palliative
care institutions, which need to provide care for both patients who wish to die in that
institution and those who prefer to die at home but for some reason this is not possible.
Although evidence about the benefits of dying at home is quite conflicting, studies show
that the experience of dying at home can result in achieving more holistic well-being,
including spiritual well-being.'> Also, as a result of the campaign “Supporting the Choice
to Die at Home” by the Marie Curie Cancer Care, in 2004, the UK House of Commons

acknowledged the need to support and respect patients’ choices for dying at home.!*®

Studying the place of death can help determine where people are receiving end-of-life
care, and where they prefer to die. It helps identify places where end-of-life services
including SC should be implemented. As already discussed, evidence shows that the
majority of cancer patients tend to die at home using hospice home care and a good
proportion of elderly people, especially those over 85 years, will die in residential
nursing homes. Meeting these preferences for place of death can lead to significant
outcomes for palliative care and healthcare services. Respecting people’s choice of place
of care and death should be part of the ethical framework of healthcare systems, where
the principle of autonomy together with the other principles of non-maleficence,
beneficence and justice is pragmatic.'’ This also applies to SC services, which should be
offered at the preferred place of care and death chosen by the patient being at home,

at hospital or in a residential home.
3.5 Patients’ Satisfaction and Spiritual Care

Patients satisfaction is considered an essential component in evaluating care and is

related to the association between one’s expectations and the actual experiences of
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patients’ needs being met.1*® In fact, Williams and colleagues found that patients who
desired to discuss spiritual issues but did not have such discussions were less likely to be
satisfied with the care provided during their hospitalization.'*® In addition, the same
study also found that spiritual discussions also result in higher satisfaction rates even
when the patient did not actively request such discussions. Another study by Clark and
colleagues involving data from a large national survey- the Press Ganey Associates 2001
National Inpatient Database- studied the perceived satisfaction with care of more than
1.7 million hospitalised patients.'?° Data suggests a strong relationship between the

degree to which HCPs addressed spiritual needs and overall patients’ satisfaction.

Marin and colleagues studied the effects of chaplaincy visits on patients’ satisfaction,
and the study’s data showed that chaplains’ visits are associated with meeting the
patients’ spiritual needs which led to higher satisfaction rates with the overall care.'?!
Similar findings were found in a study by VandeCreek, where patients from fourteen
different hospitals in the US stated that chaplains can respond to different patients’
needs in a sensitive manner and this resulted in significantly higher patient satisfaction
rates.'?? Also, in another study by Pearce and colleagues 35% of advanced cancer
patients reported that meeting their spiritual needs through SC would improve their

satisfaction with overall hospital care.'?

Although not focusing specifically on SC, Sandsdalen and colleagues investigated
patients’ perceptions on the quality of palliative care in different settings.'?* The study

concluded that patients receiving inpatients hospice care were most satisfied with the
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care given. Similarly, Grant and colleagues also noticed that patients who had received
hospice care perceived a difference in the quality of care, which was attributed to the
holistic approach used by the hospice staff.1?> Similarly, Gallagher and Krawczyk found
that patients who received hospice or palliative care reported less unmet needs when
compared to patients who received end-of-life care in acute hospitals or residential care
homes.'?® Another study, this time focusing on the bereaved relatives’ perceptions on
quality of end-of-life care, also found that hospice services, together with avoiding
hospital admissions and hospital deaths, were associated with improved quality of
care.’?” The hospice environment, including a palliative team of HCPs who are sensitive
to patients’ spiritual needs, was found to facilitate patients’ spiritual expressions, with
the result that SC is more frequently provided and that patients are more satisfied with

the overall care.1?®

Despite the confirmed benefits of hospice in end-of-life care, it seems that patients are
referred to such service only a few days before dying, mainly due to physician related
barriers.*?° Adams and colleagues studied patients’ and their relatives’ perceptions on
hospice timing, and found that one third of them confessed that it would have been
easier for them if they were referred to hospice earlier on during their illness.*3° In
contrast, Schocket and colleagues found that only one in seven patients thought that
they were referred to hospice later than necessary.'3! Although in minority, these
patients reported more unmet needs and higher dissatisfaction with the quality of end-
of-life care. Furthermore, Teno and colleagues found that more than one third of

hospice referrals could not be done earlier, either because patients refused such service
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or due to an acute medical complication that required hospitalisation.'32 Due to the fact
that early hospice referrals are not always possible, both hospices’ and hospitals’ end-
of-life care need to be of high quality, where all patients’ needs are met, patients are
given the opportunity to die with dignity, and both patients and their relatives are

satisfied with the care being provided.
3.6 Quality Spiritual Care at the End of Life

As already mentioned, although there is general agreement on the importance of SC
with respect to health outcomes, many patients report unmet spiritual needs.'33 This
means that the spiritual needs of terminally ill patients are not being properly addressed
due to various reasons. One reason could be the lack of hospital chaplains available and
the fact that only a few of those chaplains are qualified in palliative care.'3* In fact, Cadge
and colleagues found that between 1993 and 2003 only between 54% and 63% of
hospitals in the US employed a chaplain to provide spiritual services.'3> A more recent
survey however found that between 80% to 95% of US hospitals employ a chaplain, but
the most important question is whether the number of employed chaplains is enough
to meet the spiritual needs of every hospitalised patient who require SC, at any one
time.'3% In fact, Flannelly and colleagues estimated that hospital chaplains only visit an
average of 20% of hospitalised patients.?®” Likewise, Pearce and colleagues found that
only 36% of hospitalised advanced cancer patients reported that they have received a
visit from the chaplain during their hospital stay.?*® This lack of hospital chaplains can

result in more responsibility on other members of the MDT in addressing spiritual needs
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at the end of life. As already mentioned (Chapter2.2.1), however, there are a number of
barriers that limit HCPs’ SC delivery, including lack of time, skills and even interest to

assess and meet patients’ spiritual needs.!*°

Also in response to the lack of training of chaplains, in 2007 the Healthcare Chaplains’
Capabilities and Competences Framework was developed, whereby hospital chaplains
in the UK working within the NHS are required to attain training and use evidence-based
interventions, to enhance both their competency and capability in SC delivery in
palliative care settings.!® Yet studies show that there is a lack of evidence supporting
the effectiveness of particular spiritual assessment tools and interventions.*!
Nevertheless, evidence shows that chaplains together with other HCPs need to be also

trained in palliative care as part of their continuous clinical education.#?

According to Clark and colleagues a ‘foundational infrastructure’ is necessary to properly
address patients’ spiritual needs and improve SC.*3 This involves the provision of basic
resources, the necessary staff to meet patients’ needs, SC quality improvement
measures and standardised SC assessment and interventions to meet patients’ spiritual
needs. The authors also explain that in order for HCPs to properly respond to patients’
needs they need to include patients in decision-making processes and to act sensitively
to patients’ problems related to their illness and hospitalization. Likewise, in a recent
study on quality of end-of-life SC, Holyoke and Stephenson identified nine principles that
can act as organisational guidance throughout healthcare systems so as to improve the
quality of their SC services (Appendix C.10).}** These principles view SC as something
that can be incorporated in all aspects of care, is directed by the dying patient and is

vocational in origin.
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Puchalski and colleagues also discuss issues regarding quality improvement in SC.2*° In
a consensus report, the authors concluded that due to the complexity of spirituality and
the variability in SC delivery, there is a need for guidelines to be developed to ensure
quality SC. These guidelines would provide “an established standard of quality that can
be targeted for improvement.” Due to the abstract nature of SC, however, quantification
of spiritual outcomes is difficult to obtain, unlike other aspects of care. The authors
discuss spiritual outcome measures which use a quantitative approach to monitor
quality of SC, such as the number of chaplain referrals, patients’ satisfaction
guestionnaires, spiritual distress scales and rates of completion of spiritual assessment.
Apart from these quantitative approaches, they also mention the need for more
qualitative quality indicators, such as interviews with patients and their relatives, MDT

meetings and reflection exercises on patients’ care.

There are a number of tools that can be used to measure the quality of SC being
delivered; one such tool being the Spiritual Care Competence Scale (Appendix B.10)
which assesses HCPs’ competences with regards to their training and education.4®
Quality indicators in healthcare services have been studied for a long time and are
usually divided into three categories: the structural features of the healthcare settings,
the procedures of care and the outcomes of care.!*’ Claassen and colleagues, however,
found that the majority of the existing palliative care quality indicators belong to the
physical care area, and only a few involve social care and SC.*® A systematic
international literature review in 2009 on quality indicators in palliative care has also
found that quality indicators are lacking in the psychosocial, spiritual and cultural

domains; indeed only one quality indicator was found related to the spiritual domain of
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care.'® An update of this systematic review in 2013 found six SC quality indicators in
palliative care (Appendix C.11).1° According to the authors, the lack of quality indicators
regarding SC can be due to palliative care practice paying more attention to symptom
relief than to spiritual support. In order to improve the quality of end-of-life care

therefore, more SC quality indicators are needed.

In fact, in 2014 the Quality of Spiritual Care Scale was developed but although
preliminary testing found the tool to be a valid and reliable measure of the quality of SC,
it was only tested on relatives of deceased long-term care residents.’®! In 2016,
however, the HealthCare Chaplaincy Network organised an international
multidisciplinary panel to provide recommendations on evidence-based indicators
related to the quality of SC, with the aim of improving spiritual support and better meet
the spiritual needs of patients, their relatives, and health care institutions in general.*>?
The panel managed to develop eighteen quality indicators which are divided into three
categories: structural, process and outcomes indicators. Apart from these quality
indicators, the panel also suggested a set of metrics which measure the present quality

of SC and a number of evidence-based tools to measure these metrics (Appendix C.12).

