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Purpose

This document includes practice points and other clinical guidance based on the available evidence about the
conceptualisation and assessment of suffering in the cancer context, and therapies or interventions that may help
alleviate suffering. The document provides healthcare professionals with information designed to guide the provi-
sion of psychosocial clinical care relating to the domain of suffering for improved patient outcomes and support
for families and carers. Cancer Australia has also developed related information about fear of cancer recurrence
in adult cancer survivors.

Endorsed by:   

   

Background

Optimal cancer care is multi-dimensional and is provided by a wide range of healthcare and non–healthcare pro-
fessionals, including volunteers. Patients also play an important role in the self-management of their cancer care
and should be encouraged to take a proactive role. Optimal cancer care incorporates timely, coordinated and ef-
fective attention to patient care. This includes not only the clinical care required to treat cancer but also care to
address patients’ physical and psychological needs, including their social, spiritual and existential wellbeing.
When patients, families and carers experience pressure or loss in any of these domains, or are overwhelmed by
their circumstances, suffering can occur.

To date, there is limited evidence-based clinical practice guidance in Australia or internationally for healthcare
professionals that focuses specifically on the alleviation of suffering in adults with cancer. This document provides
guidance that will help healthcare professionals identify these issues and respond in a way that aims to reduce
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suffering in patients, families and carers, and improve their wellbeing and quality of life. This document includes
information about the conceptualisation and identification of suffering, ways to assess and respond to suffering,
and referral options if this is required.

A systematic review2 on the conceptualisation, assessment and interventions to alleviate suffering in the cancer
context was undertaken to provide the evidence base for this guidance, with additional expertise provided by a
multidisciplinary working group. For further details on the literature search, including research questions and the
involvement of the working group in preparing this guidance, see the Methodology of evidence review section.

This clinical guidance has a multidisciplinary focus and is applicable to diverse treatment settings, including hos-
pitals and private practices involved in cancer care. It is also relevant to health service staff and volunteers whose
interactions with patients, families and carers can also impact both positively and negatively on experiences of
suffering.

A note on terminology

There are various definitions of suffering, however for the purpose of this document, the following definition is pro-
vided:

Suffering is complex and can include physical, psychological, social and spiritual reactions. Although suffering
causes unique experiences of distress for the individual, it has many common features associated with actual or
perceived loss. These include loss of meaning or hope, loss of physical wellbeing, emotional strength, loss of
independence, isolation or changed relationships.

People who are suffering may also face reduced capabilities, for example in their mobility, speech, concentration
or daily activities (such as work roles). These challenges and losses may overwhelm them, leading to a sense of
personal depletion and reduced resilience.

Individuals’ social and cultural environment, as well as their own beliefs and life experiences, may influence the
way in which they deal with suffering.

This definition is based on Working Group consensus WG consensus of concepts discussed in 125 articles con-
ceptualising suffering that were assessed in Conceptualisation, assessment and interventions to alleviate suffer-
ing in the cancer context: a systematic literature review (2012).2 While physical suffering is seen as a component
of suffering, it is not the focus of this guideline as the literature review on which it is based excluded literature that
solely focused on physical suffering. The psychosocial and spiritual aspects of suffering are the focus of this
guideline.

Whilst there may be some commonality with depression (the person who is depressed is invariably suffering), it is
not true that the person who is suffering is invariably depressed. Depression is considered to be an illness char-
acterised by pervasively lowered mood, impaired capacity for pleasure and often associated with guilt and feel-
ings of worthlessness. Further details about depression are available in the Clinical Practice Guidelines for the
Psychosocial Care of Adults with Cancer1.

It is acknowledged that there are other terms that are used synonymously with ‘suffering’, such as demoralisation;
existential distress; psycho-existential suffering; psycho-spiritual distress; spiritual pain; and total pain. As suffer-
ing is often linked to issues of spirituality, and many studies focus on this concept, the terms ‘spirituality’, ‘spiritual
issues’, ‘spiritual distress’ and ‘spiritual suffering’ are also used. Potentially measurable symptoms that may point
to suffering include hopelessness; despair; loss of meaning; loss of dignity; crisis of faith; and desire for hastened
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death. In this document the term ‘suffering’ is mainly used but occasionally some other listed terms are referred
to, due to the terminology used in particular studies or the context of the information.

Practice points

The identification, assessment and relief of suffering in the cancer context are new and emerging areas of re-
search. These practice points are provided to help guide clinical decisions for psychosocial care relating to suffer-
ing in adults with cancer. Practice points are based on expert opinion of the multidisciplinary working group WG
consensus when the evidence to make a clinical practice recommendation was insufficient or where the evidence
was outside the scope of the systematic review.

Supporting evidence and information relating to the practice points is provided in the corresponding section of the
document.

Clinical guidance for responding to suffering in adults with cancer should be considered within a multidisciplinary
team setting.

Multidisciplinary care is the best practice approach to providing evidence-based cancer care. Multidisciplinarycare
is an integrated team-based approach to cancer care where medical and allied health care professionals consider
all relevant treatment options and collaboratively develop an individual treatment and care plan for each patient.

PRACTICE POINT – The importance of responding to suffering References

a Acknowledging and responding to suffering, including spiritual issues, in patients
and their families is an important component of clinical care.

Naden 20063

Daneault 20064

Ehman 19995

Grant 20046

Ohlen 20047

PRACTICE POINT – Identifying suffering References

b Recognising signs and symptoms of possible suffering, including verbal, emotion-
al and behavioural cues, is an important role for healthcare professionals.

WG consensus

PRACTICE POINTS – Responding to suffering References

c It is advisable to briefly assess patients’ level of suffering, including spiritual
needs, soon after diagnosis in order to triage those patients with high or urgent
need for support or intervention. Additional assessments are advised at readmis-
sion, change in prognosis, at the end of a treatment protocol and at end of life.

McGrath 20038

Murray 20079

Adelbratt10

Lethborg 200811

d Consider using a validated assessment tool or incorporating open questions relat-
ing to suffering into a general conversation about care (See Appendix 1) .

WG consensus

e Determine patients’ needs for psychosocial care and establish the personal re-
sources and support networks they can draw on.

Ohlen 200212

Lethborg 200811

f Demonstrate an ongoing openness to listening and responding to patients’ and
families’ suffering by acknowledging the issue, normalising their feelings, showing
empathy and inviting patients and family members to voice concerns as they
arise.

Naden 20063

McCord 200413

Ehman 19995



PRACTICE POINTS – Responding to suffering References
Adelbratt 200010

g Consult with family members, if available and with the patient’s permission, to ob-
tain further information about the patient’s spiritual beliefs, to assist in their spiritu-
al care.

WG consensus

h Acknowledge patients’ and families’ different cultural and religious needs, and ac-
commodate them where possible while recognising one’s limitations in knowledge
or skills.

WG consensus

PRACTICE POINTS – Care coordination, referral and interventions (See also Re-
ferral flowchart)

References

i Following assessment and with the patient’s consent, ensure outcomes and other
relevant information are recorded and communicated to other appropriate health-
care professionals.

WG consensus

j Confirm which healthcare professionals can respond to the different aspects of a
patient’s suffering, remembering that people may already have existing supports
in the community. If a relevant healthcare professional is not available in the mul-
tidisciplinary team (MDT), the referral may be made to one outside the team (e.g.
if a psychologist is not part of the hospital team, you may wish to use an external
psychologist).

WG consensus

k Consider appropriate referral to a non-health specific professional, such as a mul-
ticultural liaison officer, Aboriginal liaison officer or chaplain/spiritual care practi-
tioner.

WG consensus

l Consider the use of a psychological intervention designed to address psychoso-
cial suffering or one of its domains such as hopelessness.

Herth 200014

Ando 201015

Breitbart 201216

Breitbart 201017

Henry 201018

Rustoen 199819

Duggleby 200720

Badger 201121

Ferguson 201222

Northouse 200523

Delbar 200124

Koinberg 200625

Hansen 200926

Witek-Janusek 200827

Henderson 201228

Garland 200729

Moadel 200730

Chandwani 201031

Antoni 200132

Penedo 200633



PRACTICE POINTS – Care coordination, referral and interventions (See also Re-
ferral flowchart)

References

Antoni 200634

Danhauer 200935

Fallah 201136

Rummans 200637

Hsiao 201238

m Consider the use of additional supportive care options that may be available at
the hospital/clinic or through support groups or spiritual networks, which patients
may find beneficial.