Evidence shows that the approach to SC is largely unsystematic and that SC is usually
delivered randomly and not individualised to patients’ needs.>3 Studies also show that
there is confusion among HCPs on SC issues, and therefore there is a need for more
guidelines and models regarding quality SC.** Quality monitoring and improvement is
essential in SC, and outcome measures are needed to evaluate SC models and

interventions. Qualitative data on patient’s experience with SC, however, is equally
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important in determining quality of SC.*>°> Although there is no one definition of good
quality end-of-life care, there is a general agreement that this should be a dynamic
process, where HCPs work with patients’ relatives to help the patient achieve spiritual
well-being. Furthermore, professionally trained hospital chaplains should be available
to provide spiritual support especially in those cases where more complex spiritual
issues are present.'*® In this way, SC at the end of life can be delivered according to the

patient’s values, knowledge and preferences of care.'>’
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Conclusion

Throughout the years there has been an increased importance of spirituality in relation
to healthcare. There is strong evidence that spiritual needs can influence health
outcomes and may therefore also influence financial outcomes related to healthcare.?
Acknowledging this connection between spirituality and health indicates that HCPs
should address patients’ spiritual needs not as an issue of faith but rather to improve
patients’ health outcomes, decrease spiritual suffering and ultimately help the patients
die with dignity. This led to the development of the biopsychosocial-spiritual model of
care (Appendix A.4.3), where the patients’ spirituality became part of holistic care.? As
the perceived importance of SC continued to increase, so did the patients’ perceived
right to receive this type of care, especially in end-of-life situations where spiritual issues
are most prevalent. In view of the already mentioned national and international human
rights conventions, all patients at the end of their life should be entitled to SC by virtue

of their right to the highest attainable standard of health and their right to palliative

care.

Nevertheless, there seems to be a significant gap between the recognised need for SC
at the end of life and the SC which is delivered. Studies show that only a third of patients
report having a spiritual discussion during their hospital stay.® This suggests that in
practice patients are not being offered the appropriate SC to help them meet their
spiritual needs. Evidence also suggests that those patients who had their spiritual needs
addressed perceived a better quality of life, demanded less aggressive treatments and
were more likely to receive hospice care.* Meeting patients’ spiritual needs is also

associated with increased patient satisfaction with the overall care.> There is a need,
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therefore to improve SC as part of end-of-life care and to integrate cultural and

educational contexts which can act as barriers in SC delivery.®

HCPs are concentrating more on the importance of evidence-based practice which
focuses on scientific and technological advances.” This may sometimes result in the
neglect of the spiritual dimension from the patient’s plan of care. That is why HCPs need
to use a holistic person-centred model of care which emphasises the respect for
autonomy and self-empowerment, focusing on the patients’ role in the decision making
process. If patients’ autonomy and self-empowerment are not respected HCPs could
inadvertently cause spiritual distress instead of meeting spiritual needs.® Apart from
this, the patients’ religious beliefs may sometimes also create conflicts and restrict

patients from taking autonomous decisions.

Evidence shows that for many patients and their relatives spiritual issues seem to be as
important- indeed sometimes more important than physical needs.’ Hardwing discusses
the fact that for many patients, the end of life is a spiritual crisis and that issues at the
end of life are completely spiritual in nature.® The author argues that bioethics does not
consider these spiritual issues as ethical issues involved in end-of-life care; instead, it
tends to focus more on the issues regarding treatment decision making, proxy consents,
advanced directives and physician-assisted suicides, when in reality these are not the
issues considered relevant to patients at the end of life. Hardwing believes that these
bioethical issues can be resolved if the spiritual concerns of patients and their relatives
are appropriately tackled. The author states that “good care for the dying is a part of

bioethics” and, therefore, bioethics “cannot avoid these spiritual issues.”*!
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In contrast, Muldoon and King discuss the connections between spirituality and
bioethics.'? They argue that both SC and bioethics address patients’ concerns with the
main aim to treat the patient holistically and that ethical decisions cannot be isolated
from the whole person, especially in an end-of-life context. One cannot address ethical
dilemmas at the end of life without considering the patient’s spiritual beliefs and
concerns. Spirituality is interconnected with the patient’s iliness. Thus, from an ethical
point of view, it does not make sense to take care of the illness without taking into
consideration the patient’s spirituality. In fact, a study on the involvement of chaplains
in bioethical issues found that most bioethical issues faced by chaplains were the ones
related to end-of-life situations such as withdrawal of life-sustaining interventions,
organ donation, euthanasia and requests for no resuscitation.'®> The study also
concluded that the majority of chaplains helped patients cope with these bioethical

issues through SC interventions.

SC can be delivered through creativity, love, play, forgiveness, empathy, trust, respect,
understanding and faith.* As already described (chapter 2.1.2) SC can be achieved
through various SC interventions which can be used by HCPs, these include: mindfulness,
meditation, prayer, progressive muscle relaxation, guided imagery and yoga.*® Apart
from these interventions HCPs must also keep in mind other things which can also
influence the care being delivered, these include the environment where care is being
offered, the support from patients’ family and the need for patients to spend some
quality time with their loved ones. Also, in view of their code of ethics, HCPs are bound
to ensure holistic patient-centred care, and provide spiritual support and advocacy to all
patients without discrimination. Sulmasy describes the five ethical principles of SC as

person-centeredness, holism, discretion, accompaniment and tolerance.'® Likewise,
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Carey and Cohen claim that the four bioethical principles of autonomy, beneficence,
non-maleficence and justice can be applied to SC.!” They argue in favour of SC
involvement in bioethics and explain how SC providers can be involved in bioethical
issues and decisions by providing holistic patient-centred care at the personal,
communal and global levels of healthcare.!® Bioethics should provide a framework to
safeguard the right of the patient to express spiritual issues and receive the necessary
care. Also, in view of Hoberman’s criticism of bioethics,'® healthcare institutions
together with bioethicists need to discuss issues related to cultural competence

especially when it comes to SC for ethnic minorities.

As the professor and director of Centre for Death and Society at the University of Bath,
Tony Walter stated “if all patients have spiritual needs, if the palliative care unit is
committed to holistic care and if all members of the multi-disciplinary team can deliver
this kind of spiritual care, logic then requires that they ought to deliver it.”?° The present
study highlights the importance of SC as an essential component of end-of-life care as
defined by both national and international health guidelines. It highlights the need for
bioethics to focus more on the effects of SC when it comes to health outcomes and end-
of-life bioethical dilemmas, emphasising the need for bioethicists to work together with

SC providers so as to improve patients’ end-of-life care.

17" Lindsay Brian Carey and Jeffrey Cohen, “Pastoral and Spiritual Care,” in Encyclopaedia of Global
Bioethics, ed. ten Have Henk (Pittsburgh: Springer, 2016), 2136- 47.
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Limitations of the Study

The main limiting factor in this study was the lack of recent studies. The majority of
reliable studies that were found to be relevant for this research were over ten years old.
This highlights the need for more innovative research in this area, with special emphasis
on studying patients’ perceptions and satisfaction with the delivered SC whilst receiving
end-of-life care. Only with this type of research can SC services be improved so as to
meet patients’ spiritual needs, and therefore respect the patients’ right for holistic care,

which also includes the spiritual dimension to care.

Another limiting factor relates to the complexity of the issue under examination and its
abstract nature. Evidence is ambiguous and sometimes confusing when it comes to
defining spirituality and SC. Spirituality is often considered to be inclusive of existential,
emotional and religious beliefs and practices. Thus, it was difficult to find studies which
focused on the general concept of SC as part of end-of-life care, and not only on a

specific aspect of SC.

Although this study was intended to include all patients receiving end-of-life care, the
majority of the studies used, included only advanced cancer patients and only a few
focused on patients with other life-threatening illnesses such as neurodegenerative
disease. One also needs to investigate the specific spiritual needs present amongst these

types of patients and whether diagnosis will influence SC delivery.

Caring for spiritual needs is not only relevant to patients who are at the end of their life
but it is similarly needed for patients who are suffering from long term chronic illness.
Thus, although this study focused on end-of-life situations, one should remember that

any patient can suffer from spiritual distress and can require SC.

Although this study focused on patients’ spiritual needs, evidence also showed the
presence of caregivers’ spiritual needs. Patients’ family and friends may serve as a
source of hope and support during this difficult time. They are an integral part of the SC
process, and therefore HCPs should also consider their spiritual needs. Hence, one
should also ask whether caregivers too have a right to SC and, if so, who is responsible
for this.
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Death certificate records indicate that a good proportion of elderly patients will end up
dying in long-term residential homes.?! Although this study focused on SC services
offered in palliative care facilities, there is also a need for more investigation of SC
services in long-term facilities. This can also implicate the need for adequate resources
and training to fill the increasingly important role these type of facilities are having in

end-of-life care.

Recommendations for Protecting the Patient’s Right to Spiritual

Care

Practice

At the organisational level there are a number of recommendations that can assist in
the implementation of quality SC to meet patients’ needs. The environment where end-
of-life care and death are taking place is of utmost importance. This should be
considered a special place where patients can easily express their spiritual concerns and
where HCPs can readily respond to these needs.?? As already discussed (Chapter 3.3),
given a choice, most patients prefer to die at home; therefore, if possible, the
environment of hospital settings should feel like home, and include enough space to
accommodate patients’ relatives during this special time. Hospital environments should
also offer privacy at the same time so that the patient can feel comfortable to discuss
spiritual issues. Furthermore, policymakers should also consider the fact that for some
patients seeing their pets is very important. Although currently in Malta pets are not
allowed in hospital settings, arrangements should be considered to fulfil patients’ last

wishes without interfering with the hospital’s health and safety instructions.

Apart from improving the environment, there is also a need for healthcare organizations
to establish rituals and routines that can help facilitate SC practices. These will provide
structure and consistency in the provision and delivery of SC, which may serve as an

opportunity for HCPs to share information and foster good relationships between

21 Kathleen England, “Annual Mortality Report (2015).”
22 paul Holyoke and Barry Stephenson, “Principles and practices to support spiritual care,” 1-19.
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themselves (through regular MDT meetings, reflective exercises, retreats and
commemorative events) and with the patients’ relatives (through bereavement sessions
and formal memorial services). For example, chaplains believe that a memorial service
with staff after the patient dies can help relatives in dealing with the grief.?®> Also,
standardised SC practice should be adopted and implemented in hospital policies,
especially when it comes to spiritual assessments. Patients should be asked for consent
before performing formal in-depth spiritual assessments. These assessments need to be
an ongoing process and appropriately documented, especially due to the fact that
various HCPs and different chaplains will care for the same patient during that patient’s

hospital stay.

Healthcare organizations need to also recognise the need for the time it takes to deal
with spiritual issues, because insight into spiritual needs requires time.?* HCPs should be
comfortable with the time they have to build a relationship with the dying patient and
to offer the appropriate SC. A solution for this could be an increase in the number of
HCPs available, including hospital chaplains. If for any reason it is not possible to recruit
more staff, than empowered volunteers may be used. Evidence shows the importance
of volunteer support programmes as an essential element in the provision of quality SC
at the end of life.?> Volunteers can improve quality end-of-life care by offering person-
centred care, improving family satisfaction and patient longevity.?® Volunteers can also
overcome some of the barriers faced by HCPs while delivering SC and decrease some of
the burden of family caregivers by offering practical support. HCPs, together with the
general public, should become aware of the benefits of this support system and how to
apply for such service.?’” In Malta, the voluntary service of VolServ is present in

government hospitals, and was recently extended to the oncology centre.?® In view of
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the effect of volunteers on patients’ care, resources are needed to recruit, educate and

offer ongoing training to all volunteers working in palliative settings.

Hospital settings should also consider the patient’s individual needs by taking into
consideration today’s ethnically and religiously diverse society, where cultural
competence is of utmost importance.?? Hospitals should offer all the necessary
resources to support patients in carrying out any religious rituals. In fact, at MDH a multi-
faith room was set-up to practice rituals such as prayer and meditation independent of
religious faith. Apart from this, multicultural staff can increase the possibility of
someone from the MDT being able to attend to each patients’ needs.3 In fact, even
chaplains admit that they experience limitations when providing SC to patients with
different faiths.3! Evidence however, also demonstrates how chaplains are no longer
considered as representing any particular faith, but are considered SC specialists, being

able to provide general SC to patients with diverse beliefs.3?

Evidence also suggests the need for the development of a multidisciplinary quality
improvement SC team in hospital settings.3® The goal of such a team is to improve the
quality of SC by coordinating various organisational and educational aspects of SC and
conducting research on quality improvement. The team can also study the effectiveness
of the spiritual resources and interventions used in that particular healthcare setting,
and assess HCPs’ competencies in SC. This can help in improving existing SC standards
in end-of-life clinical care and therefore decrease the frequency of patients’ unmet

spiritual needs.

Education

Evidence shows that the main barrier to SC delivery seems to be related to the lack of
training and education HCPs are receiving in SC. So one important recommendation is

HCPs’ education and training in spirituality so as to be able to recognise and respond to

2% Mei Lang Fang et al., “Culturally- and spiritually- sensitive end-of-life care,” 1-14.
30 Tony Walter, “Spirituality in Palliative Care,” 133-39.

31 Bei-Hung Chang et al., “End of life spiritual care at VA medical centre,” 1-6.

32 Harriet Mowat et al., “What do Chaplains do?” 29-50.

33 paul Alexander Clark et al., “Addressing patients’ spiritual needs,” 659-670.

93



spiritual needs, to enhance self-awareness, to obtain the required skills to practice SC,
and to acknowledge when to appropriately refer to specialised support.3* Training
programs should be made available to all HCPs at any level and should be an ongoing
process. Apart from this, there is a need for more communication between hospital
chaplains and other HCPs. This can be made possible with the use of reliable referral and
communication systems.3> One possible solution could be the use of an electronic
medical record system, where all HCPs, including the hospital chaplain, can access and
input information regarding patients, including spiritual assessment and any
interventions used. Studies show that this will help chaplains to integrate more with the

healthcare team, without requiring additional credentials.3®

Research

In view of the lack of evidence on SC quality indicators,?” the effectiveness of spiritual
interventions,3® and the efficacy of training programmes on HCPs’ SC delivery,®® there is
a need for more research in these areas. Similarly, more research is needed on the
mechanisms that link spiritual distress to health outcomes and whether these
mechanisms can be modified. Also, due to the fact that the majority of past studies have
focused on the nursing profession, there is a need for further research in SC delivery by
other members of the MDT. Further research on patients’ satisfaction with SC is also
necessary and studies need to investigate why perceptions of SC vary across settings.
Since patients tend to prefer hospice service at the end of life, government entities
should respond to patients’ preferences by improving community healthcare services,
and HCPs should ensure earlier hospice enrolment. Home care services should be made
available to all without discrimination so as to enable more people to fulfil their wish to

die at home. This can also decrease unnecessary hospital admissions and reduce the
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healthcare costs which are usually associated with high-level of medical care, and at the

same time protect the patient’s right to quality SC at the end of life.
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Appendix A: Models and Frameworks

1. ‘Total pain’ Interactive Model

Mehta and Chan describe the interactive model of pain developed by Dame Cicely

Saunders in 1964, through the following diagram:*

SOCIAL PSYCHOLOGICAL
PAIN PAIN

SPIRITUAL PHYSICAL
PAIN PAIN

The total pain experience: an interactive model.

1 Anita Mehta and Lisa S. Chan, “Understanding of the Concept of ‘Total Pain’,” Journal of Hospice and

Palliative Nursing 10, no. 1 (2008): 26-32.
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2. Inter-professional Model of Spiritual Care

Puchalski and colleagues proposed the inter-professional model of SC emphasising the

need for a multidisciplinary and interdisciplinary approach to SC.?
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Christina Puchalski, Betty Ferrell, Rose Virani and Daniel Sulmasy, “Improving the Quality of Spiritual
Care as a Dimension of Palliative Care: The Report of the Consensus Conference,” Journal of Palliative

Medicine 12, no.10 (2009): 885-904.
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3. The ABCD Framework of Dignity Conserving Care

Chochinov developed an A, B, C and D framework of dignity conserving care, helping
clinicians to treat patients under their care with dignity.> An outline and description of

this framework can be found below:
A. Attitudes

Questions to be asked:

J How would | be feeling in this patient’s situation?

J What is leading me to draw those conclusions?

o Have | checked whether my assumptions are accurate?

o Am | aware how my attitude towards the patient may be affecting him or
her?

o Could my attitude towards the patient be based on something to do with my

own experiences, anxieties, or fears?

o Does my attitude towards being a healthcare provider enable or disenable
me to establish open and empathic professional relationships with my
patients?

Actions to be taken:

J Make a conscious effort to make these questions a part of your reflection on
the care of each and every patient.

J Discuss the issue of healthcare providers’ attitudes and assumptions, and
how they influence caring for patients, as a regular part of case reviews and
clinical teaching.

o Include ongoing professional development activities that have you challenge
and question your attitudes and assumptions as they might affect patient
care.

o Create a culture among your colleagues and within your healthcare setting

in which acknowledgement and discussion of these issues becomes a
standard part of providing care.

3 Harvey Max Chochinov, “Dignity and the Essence of Medicine: The A, B, C, and D of Dignity Conserving

Care,” British Medical Journal 335, no. 7612 (2007): 184-187.
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B. Behaviours

Disposition:

Treat contact with patients as you would in any potent and important clinical
intervention.

Professional behaviours towards patients must always include respect and
kindness.

Lack of curative options should never rationalise or justify a lack of ongoing
patient contact.

Clinical examination:

Always ask the patient’s permission to perform a physical examination.

Always ask the patient’s permission to include students or trainees in the
clinical examination.

Although an examination may be part of routine care, it is rarely routine for
the patient, so always, as far as possible, take time to set the patient at ease
and show that you have some appreciation for what they are about to go
through (for example, “I know this might feel a bit uncomfortable”; “I'm
sorry that we have to do this to you”; “I know this is an inconvenience”; “This
should only hurt for a moment”; “Let me know if you feel we need to stop
for any reason”; “This part of the examination is necessary because ...”).

Limit conversations with patients during an examination (aside from
providing them with instruction or encouragement) until they have dressed
or been covered appropriately.

Facilitating communication:

Act in @ manner that shows the patient that he or she has your full and
complete attention.

Always invite the patient to have someone from his or her support network
present, particularly when you plan to discuss or disclose complex or
“difficult” information.

Personal issues should be raised in a setting that attempts to respect the
patient’s need for privacy.

When speaking with the patient, try to be seated at a comfortable distance
for conversation, at the patient’s eye level when possible.

Given that illness and changing health status can be overwhelming, offer
patients and families repeated explanations as requested.

Present information to the patient using language that he or she will
understand; never speak about the patient’s condition within their hearing
distance in terms that they will not be able to understand.

Always ask if the patient has any further questions and assure them that
there will be other opportunities to pose questions as they arise.
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C. Compassion

Getting in touch with one’s own feelings requires the consideration of human life and

experience:

Reading stories and novels and observing films, theatre, art that portray the
pathos of the human condition.

Discussions of narratives, paintings, and influential, effective role models.
Considering the personal stories that accompany illness.

Experiencing some degree of identification with those who are ill or
suffering.

Ways to show compassion:

An understanding look.
A gentle touch on the shoulder, arm, or hand.

Some form of communication, spoken or unspoken, that acknowledges the
person beyond their illness.

D. Dialogue

Acknowledging personhood:

“This must be frightening for you.”
“I can only imagine what you must be going through.”

“It’s natural to feel pretty overwhelmed at times like these.”

Knowing the patient:

“What should | know about you as a person to help me take the best care of
you that | can?”

“What are the things at this time in your life that are most important to you
or that concern you most?”

“Who else (or what else) will be affected by what’s happening with your
health?”

“Who should be here to help support you?” (friends, family, spiritual or
religious support network, etc).

“Who else should we get involved at this point, to help support you through
this difficult time?” (psychosocial services; group support; chaplaincy;
complementary care specialists, etc).

Psychotherapeutic approaches:

Dignity therapy.
Meaning centred therapy.

Life review/reminiscence.
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4. Spiritual Care Models (ordered by date)

A systematic review by Holloway and colleagues found nine SC models, which are

portrayed below:*

4.1. Kellehear’s Model of Needs.

A theoretical model of spiritual needs in palliative care where three sources of
transcendence are identified: the situational, the moral and biographical, and the
religious.> The author suggests that there is considerable interaction and overlap

between these three sources of transcendence.

Moral and

Situational Biographical

» Purpose » Peace and

» Hope reconciliation

» Meaning and » Reunion with others
affirmation « Prayer

» Mutuality » Moral and social analysis

» Connectedness - Forgiveness

» Social presence » Closure

Religious
- Religious reconciliation
« Divine forgiveness and support
« Religious rites/sacraments

- Visits by clergy

« Religious literature

« Discussion about God, eschato-
logy, or eternal life and hope

Dimensions of spiritual need

Margaret Holloway et al., “Spiritual care at the end of life: A systematic review of the literature,”
Universities of Hull, Staffordshire and Aberdeen (2010), accessed October 1, 2018,
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/fil
e/215798/dh_123804.pdf.

Allan Kellehear, “Spirituality and palliative care: A model of needs,” Palliative Medicine 14, no. 2
(2000): 149-155.
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4.2 Walter’s Four-fold Typology.

The author developed a four-fold typology of patients’ approaches to religion and

spirituality, indicating the potential for HCPs to identify those patients who actually need

SC, rather than presuming a universal need for SC.® This will reduce the obligation for

HCPs to offer SC to all patients routinely.