WG consensus

Referral flowchart

This flowchart has been developed to outline the referral pathway for responding to suffering in adults with can-
cer. It is based on the referral pathway described on page 112 of the Clinical practice guidelines for the psychoso-
cial care of adults with cancer (2003)1 and working group consensus.
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Figure 1 – Referral flowchart for responding to suffering in adults with cancer

Methodology of systematic review

A systematic review, Conceptualisation, assessment and interventions to alleviate suffering in the cancer context2
was undertaken by the Psycho-oncology Co-operative Research Group (PoCoG) for Cancer Australia. This re-
view focused on the conceptualisation of suffering in cancer patients; assessment of suffering in cancer patients;
and interventions aimed at the relief of suffering in cancer patients.

A search of the literature published between 1992 and 2012 was undertaken using electronic databases. The pri-
mary search included peer-reviewed articles published in the English language related to suffering in adults diag-
nosed with cancer and reporting on outcomes relevant to the following questions, which were developed by a
multidisciplinary steering committee:

1. What are the current conceptualisations of suffering in people diagnosed with cancer?
2. What instruments/tools are available to assess the suffering of people diagnosed with cancer?
3. What interventions have been demonstrated to be effective in dealing with the suffering of people diagnosed

with cancer?

The searches resulted in the inclusion of 125 articles conceptualising suffering; 90 articles reporting on the instru-
ments/tools available to assess suffering, its synonyms, and/or its symptoms; and 42 articles evaluating the effec-
tiveness of interventions to alleviate the suffering of people diagnosed with cancer.

The systematic review provided the evidence base for this guidance and was further supplemented by the clinical
expertise of Cancer Australia's Cancer suffering and spirituality issues multidisciplinary working group.

This guidance provides further information and vignettes relating to four key areas for healthcare professionals to
consider in relation to suffering in adults affected by cancer:

1. The importance of responding to suffering
2. Identifying suffering
3. Responding to suffering
4. Care coordination, referral and interventions.
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The importance of responding to suffering

PRACTICE POINT - The importance of responding to suffering

a Acknowledging and responding to suffering, including spiritual issues, in patients and their families is an
important component of clinical care.3-7

OTHER KEY POINTS

Suffering is commonly experienced among cancer patients at all stages of the disease, including at end of life
and in the survivorship phase following treatment.8, 39

Acknowledging and responding to suffering in a timely manner can help patients and families cope better with
physical, social, emotional and spiritual issues.1, 40

When patients and families are less distressed they are better able to draw on their existing personal resources
to help them meet ongoing challenges.1, WG consensus

Unrecognised suffering can lead to increased suffering, and may contribute to the patient developing a mental
illness such as depression.4, 41

Timely identification of suffering can prevent inappropriate psychiatric diagnoses and prescriptions.42

Both patients and healthcare professionals can be provided with an opportunity for personal growth through a
sensitive and timely response to suffering issues.42-44

Introduction

Attending to suffering has become an increasingly important component of treating people with cancer. It is con-
sidered an essential aspect of the patient-centred model of care, which supports the dignity of patients. Suffering,
with its associated losses, can significantly reduce quality of life.39, 45 Cancer can also cause great suffering for
families, it is therefore important that the suffering of the family members of the person with cancer is not over-
looked. Often, both patients and families feel more reassured when they know the suffering of their loved ones
has been acknowledged and accommodated.

Time

While time constraints and the difficult nature of dealing with suffering may appear as barriers,6, 39 it is important
for healthcare professionals to consider suffering as a key clinical and moral issue in their work.3, 12, 45 In many
cases, extra time is not required to attend to suffering. Compassionate questioning, empathic comments and ac-
knowledgement may be all that is needed for patients to rally their own resources.

Although suffering manifests in different ways, responding to suffering in a timely manner and allowing patients to
express their emotions can bring relief to both patients and their families. Allowing patients to discuss issues of
suffering appears to increase their ability to cope with the illness itself and with the other physical, social, emo-
tional and spiritual difficulties that are linked to suffering.1 Patients whose suffering has been validated may be
more open to working collaboratively with the treating team.

Benefits for patients and families

When suffering is acknowledged and responded to, individuals tend to feel supported, less hopeless and less
overwhelmed. If they are less distressed, patients are often better able to utilise their own physical, practical and
emotional resources to address the ongoing challenges of their illness. Clinical experience suggests that ac-
knowledging and responding to suffering may also reduce the risk of depression and anxiety.45



Maintaining the patient at the centre of clinical decision-making and taking time to align treatment goals with the
patient’s own priorities is also likely to lead to improved satisfaction with care.

A team of empathetic and responsive healthcare professionals, in looking beyond symptom management to re-
spond holistically to suffering, can guide patients through different issues such as coming to terms with their los-
ses, affirming meaning and value in their lives, starting to regain a sense of wholeness, or creating a personally
meaningful death.3, 43, 45-47 Families will also benefit from knowing a patient’s suffering was alleviated; this helps
with anticipatory grief and the bereavement process.40

Benefits for healthcare professionals and the health system

Allowing suffering issues to be discussed can provide both patients and healthcare professionals with an opportu-
nity for personal growth.42 Some studies suggest that being open to acknowledgement of patients’ suffering can
increase healthcare professionals’ clinical effectiveness and increase personal reward in their work.42-44 Howev-
er, adequate training and support, as well as the ability to reflect on their own spirituality and emotions, are impor-
tant aspects for healthcare professionals, to effectively focus on suffering in others without it leading to professio-
nal and personal burnout.42, 44

Acknowledging and responding to the suffering of the patient may also contribute to broader benefits to the health
system such as reduced health costs, reduced length of hospital stays and improved use of health resources.
WG consensus

For information on how all members of the healthcare team can use appropriate behaviour, communication and
referral to help patients reduce the impact of their suffering, see the section Responding to suffering.

Implications of not responding to suffering

Failure of healthcare professionals to recognise, identify or address suffering, may lead to increased distress, as
patients struggle with a sense of isolation and disconnection from others who fail to grasp their despair.4, 41 This
distress can impact on families too in ways described throughout this document. Patients’ trust in their healthcare
professionals can also diminish. These factors may contribute to the development of clinically significant mental
illnesses such as depression or anxiety disorders.45

Conversely, understanding patients better through recognition of their suffering may ensure that they are not mis-
diagnosed with a psychiatric disorder and consequently receive inappropriate treatment.42



VIGNETTE - Graeme

The following case demonstrates the importance of being alert to the unique concerns of the individual,
and how sensitive communication can provide a framework for healthcare professionals to explore and
respond to suffering.

58-year-old Graeme was a company director who was urgently referred from a country clinic to a city teaching
hospital. He had a six-month history of progressive left lower limb pain and motor weakness, and upper thoracic
pain. CT and MRI scans had identified a large left iliac bone mass and mid-thoracic spine mass with spinal cord
compression. Graeme had a biopsy at the teaching hospital and the diagnosis was confirmed as a metastatic
adenocarcinoma.  

Graeme was informed that the cancer was incurable and treatment was likely to include steroids, morphine, ra-
diotherapy and chemotherapy with palliative intent. He became agitated and angry when potential loss of lower
limb, bladder and bowel function was discussed, shouting “But this can’t happen now. It just can’t!”

The oncologist listened to Graeme then responded, “I can’t imagine how distressing this must be for you. Are
you able to tell me what the most urgent concern is for you right now?”

Graeme replied that he and his long-term partner, Ruth, were to be married in two weeks’ time. He said he didn’t
know how he could tell Ruth about his diagnosis. After the oncologist offered to speak to Ruth, Graeme became
less distressed and indicated that he wanted to find out more about what was ahead for him.

Over the next few days Graeme was treated for pain, and palliative radiotherapy was commenced. The Nurse
Unit Manager noted that Graeme preferred to have the curtains drawn around his bed during the day. Although
Ruth had arrived and spent most of the day in the ward, Graeme did not seem to converse much with her.

The Nurse Unit Manager introduced herself to Graeme and reflected on the speed with which he had been diag-
nosed and transferred to an unfamiliar environment: “So much has happened so quickly it must be hard to get
your head around it.”  Graeme revealed that he felt guilty about taking so long to see the doctor about his symp-
toms, and that now he would be a burden on Ruth, adding “That’s if I even make it.” The Nurse Unit Manager
asked “What does your heart tell you?” to which Graeme expressed a fear of dying, and the concern that the
faith that had played an important part in his life wasn’t helping him handle things.