BELONG TO
A CHURCH
(or other formal

belief system)

BELIEVE IN GOD / AFTERLIFE

YES

NO

Formal religion

Explicit secularism

YES Christianity / Islam / Humanism
Hinduism / Buddhism Atheism
Folk r'ehg{on Implicit secularism
N0 (reunion in heaven, contact '"When you're dead,

through medium, etc)

Spirituality
(New Age, feminist, etc)

6

you're dead'

Tony Walter, “Spirituality in Palliative Care: Opportunity or burden?” Palliative Medicine 16, no. 2

(2002): 133-139.
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4.3 Sulmasy’s Biopsychosocial-spiritual Model of Care.

Sulmasy developed the biopsychosocial-spiritual model of care, highlighting the need

for a holistic approach to patients’ care, which needs to include the spiritual dimension

of patients’ care.’

Quality of Life

Spiritual History

Present Spiritual
and
Biopsychosocial

State

N

Biopsychosocial

Modified
Spiritual State

>

Modified
Biopsychosocial
State

History

Spiritual Intervention

4.4 Vogt’s Christian Model of Dying Well.

I -4 > m O

The author shows how Christian theological reflection upon the nature of patience,

compassion, and hope influence a ‘good death’ and help dying patients through their

last journey.® Vogt also questions whether Jesus' death can be a model of dying well for

contemporary Christians.

7 Daniel P. Sulmasy, “A biopsychosocial-spiritual model for the care of patients at the end of life,” The

Gerontologist 42, no. 3 (2002): 24-33.

8  Christopher P. Vogt, “Practicing patients, compassion, and hope at the end of life: Mining the passion
Journal of the Society of Christian Ethics 23, no.

of Jesus in Luke for a Christian model of dying wel
1 (2003): 135-158.

|Il
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4.5 Gordon and Mitchell’s Competency Model of Assessment and Delivery

of Spiritual Care.

Gordon and Mitchell developed a competency model of SC, describing the necessary
competencies of HCPs to assess and deliver SC.° The competencies have four levels, each
level identifying the HCPs and volunteers to whom it applies, followed by a summary

statement of the competence expected:

Level 1 All staff and volunteers who have casual contact with patients and their
families. This level seeks to ensure that all staff and volunteers
understand that all people have spiritual needs, and distinguishes
spiritual and religious needs. It seeks to encourage basic skills of
awareness, relationships and communication, and an ability to refer
concerns to members of the multidisciplinary team (MDT).

Level 2 Staff and volunteers whose duties require contact with patients and
families/carers. This level seeks to enhance the competencies developed
at level 1 with an increased awareness of spiritual and religious needs
and how they may be identified and responded to. In addition to
increased communication skills, identification and referral of difficult
needs should be achievable along with an ability to identify personal
training needs.

Level 3 Staff and volunteers who are members of the multidisciplinary team.
This level seeks to further enhance the skills of levels 1 and 2. It moves
into the area of assessment of spiritual and religious need, developing a
plan for care and recognizing complex spiritual, religious and ethical
issues. This level also introduces confidentiality and the recording of
sensitive and personal patient information.

Level 4 Staff or volunteers whose primary responsibility is for the spiritual and
religious care of patients, visitors and staff. Staff working at level 4 are
expected to be able to manage and facilitate complex spiritual and
religious needs in patients, families/carers, staff and volunteers, in
particular the existential and practical needs arising from the impact on
individuals and families from issues in illness, life, dying and death. In
addition, they should have a clear understanding of their own personal
beliefs and be able to journey with others focused on those persons'
needs and agendas. They should liaise with external resources as
required. They should also act as a resource for support, training and
education of health care professionals and volunteers, and seek to be
involved in professional and national initiatives.

9  Tom Gordon and David Mitchell, “A competency model of the Assessment and Delivery of Spiritual

Care,” Palliative Medicine 18, no. 7 (2004): 646-651.
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4.6 McConville’s Dynamic Model of Spiritual Care.

In her study, the author investigates all the understandings of religion and spirituality in
an Irish palliative care setting.'® Aspects of religion and spirituality have been explored
within a multi-layered cultural setting to reveal a complex idea of spirituality, an idea

that is continuously changing.

4.7 American Association of Critical-Care Nurses (AACN) Synergy Model.

The AACN Synergy Model for Patient Care identifies 8 characteristics of nurses and 8
characteristics of patients within the hospital setting.*! The focus of care is considered
to be the patient-HCP relationship. The model highlights the need for nurses’
competencies to coincide with patients’ needs. It is termed the Synergy Model because
it suggests that by matching nurses’ competencies to complement patients’
characteristics, something more than the sum of the parts occurs. Four areas of the
model can be related to SC: 2 characteristics of patients: resiliency and resource

availability; and 2 characteristics of nurses: caring practices and response to diversity.

10 Una MacConville, “Mapping Religion and Spirituality in an Irish Palliative Care Setting,” Journal of

Death and Dying 53, no. 1 (2006): 137-152.
Amy Rex Smith, “Using the Synergy Model to provide spiritual nursing care in critical care settings,”
Critical Care Nurse 26, no. 4 (2006): 41-47.

11
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4.8 Puchalski and colleagues’ Interdisciplinary Spiritual Care Model.

The authors describe the importance of an interdisciplinary approach to SC, and discuss
some of the HCPs’ characteristics and competencies, which can help them deliver

appropriate SC, as illustrated in the table below:*?

Compassionate Presence Intention to openness
Intention to connection to others
Intention to be comfortable with uncertainly

Relationship- Centred Care Partnership

Not agenda driven

Listening to patients’ fears, hopes, dreams,
meaning

Spirituality of Healthcare Professional | Awareness of one’s own spirituality
Awareness of one’s own mortality
Having a spiritual practice

Extrinsic Spiritual Care Taking a spiritual history

Recognising patients’ spiritual issues
Recognising patients’ spiritual problems or
spiritual pain

Recognising patients’ resources of inner
strength or lack of resources

Incorporating  patients’  spirituality  into
treatment or care plans (presence, referral,
rituals, meditation, journaling, arts and
humanities, retreat etc.)

Work with interdisciplinary team to develop
and implement treatment plan

12 Christina M. Puchalski et al., “Interdisciplinary Spiritual Care for Seriously Ill and Dying Patients: A
Collaborative Model,” The Cancer Journal 12, no. 5 (2006): 398-413.
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The figure below also shows the interaction between various HCPs and patients, taking

into consideration their relatives and community in general:

Nurse

ial
Medical Social Worker

Doctor

Interdisciplinary Spiritual care model.

4.9 Stirling’s Multidisciplinary Model of Spiritual Care.

The author makes an attempt to map the territory of the provision of SC within a MDT
of professionals working in hospice.*? It introduces two SC frameworks, offering a brief
overview of some of the key issues within medicine, nursing, occupational therapy and
social work. It also discusses the interface between chaplains and the rest of the MDT,
highlighting the importance of providing care through compassion, to both the spirit and

the body.
5. The ABCDE Acronym for the Components of Spiritual Care

Caldeira and Timmins developed a SC framework focusing on the dynamic process of
SC.'* The ABCDE framework for SC is based on a therapeutic relationship between the
HCP and the patient. The table below illustrates the necessary components of this SC

framework:

13 lan Stirling, “The provision of spiritual care in a hospice: Moving towards a multi-disciplinary
perspective,” Health and Social Care Chaplaincy 10, no. 2 (2013): 21-27.

14 Sjlvia Caldeira and Fiona Timmins, “Implementing spiritual care interventions,” Nursing Standard:
Official Newspaper of the Royal College of Nursing 31, no. 34 (2017): 54-60.
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Assessment Being Collaboration Diagnosis Ethics

-Observation -Presence -Healthcare -Identify the -Be respectful
-Questioning -Listening team |n<?||.cators.of -Be truthful
“Famil spiritual distress
-Use of spiritual | -Touching y R e th -Maintain
assessment i -Other “Recognise the Confidentiality
-Feeling risk factors
tools resources

associated with | -Provide dignity
spiritual distress | Preserving care

-Evaluate the
outcomes

6. A Cognitive Model of Adjustment

Gall and Cornblat developed a cognitive model of adjustment to explain how spiritual
resources can help patients with a life threatening illness, to make meaning of their
illness and help them establish a sense of life affirmation and personal growth.'> The
diagram below shows the relationship between these spiritual resources and patients’

sense of meaning and wellbeing:

Relationship with God

— Meaning

Cancer Religious Coping Activities

Life Affirmative/Growth
- positive attitude

- inner strength

- inner peace

Social Support — - connection to others

Crisis

Event Spiritual Resources Integration

Cognitive model of the role of religious /spiritual factors in long-term adjustment to breast cancer.

15 Terry Lynn Gall and Mark W. Cornblat, “Breast cancer survivors give voice: A qualitative analysis of
spiritual factors in long-term adjustment,” Psycho-Oncology 11, no.1 (2002): 524-535.
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7. Dignity-Conserving Model

Chochinov and colleagues developed the dignity-conserving model of care, to explain

the result of illness related concerns on the patient’s sense of dignity.'® The diagram

below shows the main components of this model:

MAJOR DIGNITY CATEGORIES, THEMES AND SUB-THEMES

lliness Related Concerns

Dignity Conserving Repertoire

Social Dignity Inventory

Level of Independence

Cognitive Acuity )

Functional Capacity)

Symptom Distress

Physical Distress )

Psychological Distress)

e medical uncertainty
e death anxiety

Dignity Conserving
Perspectives

continuity of self

role preservation
generativity/legacy
maintenance of pride
hopefulness
autonomy / control

acceptance
resilience / fighting spirit

( Dignity Conserving J

Practices

e living “in the moment"
e maintaining normalcy
e seeking spiritual comfort

(Privacy Boundaries )

( Social Support j

( Care Tenor J

( Burden to Others )

( Aftermath Concoms)

16

Harvey Max Chochinov et al., “Dignity in the terminally ill: A developing empirical model,” Social
Science & Medicine 54, no. 3 (2002): 433-443.
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Appendix B: Tools

1. HOPE

The table below shows the spiritual assessment tool developed by Anandarajah and

Hight.t’

Category

Sample Questions

H: Sources of hope, meaning,
comfort, strength, peace, love and
connection

We have been discussing your support
systems. | was wondering, what is there in
your life that gives you internal support?
What are your sources of hope, strength,
comfort and peace?

What do you hold on to during difficult
times?

What sustains you and keeps you going?
For some people, their religious or spiritual
beliefs act as a source of comfort and
strength in dealing with life’s ups and
downs; is this true for you?

If the answer is ‘Yes’, go on to O and P
questions.

If the answer is ‘No’, consider asking: Was
it ever? If the answer is ‘Yes’, ask: What
changed?

O: Organised religion

Do you consider yourself part of an
organised religion?

How important is this to you?

What aspects of your religion are helpful
and not so helpful to you?

Are you part of a religious or spiritual
community? Does it help you? How?

P: Personal spirituality/practices

Do you have personal spiritual beliefs that
are independent of organised religion?
What are they?

Do you believe in God? What kind of
relationship do you have with God?

17

Gowri Anandarajah and E. Hight, “Spirituality and medical practice: Using the HOPE questions as a

practical tool for spiritual assessment,” American Family Physician 63, no. 1 (2001): 81-89.
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What aspects of your spirituality or
spiritual practices do you find most helpful
to you personally? (e.g. prayer, meditation,
reading scripture, attending religious
services, listening to music, hiking,
communing with nature)

E: Effects on medical care and end-
of-life issues

Has being sick (or your current situation)
affected your ability to do the things that
usually help you spiritually? (Or affected
your relationship with God?)

As a doctor, is there anything that | can do
to help you access the resources that
usually help you?

Are you worried about any conflicts
between your beliefs and your medical
situation/care/decisions?

Would it be helpful for you to speak to a
clinical  chaplain/community  spiritual
leader?

Are there any specific practices or
restrictions | should know about in
providing your medical care? (e.g., dietary
restrictions, use of blood products)

If the patient is dying: How do your beliefs
affect the kind of medical care you would
like me to provide over the next few
days/weeks/months?

138




2. SPIRITual

The table below shows the spiritual assessment tool developed by Maugans.!®

Category

Sample Questions

S: Spiritual
belief system

Do you have a formal religious affiliation?
Can you describe this?

practices and
restrictions

P: Personal e Describe the beliefs and practices of your religion that you
spirituality personally accept.
e Describe those beliefs and practices that you do not accept or
follow.
e In what ways is your spirituality/religion meaningful for you?
e What is the importance of your spirituality/religion to daily life?
I: Integration e Do you belong to any religious or spiritual groups or
with a spiritual communities?
community e How do you participate in this group/community?
e What importance does this group have for you?
e  What types of support and help does or could this group provide
for you in dealing with health issues?
R: Ritualised e What specific practices do you carry out as part of your religious

and spiritual life?

What lifestyle activities or practices does your religion
encourage, discourage or forbid?

To what extent have you followed these guidelines?

What significance do these practices and restrictions have to
you?

events planning

I: Implications e Are there specific elements of medical care that your religion
for medical discourages or forbids?
practice e To what extent have you followed these guidelines?
e What aspects of your religion/spirituality would you like to keep
in mind as | care for you?
e  Would you like to discuss religious or spiritual implications of
healthcare?
e What knowledge or understanding would strengthen our
relationship as physician and patient?
e Are there any barriers to our relationship based on religious /
spiritual issues?
T: Terminal e Are there particular aspects of medical care that you wish to

forgo or have withheld because of your religion/spirituality?
As we plan for your medical care near the end of life, in what
ways will your religion and spirituality influence your decisions.

18 T.A. Maugans, “The SPIRITual History,” Archives of Family Medicine 5, no. 1 (1996): 11-16.
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3. FAITH

The table below shows the spiritual assessment tool developed Neely and Minford.*?

Category

Sample Questions

F: Faith / Spiritual beliefs

Do you have any particular faith, religious or spiritual
beliefs?

What gives your life meaning?

What helps you cope in times of stress or illness?

A: Application

In what ways do you apply your faith in your daily life?
Do you belong to a particular church or community?
Is prayer or meditation important to you?

I: Influence / importance of
faith in life, in this illness and
on healthcare decisions

How do your faith and spiritual beliefs influence your
life?

Are they important to you?

How do your faith and spiritual beliefs influence you in
this illness?

Have they altered your attitude or behaviour?

Has this illness influenced your faith?

Do your beliefs influence or affect your healthcare
decisions that would be helpful for me to know about?

T: Talk / terminal events
planning

Do you have anyone you can trust to talk to about
spiritual or religious issues?
Do you have any specific requests if you were to
become terminally ill? (e.g. terminal care options, living
will or end-of-life requests)

H: Help

Is there any way | or another member of the healthcare
team can help you?

Do you require assistance or help with prayer? (e.g.
facilities or accompaniment)

Would you like to speak to a chaplain?

Would you like to discuss spiritual issues or your beliefs
with your doctor?

19 D. Neely and E. Minford, “FAITH: Spiritual history-taking made easy,” The Clinical Teacher 6, no. 3

(2009) 181-185.
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4. FICA

The table below shows the spiritual assessment tool developed by Puchalski.?°

Category

Sample Questions

F: Faith or Beliefs

What is your faith or belief?

Do you consider yourself spiritual or religious?
What things do you believe in that give meaning
to your life?

I: Importance and Influence

Is it [faith or belief] important in your life?

What influence does it have on how you take care
of yourself?

How have your beliefs influenced your behaviour
in this illness?

What role do your beliefs play in regaining your
health?

C: Community

Are you part of a spiritual or religious
community?

Is this of support to you and how?

Is there a person or group of people you really
love or who are really important to you?

A: Address

How would you like me, your healthcare
provider, to address these issues in your
healthcare?

20 Christina M. Puchalski, “The FICA Spiritual History Tool,” Journal of Palliative Medicine 17, no. 1

(2014): 105-106.
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5. Functional Assessment of Chronic lliness Therapy - Spiritual

Well-Being Scale

A spiritual well-being scale developed by Paloutzian and Ellison in 1982. Currently there

are two versions: the 12-scale and the 23-scale questionnaires.?!

FACIT-Sp-12 (Version 4)

Below is a list of statements that other people with your illness have said are important. Please circle
or mark one number per line to indicate your response as it applies to the past 7 days.

Sp1

Sp2

8p3

Sp4

3ps

spé

Sp7

Spi

Sp9

Sp10

gpn

Sp12

Ifeel peacefUl. ... ..o e e
Ihave a reason for liVINE.......vveirninienesse e sessrse s
My life has been productive.........c..ocveeeniveemrienieeins
I have trouble feeling peace of mind........c.coeevvvvncienns
I feel a sense of purpose in my life........coooiiii i,
I am able to reach down deep into myself for comfort.......
I feel a sense of harmony within myself ...
My life lacks meaning and purpose..........c.coeeeevvvmenieuienens
I find comfort in my faith or spiritual beliefs......................
I find strength in my faith or spiritual beliefs......................

My illness has strengthened my faith or spiritual beliefs....

I know that whatever happens with my illness, things

WL DE OKAY ..eie it e e

21

Not at
all

A little
bhit

Some-
what

Quite
a bhit

Very
much

= =

= e e e =

=

FACIT.org. “Questionnaires” (2010), Accessed October 25, 2019, http://www.facit.org/FACITOrg/
Questionnaires.
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FACIT-Sp-Ex (Version 4)
Below 1s a list of statements that other people with your illness have said are important. Please circls
or mark one number per line to indicate vour response as it applies to the past 7 days.

Not  Alittle Some- Quite Very
at all hit what abit much

3l Ifeelpeacefnl .o 0 1 2 3 4
gl Ihaveareason for living. ... 0 1 2 3 4
5 My life has been productive ... 0 1 2 3 4
Spt I have trouble feeling peace of mind . 0 1 2 3 4
St I feel a sense of purposemmmylife ... 0 1 2 3 4
58 I am able to reach down deep into myself for comfort ... 0 1 2 3 4
&7 I feel a sense of harmony within myself ... 0 1 2 3 4
Sk My life lacks meaning and purpose.........occooeeeeveveeeeee. 0 1 2 3 4
S I find comfort in my faith or spiritual beliefs ... 0 1 2 3 4
S0 I find strength in my faith or spiritual beliefs . 0 1 2 3 4
el My illness has strengthened my faith or spiritual beliefs ... 0 1 2 3 4
Rel2 I know that whatever happens with my illness. things

willbe okay ... 1] 1 2 3 4
513 I feel connected to a higher power (or God) ....ccccoccooceeeeee. 0 1 2 3 4
54 I feel connected to other people ... .. 0 1 2 3 4
%15 [ T fRel JoWed. oo 0 1 2 3 4
516 Ifeellove forothers ... 0 1 2 3 4
517 I am able to forgive others for any harm they have ever

CANSEO M8 e 0 1 2 3 4
513 I feel forgiven for any harm I may have ever caused. .. 0 1 2 3
519 Throughout the course of nry day, I feel a sense of

thankfulness formy life 0 1 2 3 4
530 Throughout the course of my day, I feel a sense of

thankfulness for what others bring tomy ife ... 0 1 2 3
5zl Ifeelhopefil ..o 1 2 3
2 I feel a sense of appreciation for the beauty of nature ... 0 1 2 3 4
52 I feel compassion for others in the difficulties they are

FACHIZ .o e ee e e 0 1 2 3 4
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6. McGill Quality of Life Questionnaire

A quality of life questionnaire developed by Cohen, as illustrated below:??

l McGILL QUALITY OF LIFE QUESTIONNAIRE I

STUDY IDENTIFICATION #: DATE:
Instructions

The questions in this questionnaire begin with a statement followed by two opposite
answers. Numbers extend from one extreme answer to its opposite.
Please circle the number between 0 and 10 which is most true for you.
There are no right or wrong answers.
Completely honest answers will be most helpful.

EXAMPLE:
[ am hungry:

notatall 0 1 2 i 4 506 7 8§ 9 10 extremely

«  Ifyou are not even a little bit hungry, you would circle 0.

+ If you are a little hungry (you just finished a meal but still have room for dessert),
vou mught circle a 1, 2, or 3.

«  If you are feeling moderately hungry (beécause mealtime is approaching), you might
circle a4, 5, or 6.

=  Ifyou are very hungry (because you haven't eaten all day), you might circle a 7, 8, or
9.

«  Ifyou are extremely hungry, youwould circle 10.

BEGIN HERE:

IT IS VERY IMPORTANT THAT YOU ANSWER ALL QUESTIONS FOR HOW
YOU HAVE BEEN FEELING JUST IN THE PAST TWQ (2) DAYS.