Graeme accepted the offer to speak with a hospital chaplain. Over several visits he was able to explore values
and talk about regrets about the way he had lived his life, including the estrangement from his children from his
first marriage. He also agreed to see the physiotherapist to better understand his current functional ability and
learn about expectations for progress and any strategies to improve strength.

Despite initial reluctance to accept referral to the palliative care team he later expressed relief that he no longer
had to “pretend to hold it together”. He felt that having more information about his prognosis helped him to plan
more realistically for his work and finances, and make decisions about ongoing care which he chose to have
back home.

After Graeme returned home, his GP provided ongoing care. The GP encouraged him to talk about what mat-
tered to him, allowing him to discuss his grief about leaving Ruth, and lost opportunities with his children. 



Identifying Suffering

PRACTICE POINT

b Recognising signs and symptoms of possible suffering, including verbal, emotional and behavioural cues,
is an important role for healthcare professionals.WG consensus

OTHER KEY POINTS

Suffering is a subjective experience potentially caused by physical pain, emotional and/or spiritual distress. Suf-
fering may result in a range of negative emotions and changed behaviours.41, 48-51

Sometimes suffering is not immediately evident as some people struggle to articulate their experiences.52, 53

Suffering may be reflected through hesitation, silence, ambivalence or general dissatisfaction. Verbal cues in-
clude questions about life, death, and spirituality, or talk about struggles, loss, low self-esteem and an empty
future.3, 7, 8, 10, 12, 41-43, 45, 50-57

Demoralisation is an intense manifestation of suffering, which reflects patients’ inability to see value in their lives,
both past and future.58-61

Introduction

As suffering is a complex concept that can include physical, psychological, social and spiritual reactions,3, 8, 10, 39,

41-43, 45, 48-51, 58, 59, 62-65 it can be challenging to assess and identify patients in need of particular care.39, 42, 45, 65,

66 Although the identification of suffering does not need to constitute a formal clinical diagnosis, recording its
presence and actions in response to it are important. WG consensus

Suffering is a subjective emotional experience

Suffering is considered to impact on the whole person, rather than just the physical body.48 While suffering is of-
ten equated with physical pain, it can also have emotional, social and spiritual causes and consequences.39, 41, 51

It is well established that when people are confronted with a life-threatening illness or with death, they commonly
experience spiritual suffering and question life’s meaning, even if they don’t hold specific religious beliefs.39, 66

Suffering is a subjective experience, influenced by life experiences, expectations and outlook.41, 48-51 Suffering
that is unacknowledged, in particular, can also present as apparently intractable symptoms. WG consensus

When suffering might occur

Suffering can occur at any stage of the cancer continuum. Even if patients have finished treatment with curative
intent or are in remission and have a good prognosis, adjustment to a new way of life can be challenging and lead
to suffering.8 Healthcare professionals, therefore, should be mindful of cancer survivors who do not seem to be
doing as well as expected physically and emotionally when they return for check-ups, or who do not react as posi-
tively as expected when informed that test results are good. WG consensus

A diagnosis of advanced cancer typically increases suffering,4, 48 including that of a spiritual nature. In these ca-
ses, an important role of healthcare professionals is to try to achieve a balance between facilitating the expres-
sion of grief and sustaining hope for both patients and families.58

A component of suffering is to question life’s meaning and value, and to ponder aspects of spirituality. Suffering
can also be experienced in the survivorship phase following treatment.8 It is commonly experienced among can-
cer patients at all stages of the disease, and particularly at end of life.39



Seemingly trivial issues might trigger feelings of suffering in someone who previously appeared to be coping quite
well. For example, delays at the clinic or difficulty finding parking, a busy clinician or receptionist who speaks
abruptly, or reading about another person’s difficult situation might take someone to the limits of their endurance.

Suffering and emotions

Studies have shown that suffering may be manifested in a broad range of emotions including anger,43, 51, 58 irrita-
bility1 , anguish, shock, despair, sadness, vulnerability, insecurity, fear or grief10, 12, 41, 48, 50 , panic, frustration,
yearning, doubt, boredom or jealousy.62 These emotions may be expressed verbally or through body language or
behaviour.48, 54, 65 For example, patients may grimace or cry,65 withdraw socially1, 45 or appear uncommunicative.
55 They may be resistant to advice, miss appointments or fail to comply with treatment recommendations.39 In
some patients, suffering may not be outwardly visible to healthcare professionals and family so it is important to
try to elicit information about suffering, even if there are few external indicators.