PART A

Considering all parts of my life - physical, emotional, social, spiritual, and financial - over
the past two (2) days the quality of my life has been:

verybad 0 1 2 3 4 5 6 7 8 9 10 excellent

Please continue on the next page...
© 1997 Robin Cohen

22 Robin Cohen, “McGill Quality of Life Questionnaire,” (1997) accessed October 28, 2019,
https://www.promotingexcellence.org/downloads/measures/mcgill_qgol.pdf.
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PART B: Physical Symptoms or Physical Problems

(1) For the questions in Part "B", please list the PHYSICAL SYMPTOMS OR
PROBLEMS which have been the biggest problem for you over the past two (2)
days. (Some examples are: pain, tiredness, weakness, nausea, vomiting, constipation,
diarrhea, trouble sleeping, shortness of breath, lack of appetite, sweating, immobility.
Feel free to refer to others if necessary).

(2) Circle the mumber which best shows how big a problem each one has been for you
OVER THE PAST TWO (2) DAYS.

(3) If, over the past two (2) days, you had NQ physical symptoms or problems, or only

one or two, answer for each of the ones you have had and write "none” for the extra
questions in Part B, then continue with Part C.

1. Over the past two (2) days,

one troublesome symptom has been:
(Write symptom)
noproblem 0 1 2 3 4 5 6 7 8 9 10 tremendous
problem
2. Over the past two (2) days,
another troublesome symptom has been:
(write symptom)
noproblem 0 1 2 3 4 5 6 7 8 9 10 tremendous
problem
3. Over the past two (2) days,
a third troublesome symptom has been:
(write symptom)
noproblem ¢ 1 2 3 4 5 6 7 8 9 10 tremendous
problem

Please continue on the next page...

© 1997 Robin Cohen
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4. Over the past two (2) days I have felt:

physicaly 0 1 2 3 4 5 6 7 8 9 10 physically
terrible well

PART C Please choose the number which best describes your feelings and thoughts
OVER THE PAST TWO (2) DAYS.

5. Over the past two (2) days, I have been depressed:

motatall 0 1 2 3 4 5 6 7 8 9 10 extremely

6. Over the past two (2) days, [ have been nervous or worried:

motatall 0 1 2 3 4 5 6 7 8§ 9 .10 extremely

7. Over the past two (2) days, how much of the time did you feel sad?

never 0 1 2 3 4 5 6 7 8 9 10 always

8. Over the past two (2) days, when I thought of the future, I was:

notafraid 0 1 2 3 .4 5 6 7 8 9 10 terrified

9. Over the past two (2) days, my life has been:

utteely. 0 1. 2 3 4 5 6 7 8 9 10 very

meaningless purposeful
and without and

purpose . meaningful

10. Over the past two (2) days, when I thought about my whole life, I felt that in achieving
life goals I have:

madeno 0 1 2 3 4 5 6 7 8 9 10 progressed
progress to complete
whatsoever fulfillment

Please continue on the next page...

© 1997 Robin Cohen
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11. Over the past two (2) days, when I thought about my life, I felt that my life to this

point has been:

completely 0
worthless

3 4 5 6 7 8

12. Over the past two (2) days, I have felt that I have:

no control 0
over my
life

13. Over the past two (2) days, I felt good about myself as a person.

completely 0
disagree

1

1

2

2

3 4 5 6 7 8

3 4 5 6 7 8

14. To me, the past two (2) days were:

aburden 0

1

2

3 4 &5 6 18

15. Over the past two (2) days, the world has been:

an 0
impersonal
unfeeling place

1

2

3. 4 5 6 7 8

16. Over the past twa (2) days, I have felt supported:

notatall 0

1

2

3 4 5 6 7 8

9

9

9

10

10

10

10

10

10

very
worthwhile

complete
control over
my life

completely
agree

caring and
responsive
to my needs

completely

© 1997 Robin Cohen

Please continue on the next page...
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PART D

Please list or describe the things which had the greatest effect on your quality of life in
the past two (2) days. Please tell us whether each thing you list made your quality of life
better or worse during this time. If you need more space, please continue on the back of
this page.

Thank you very much for vour help.
© 1997 Robin Cohen
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7. Clinical and Coping Score

Ledbetter developed a screening tool that can be used by chaplains to assess how urgent

patients need SC, based on patients’ medical condition and coping resources, as

illustrated by the following diagram:?3

Screen for “Insufficient Coping” using Clinical and Coping Score

Pastoral Response | Coping-0 Coping-1 Coping -2 Coping-3
to ‘Insufficient Full Adequate Marginal Deficient
Coping” (missing 0 | (missing 1 of 3 | (missing 2 of 3 | (missing 3 of 3
of 3 coping coping coping coping
resources) resources) resources) resources)
Stable condition-1 1= No 2= No Contact | 3=Important 4= Important
(manageable) Contact
Serious condition- 2=No 3= Important 4= Important 5= Urgent
2 Contact
(life-impacting)
Critical condition-3 3= 4= Important 5= Urgent 6= Urgent
(life-threatening) Important

Coping Resources= Vitality, Support, Faith.

23

Pastoral Care and Counselling 62, no. 4 (2008): 367-374.

T.J. Ledbetter, “Screening for Pastoral Visitations Using the Clinical and Coping Score,” Journal of
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8. Spiritual Needs Assessment for Patients (SNAP)

Rashmi and colleagues developed a 23-item spiritual need assessment tool, which is

divided into three domains: psychosocial, spiritual and religious.?* An outline and

description of this tool can be found below:

Psychosocial needs

A N

Getting in touch with other patients with similar illnesses?
Relaxation or stress management?

Learning to cope with feelings of sadness?

Sharing your thoughts and feelings with people close to you?

Worries you have about your family?

Spiritual needs

w0 N o

11.
12.
13.
14.
15.
16.
17.
18.

Finding meaning in your experience of illness?
Finding hope?
Overcoming fears?

Personal meditation or prayer practices?

. Your relationship with God or something beyond yourself?

Becoming closer to a community that shares your spiritual beliefs?

Coping with any suffering you may be experiencing?

The meaning and purpose of human life?

Death and dying?

Finding peace of mind?

Resolving old disputes, hurts, or resentments among family of friends

Finding forgiveness?

Making decisions about your medical treatment that are in keeping with your

spiritual or religious beliefs?

24 Sharma Rashmi et al., “The Spiritual Needs Assessment for Patients (SNAP): Development and
validation of a comprehensive instrument to assess unmet spiritual needs,” Journal of Pain and
Symptom Management 44, no. 1 (2012): 44-51.
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Religious needs

19. Visits from clergy of your faith community?

20. Visits from a hospital chaplain?

21. Visits from fellow members of your faith community?

22. Religious rituals such as chant, prayer, lighting candles or incense, anointing, or
communion?

23. Someone to bring you spiritual texts such as Torah, Qur’an (Koran), Bible,

Analects of Confucius, or Tibetan Book of the Dead?
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9. Spiritual need survey

Galek and colleagues developed a 29-item, multidimensional instrument designed to

assess patients’ spiritual needs.?

Spiritual needs survey
How imporiant was it to you

At any time while you were in the
hospital did you have a need: Yes No Slightty  Moderately Very  Extremely

. To review your life?

. To be accepted as a person?

. To participate in religious or spiritual services?
. To feel hopeful?

. To find meaning in the suffering?

. To feel a sense of connection with the world?

. To be thankful or grateful?

. To address unmet issues before death?

. For companionship?

10. To have someone pray with or for you?

11. For peace and contentment?

12. To experience or appreciate beauty?

13. To find meaning and purpose in life?

14. For guidance from a power outside yourself?
15. To live a moral and ethical life?

16. To experience or appreciate music?

17. To address concerns about life after death?
18. To give or receive love?

19. To perform religious or spiritual rituals?

20. To keep a positive outlook?

21. To read spiritual or religious material?

22. To talk with someone about death and dying?
23. For compassion and kindness?

24. To have a quiet space to meditate or reflect?
25. For respectful care to your bodily needs?

26. To experience or appreciate nature?

27. To forgive yourself and others?

28. To understand why this medical problem occurred?
29. To experience a sense of laughter and humor?

oo

Do, s WN =

000000000000 00000000000000000
OO00000O000O0O00O0O0O0O0OOo0D0OO0OOO0O0Ooon
OO00O00OO00OoOoOoO0oooOooDoOO0ooooOooooooooo
OO0000O00O0O00O0O00COOOOO0OO0OO0ODOOOoOoOoooao
0000000000000 O0O0O000O0O00O0O0onoo0oa

00000000000 O0O0O0O0O0O00OO0oDODOo0O0OooOoOoooao

25 Kathleen Galek et al., “Assessing a Patient's Spiritual Needs: A Comprehensive Instrument,” Holistic

Nursing Practice 19, no. 2 (2005): 62-69.
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10. Spiritual Care Competence Scale

van Leeuwen developed the SC competence scale as an instrument to assess SC

competence in HCPs.?® An outline and description of this scale can be found below:

Nursing Competencies for SC:

Assessment and implementation of spiritual care:

Oral nursing report on the spiritual functioning of the patient.

Written nursing reports on spiritual functioning of the patient.

Documenting the nurse’s contribution to spiritual care in the patient’s care plan.
Coordinating spiritual care in multidisciplinary consultation.

Coordinating spiritual care in dialogue with the patient.

S T A o

Oral and written reporting of the spiritual needs of the patient.

Professionalization and improving the quality of spiritual care:

7. Policy recommendations to management regarding spiritual care.
8. Contributing to professionalism and expertise in spiritual care.

9. Coaching healthcare workers in providing spiritual care.

10. Implementing quality improvement projects in spiritual care.

11. Contributing to quality of care regarding spiritual care.

12. Addressing work related problems in relation to spiritual care.

Personal Support and patient counselling:

13. Helping the patient to continue his daily spiritual customs and rituals.
14. Providing spiritual care to the patient.
15. Providing information to the patient regarding facilities for spirituality and

spiritual care in the healthcare institution.

26

Renatus Ronaldus van Leeuwen, “An Instrument to measure Nursing Competencies in Spiritual Care:
Validity and reliability of the Spiritual Care Competence Scale (SCCS),” in Toward Nursing
Competencies in Spiritual Care, edited by Renatus Ronaldus van Leeuwen (The Netherlands:
University of Groningen, 2009), 132-151.
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16. Addressing questions regarding spirituality to the patient’s relatives.
17. Attending to the patient’s spirituality during daily care.

18. Evaluating spiritual care with the patient and the team.
Referral to professionals:

19. Referring the patient with spiritual needs adequately to another healthcare
worker.
20. Assigning spiritual care adequately.

21. Knowing when to consult chaplaincy.
Attitude toward patient spirituality:

22. Being open (other) spiritual beliefs in patients.
23. Not forcing personal spirituality upon patients.
24. Showing respect for the patient’s spiritual beliefs.

25. Recognizing personal limitations in spiritual care.
Communication:

26. Listening actively to the patient’s ‘life story’.

27. Showing an accepting attitude toward the patient’s spirituality.
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Appendix C: Other Information

1. Definitions of Spirituality

A systematic review on definitions of spirituality by Loralee Sessanna and colleagues

discovered four themes that should be incorporated in definitions of spirituality:?’

e Theme 1= spirituality as religious systems of beliefs and values (spirituality =
religion);

e Theme 2= spirituality as life meaning, purpose, and connection with others;

e Theme 3= spirituality as non-religious systems and values;

e Theme 4= spirituality as metaphysical or transcendental phenomena.

27 Loralee Sessanna, Deborah Finnell and Mary Ann Jezewski, “Spirituality in Nursing and Health-Related

Literature: A Concept Analysis,” Journal of Holistic Nursing 25, no. 4 (2008): 252-262.
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2. Dimensions of Spirituality

Vachon and colleagues performed a concept analysis of the empirical literature on
definitions of spirituality which resulted in the discovery of eleven dimensions of
spirituality.?® The diagram below shows these eleven dimensions with the number of

studies that used this dimension to define spirituality.

Conscious Aspect

Dynamic Character

Examination of Values

Appreciation of Life
Attitude towards Death
Hope
Faith/Belief
Communion/Mutuality
Transcendence with Higher Being
Self-Transcendence
Meaning/Purpose

0 10 20 30 40 50 60
Number of articles that treated of the diverse elements of definition

28 M. Vachon, M. Achille and L. Fillion, “A conceptual analysis of spirituality at the end of life,” Journal

of Palliative Medicine 12, no. 1 (2009): 53-59.
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3. JCAHO Guideline Questions for Initial Spiritual Assessment

The JCAHO developed a number of guideline questions that can be used in the initial
brief assessment done by HCPs on patient’s admission.?® A list of these questions can be

found below:

e Who or what provides the patient with strength and hope?

e Does the patient use prayer in their life?

e How does the patient express their spirituality?

e How would the patient describe their philosophy of life?

¢ What type of spiritual/religious support does the patient desire?
e What is the name of the patient’s clergy, ministers, chaplains, pastor, rabbi?
e What does suffering mean to the patient?

e What does dying mean to the patient?

e What are the patient’s spiritual goals?

e |s there a role of church/synagogue in the patient’s life?

e How does your faith help the patient cope with illness?

* How does the patient keep going day after day?

e What helps the patient get through this health care experience?

e How has illness affected the patient and his/her family?

2% The Joint Commission on Accreditation of Healthcare Organizations, “Advancing Effective

Communication, Cultural Competence, and Patient- and Family-Centred Care: A Roadmap for
Hospitals” (2010), accessed November 13, 2018, https://www.jointcommission.org/
roadmap_for_hospitals/.
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4. The five senses of Spiritual Care

Results from a qualitative analysis by Sinclair and colleagues, resulted in the
identification of five senses of SC: Hearing, Sight, Speech, Touch and Presence.?® The
diagram below shows these five senses divided into five categories with their respective

themes and subthemes and relevant questions involved:

Sight:
Seeing Soulfully

Hearing:
Listening Intuitively

Key Questions:
¢ Is there a sacred component to
the patient’s story and how can
I honour this in my caregiving?
* How can | attune to the work
that God, Higher Power, Spirit
might be doing in this patient?

Key Questions:

*  Who is the person behind the
discase?

*  What visual cues of the
patient’s story are available to

inform my care giving?

Presence:
The Essence of
Spiritual Care

Key Questions:

* How is my presence permeating my
clinical care?

* How is my patients’ presence

affecting the clinical encounter?

Touch:
Physical Means of
Spiritual Care

Speech: Taming
the Tongue

Key Questions:

* How can | communicate in a
language that is understandable and
meaningful to the person in my
care?

*  What are the issues in this clinical

encounter | can address with words

and what are the issues that are best

met with silence?

Key Questions:

* How is my physical care impacting
spiritual well being? What intrinsic
qualities are reflected in my physical
care?

* How can | effectively and

respectfully provide comfort through

physical means?

30 Shane Sinclair et al., “Spiritual care: How to do it,” Supportive and Palliative Care 2, no. 4 (2012): 319-
327.
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5. SC Provision by Nurses and Physicians

In their study Balboni and colleagues use the following table of figures, to illustrate the
percentages of nurses’ and physicians’ desire to provide SC and the actual provision of

SC in their practice.3!

60%
52%
49.5%
50%
Nurses 399 41%
40%
® MDs
30%
20%
% 9.5%

0% .

Provides spiritual care more Provides spiritual care at the Provides spiritual care less

frequently than desires to provide same frequency as desiresto frequently than desires to provide

provide

Comparison of nurses' (n=113) and physicians' (n= 200) desire to provide spiritual care
and self- reported frequency of spiritual care provision. On seven-point Likert scales,
medical professionals were asked, “How often do you desire to offer any type of spiritual
care during the course of your relationship with an advanced, incurable cancer patient?"
Nurse/physician responses included: "never" (8%/11%), "rarely" (6%/11%), "seldom"
(13%/16%), "occasionally" (34%/20%), "frequently" (18%/23%), “almost always”

(11%/8%), and "always" (9%/3%). Nurses and physicians were also asked, "How often

31 Michael Balboni et al., “Nurse and Physician Barriers to Spiritual Care Provision at the End of Life,”
Journal of Pain and Symptom Management 48, no. 3 (2014): 400-410.
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do you offer any type of spiritual care during the course of your relationship with an

advanced, incurable cancer patient?"
6. Linkages between health and human rights

The WHO discuss some of the important connections between health and human

rights.3? The diagram below shows some examples of such connections:

Examples of the linkages between health and human rights:

TORTURE SLAVERY
HARMFUL
TRADITIONAL s
PRACTICES AT
WOMEN

HUMAN RIGHTS
VIOLATIONS
RESULTING IN
ILL-HEALTH

RIGHT TO
INFORMATION RIGHT TO
\ ’ PARTICIPATION
HEALTH &
HUMAN
s FREEDOM FROM
RIGHT TO REDUCING PROMOTION OR DISCRIMINATION
EDUCATION VULNERABILITY VIOLATION OF
TO ILL-HEALTH HUMAN RIGHTS
THROUGH HUMAN THROUGH
RIGHT T0 ’ RIGHTS HEALTH \
FOOD & DEVELOPMENT FREEDOM OF
NUTRITION , MOVEMENT
RIGHT TO WATER RIGHT TO
PRIVACY

32 World Health Organization, “Linkages between health and human rights,” accessed December 12,
2019, https://www.who.int/hhr/HHR%20linkages.pdf.
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7. Palliative Care Declarations

A systematic review by Indabas and colleagues between 1983 and 2016 found 34

national and international palliative care declarations, as showed in following table:33

Year Name of Declaration and Geographical Scope

1983 Declaration of Venice on terminal illness (Global)

1994 The Declaration of Florianopolis (Latin America)

1995 Barcelona Declaration on Palliative Care (Developing Countries)

1998 The Poznan Declaration (Eastern Europe)

2002 Cape Town Declaration (Eastern Europe)

2004 Charter for the Normalization of Death, Dying and Loss (Global)

2004 Palliative Care Manifesto (UK)

2005 Korea Declaration on Hospice and Palliative care (Global)

2006 WMA Resolution of Venice on Terminal lliness (Global)

2006 The Declaration of Venice: Palliative care research (Developing Countries)

2007 Budapest Commitments (Global)

2008 International Children’s Palliative Care Network Charter (Global)

2008 Panama Proclamation (Latin America)

2009 Wuhan Declaration (China

2009 IAHPC-WPCA joint Declaration (Global)

2009 End-of-life Care Manifesto 2010 (UK)

2010 Declaration on Palliative Care and MDR/XDR-TB (Global)

2011 WMA Declaration on End-of-Life Medical Care (Global)

2011 The Lisbon Challenge (Global)

2011 Declaration of Partnership and Commitment to Action (Ontario province,
Canada)

33 Hamilton Indabas et al., “Palliative Care Declarations: Mapping a New Form of Intervention,” Journal
of Pain and Symptom Management 52, no. 3 (2016): 7-15.
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2011 OPCARE9 Liverpool Declaration (UK, Germany, Netherlands, Sweden,
Slovenia, Switzerland, Argentina, New Zealand)

2011 Lucknow Declaration/Palliative Care Declaration (India)

2012 Manifesto- Better Palliative Care for Older People (Europe)

2013 The Prague Charter (Global)

2013 The Charter for the Rights of the Dying Child (Global)

2014 Mumbai Declaration (Global)

2014 WHO: World Health Assembly Resolution (Global)

2014 Manifesto- The crisis facing terminally ill people and their families (UK)

2014 Montreal Declaration On Hospice and Palliative Care (Global)

2014 European Declaration on Palliative Care (Europe)

2015 Declaration by the People of Kerala (Kerala, India)

2015 Compassionate Cities Charter (Global)

2015 Religions of the World Charter for Children’s Palliative Care (Global)

2016 Pune Declaration (India)
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8. Eurobarometer Poll Survey

The figures below show the results of a survey by the European Commission about

spiritual beliefs among European citizens.3* MT refers to Malta.

Q1. How often, if at all, do you think about the meaning and
purpose of life?

uOften oSometimes oRarely = Never o Dont Know

I5%

7%
[EE : 5%
[ %o% 1 3% Fr
| & @O 1 s O Em
| & 200 ] ws .
; 0% |

TN | I
A% bia
BT 2% k&3

I 7" 0% |
% 5%

34 “Special Eurobarometer Social values, Science and Technology,” (2005) 7-9, accessed January 18,

2019, https://web.archive.org/web/20070406155642/http://ec.europa.eu/public_opinion/archives/
ebs/ebs_225 report_en.pdf.
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Q2. Which of these statements comes closest to your beliefs?

® Ibelieve there is a God o [ bel'ieye the!'e is some sort
. Idon't believe there is any of spirit or life force

sort of spirit, god or life force ~“° Don't know
57% %

- &¥% ] i 1

fl"'

a' s

5% 1 P4 %]

164



9. Annual Mortality Report

The diagrams below represent data on the percentage of deaths by place of death in

Malta.3> MDH refers to Mater Dei Hospital, GGH refers to Gozo General Hospital and

SVPR refers to St Vincent De Paule Residence.

Type of place of death in persons under 65 years

Residential
homes 1.90%

GGH, 4.20%

Type of place of death in persons 65 years and over

Usual residence Other 1.80%
11.10%

Other residential
homes 7.20% _

Other hospitals
9.30%

35

Kathleen England, “Annual Mortality Report (2015),” Maltese Department of Health Information and

Research, accessed March 2, 2019, https://deputyprimeminister.gov.mt/en/dhir/Documents/Deaths

/Annual%20Mortality%20Report%202015.pdf.
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10. The Nine Principles for Quality Spiritual Care

Holyoke and Stephenson describe the nine principles for quality SC, which can act as
organisational guidance throughout healthcare systems so as to improve the quality of

SC services.3® A description of these nine principles can be found below:
The Nine Principles
Foundational principles that influence the organisation of spiritual care:

1. Quality spiritual care incorporates the spiritual into every other aspect of hospice
palliative care such that the spiritual is not merely a part or element of care, but
rather a descriptor of the kind, nature and quality of all care.

2. More profoundly than in any other area of care, quality spiritual care is guided
and directed by the dying person and the family.

3. Hospice palliative care is fundamentally a vocation, and the work is inherently

spiritual.
Principles that enable a high-quality approach to spiritual care by care providers:

4, Quality spiritual care requires care providers to allow spiritual questions and
issues to emerge.
5. Quality spiritual care entails the act of ‘witnessing’.

6. Quality spiritual care considers place as sacred.
Principles that enable the spiritual care practices of care providers:

7. Quality spiritual care includes rituals and times dedicated to marking transitions
and processing experiences.
8. Quality spiritual care involves creating and sustaining relationships beyond those

typical between co-workers.

36 paul Holyoke and Barry Stephenson, “Organization-level principles and practices to support spiritual
care at the end of life: A qualitative study,” BMC Palliative Care 16, no. 24 (2017): 1-19.
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0. Quality spiritual care emphasizes the role of volunteers, whose presence and
work reinforces and ensures that hospice palliative care is grounded as

vocational and spiritual.
11. Spiritual Care Quality Indicators (ordered by date)

A systematic review by De Roo and colleagues, on SC quality indicators in palliative care
found six studies mentioning these indicators.3” Below is a list of these six studies, cited

according to their respective authors:

11.1. Mularski and colleagues.

The quality indicator used in this study was regarded as the spiritual support for patients
and family, measured through documentation by HCPs that spiritual support was

offered.3®

11.2. Nelson and colleagues.

Similarly, this study used the SC quality indicator as a measure of the spiritual support
for patients/families by using the percentage of patients with documentation that

spiritual support was offered.3°

37 Maaike De Roo et al., “Quality Indicators for Palliative Care: Update of a Systematic Review,” Journal
of Pain and Symptom Management 46, no. 4 (2013): 556-572.

38 Richard Mularski et al., “Proposed quality measures for palliative care in the critically ill: A consensus
from the Robert Wood Johnson Foundation Critical Care Workgroup,” Critical Care Medicine 34, no.
11 (2006): 404-411.

39 ).E.Nelson et al., “Improving comfort and communication in the ICU: A practical new tool for palliative
care performance measurement and feedback,” Quality and Safety in Health Care 15, no. 4 (2006):
264-271.
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11.3. Mitsunori and colleagues.

Quality indicators in this study were described as follows: 4°

Psychosocial and spiritual concern

1.
2.

3
4.
5
6

Degree and content of patient’s anxiety

Emotional reaction to explanation of medical condition
Patient’s preference of daily living

Patient’s religion

Patient’s preference for bowel and bladder excretion

Coordination of social resources when patient had no family or friends

11.4. Kazuki and colleagues.

Similar to the previous study, SC quality indicators in this study were described as

follows: 41

Psychosocial and spiritual concern

A W N oe

Degree and content of patient’s anxiety
Patient’s religion
Patient’s preference’s and expectations

Patient’s preference for bowel and bladder excretion

40

Mitsunori Miyashita et al., “ldentification of Quality Indicators of End-of-Life Cancer Care from

Medical Chart Review Using a Modified Delphi Method in Japan,” American Journal of Hospice and
Palliative Medicine 25, no. 1 (2008): 33-38.

41

Kazuki Sato et al., “Reliability Assessment and Findings of a Newly Developed Quality Measurement

Instrument: Quality Indicators of End-of-Life Cancer Care from Medical Chart Review at a Japanese
Regional Cancer Centre,” Journal of Palliative Medicine 11, no. 5 (2008): 729-737
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11.5. Schenck and colleagues.

In this study, the authors use the percentage of patients who have documented a

spiritual discussion, as a quality indicator.*?

11.6. Claessen and colleagues.

Quality indicators in this study were describes as: 43

Care for Spiritual well-being

Extent to which patients indicate that caregivers respect their life stance

Extent to which patients indicate that they have access to a counsellor for
spiritual problems

Extent to which relatives indicate that the patient had access to a counsellor for
spiritual problems

Extent to which relatives indicate that the patient received support with
preparations for saying goodbye

Extent to which patients indicate that they feel that life is worthwhile
Percentage of relatives who indicate that the patient died peacefully
Percentage of relatives who indicate the patient had accepted her/his
approaching death

Extent to which relatives indicate that there was attention and respect for the

psychosocial and spiritual well-being of the patient.

42

43

Anna Schenck et al., “The PEACE Project: Identification of Quality Measures for Hospice and Palliative
Care,” Journal of Palliative Medicine 13, no. 12 (2010): 1451-9.

Susanne Claessen et al., “A New Set of Quality Indicators for Palliative Care: Process and Results of
the Development Trajectory,” Journal of Pain and Symptom Management 42, no. 2 (2011): 169-182.
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12. Evidence-Based Quality Indicators for Spiritual Care

Handzo and colleagues discuss some of the recommendations on evidence-based

quality indicators by HealthCare Chaplaincy Network, with the aim of improving spiritual

support and better meet the spiritual needs of patients, their relatives, and health care

institutions in general.** Eighteen quality indicators were identified and divided into

three categories: structural, process and outcomes indicators. Apart from these quality

indicators, the panel also suggested a set of metrics which measure the present quality

of SC and a number of evidence-based tools to measure these metrics, as described in

the tables below:

Structural Indicators

Quality Indicator

Metric

Suggested Tools

1.A- Certified or credentialed
spiritual care professional(s) are
provided proportionate to the
size and complexity of the unit
served and officially recognised
as integrated/embedded
members of the clinical staff.

Institutional policy
recognises chaplains as
official members of the
clinical team.

Policy Review

1.B- Dedicated sacred space is
available for meditation,
reflection and ritual.

Yes/No

1.C- Information is provided
about the availability of spiritual
care services.

Percentage of patients who
say they were informed that
spiritual care was available

Client Satisfaction
Survey

1.D- Professional education and
development programs in
spiritual care are provided for all
disciplines on the team to
improve their provision of
generalist spiritual care.

All clinical staff receive
regular spiritual care training
appropriate to their scope of
practice and to improve their
practice.

List of programs,
numbers of attendees,
and feedback forms

1.E- Spiritual care quality
measures are reported regularly
as part of the organisation’s
overall quality program and are
used to improve practice.

List of spiritual care quality
measures reported.

Audit of organisational
quality data and
improvement initiatives

a4

George Handzo et al., “What Is Quality Spiritual Care in Health Care and How Do You Measure It?

Evidence-Based Quality Indicators for Spiritual Care” (2016), accessed February 19, 2019,
http://www.healthcarechaplaincy.org/docs/research/quality_indicators_document_2 17 16.pdf.
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Process Indicators

Quality Indicator

Metric

Suggested Tools

2.A- Specialists spiritual care
is made available within a
time frame appropriate to
the nature of the referral.

Percentage of staff who
made referrals to spiritual
care and report the referral
was responded to in a timely
manner.

Percentage of referrals
responded within Chaplaincy
Service guidelines

Survey of staff
Chaplaincy data reports

2.B- All clients are offered
the opportunity to have a
discussion of
religious/spiritual concerns.

Percentage of clients who
say they were offered a
discussion of
religious/spiritual concerns

Client Survey

2.C- An assessment of
religious, spiritual and
existential concerns using a
structured instrument is
developed and documented,
and the information
obtained from the
assessment is integrated into
the overall care plan.

Percentage of clients
assessed using established
tools such as the FICA, HOPE,
or Outcome Oriented models
with a spiritual care plan as
part of the overall plan of
care

Chart Review

2.D- Spiritual, religious and
cultural practices are
facilitated for clients, the
people important to them,
and staff.

Referrals for spiritual
practices

Referral logs, including
disposition of referrals

2.E- Families are offered the
opportunity to discuss
spiritual issues during goals
of care conferences.

Percentage of meeting
reports in which it is noted
that families are given the
opportunity to discuss
spiritual issues

Chart Audit

2.F- Spiritual care is provided

Percentage of clients who

Client Survey

in a culturally and say that they were provided | Chart Audit
linguistically appropriate care in a culturally and
manner. Clients’ values and linguistically appropriate
beliefs are integrated into manner
plans of care. Percentage of documented
plans of care that mention
client beliefs and values
2.G- End of life and Care plans for clients Chart Audit

bereavement care is
provided as appropriate to
the population served.

approaching end of life
include document attention
to end-of-life care

A documented plan for
bereavement care after all
deaths
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Outcomes

Outcome

Metric

Suggested Tools

3.A- Clients’ spiritual needs
are met.

Client-reported spiritual
needs documented before
and after spiritual care

Spiritual Needs Assessment
Inventory for Patients (SNAP)
Spiritual needs

Questionnaire (SpNQ)

3.B- Spiritual care increases
client satisfaction

Client-reported satisfaction
documented before and
after spiritual care

Quality of SC Scale

3.C- Spiritual care reduces
spiritual distress.

Client-reported spiritual
distress documented before
and after spiritual care

“Are you experiencing
spiritual pain right now?”

3.D- Spiritual interventions
increases clients’ sense of
peace

Client-reported peace
measure documented
before and after spiritual
care

Functional assessment of
Chronic lliness Therapy-
Spiritual Well-being (FACIT-
SP)- Peace Subscale

“Are you at peace?”

3.E- Spiritual care facilitates
meaning-making for clients
and family members.

Client-reported measure of
meaning documented
before and after spiritual
care

FACIT-SP-Meaning Subscale
Religious Coping Activity
Scales

3.F- Spiritual care increases
spiritual well-being.

Client-reported spiritual
well-being documented
before and after spiritual
care

FACIT-SP
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