Articulating suffering

A number of studies have highlighted the difficulties people face in conveying their experiences of suffering.52, 53

Evidence of these struggles during conversations include patient contradictions;3, 10, 53 ambivalence;56 hesita-
tions, silences, evasions and fumbling for words;7, 55 frantic attempts to change attitudes and behaviours;52 re-
peated complaints about health services;7 and questions about apparently minor aspects of the illness because
major issues remain beyond patients’ desired level of control.55

What people say can also be indicators of suffering or may help them in their search to understand, overcome
and give meaning to their illness.51 Patients may:

• ask existential or spiritual questions about the meaning of life and death, their place in the world, and why the
cancer occurred5, 13, 41

• question their religion or religion in general, or seek spiritual answers43

• voice a deep concern for their family8, 10, 41, 50

• try to equate past wrongdoing with the cancer, asking “What have I done to deserve this?”9, 51, 57

• talk of their ‘struggle’,51 ‘battle’ or ‘loss’.41 The loss could be physical, as in a body part41 , it could be emotion-
al, as in the loss of autonomy or identity,8, 10 or it could be spiritual, such as a loss of meaning,10, 12, 39, 42, 43, 45,

67 or
• make “desire to die” statements.

Sometimes patients may employ coping strategies such as positive thinking, bargaining or denial to convince
them that the situation is not as bad as it actually is.10 At times, this may reflect unexpressed suffering.

How patients articulate suffering may also vary according to their cultural or linguistic background. It is important
that healthcare professionals consider the use of appropriate interpreter services to assist patients from non-Eng-
lish speaking backgrounds to express their suffering.

Pain and suffering

Physical pain and emotional suffering are closely linked.42 Pain is both a cause and manifestation of suffering,
and has an adverse effect on general wellbeing.1, 50, 68 Besides pain, cancer patients may experience a range of
symptoms such as nausea, pruritus, thirst, neuralgia, fever or breathlessness.1, 62 Such ongoing pain and dis-
comfort can contribute to other symptoms such as fatigue, insomnia, irritability, frustration, low mood, depression,
anxiety and distress.1, 69 If these symptoms are not adequately addressed, they may become the patient’s pri-



mary focus.3, 12, 70-72 Suffering is often generated when the pain and discomfort seem uncontrollable and never-
ending, and when patients can derive no meaning from the experience.39, 73, 74

Demoralisation and suffering

Some patients may display intense demoralisation and hopelessness, particularly if the cancer has been diag-
nosed as terminal.58, 59 Demoralisation can occur if patients feel they are persistently failing to cope with stres-
sors which they, or those close to them, expect them to handle effectively. It is associated with feelings of impo-
tence, isolation and despair, damaged self-esteem, hopelessness, pessimism and loss of purpose in life.60

Demoralisation is considered to be distinct from clinical depression, with demoralisation characterised by a feeling
of subjective incompetence and helplessness, without necessarily the pervasive inability to experience pleasure
that characterises depression.58, 61 A demoralised patient may talk about the burden they are to their family58 and
may say things like, “I can’t see the point anymore,” or “There’s no reason to go on”.58, 59 Demoralised patients
may not directly express a desire for death, but typically feel that their life has not been satisfying.58

There is a risk that demoralisation as a clinical problem is overlooked because the symptoms may be considered
normal for someone in such a situation. However, using similar strategies for both people who are demoralised
and those who are experiencing other kinds of suffering may be of benefit. Although the systematic review2 did
not find a significant effect for spirituality domains for Cognitive Behavioural Therapy58or dignity therapy,75 which
is designed to enhance end-of-life experiences for terminally ill people, these therapies are considered to be of
value for demoralised patients WG consensus. See the section on Care coordination, referrals and interventions
for more information.

Further reading
Clinical Practice Guidelines for the Psychosocial Care of Adults with Cancer (2003)1 has more informa-
tion on how people react to the challenges of cancer.



VIGNETTE - Maureen

The following case describes how a patient’s outburst about a trivial issue, related to feeling underval-
ued, may be masking bigger issues of concern.

Maureen, a 56-year-old single woman with a poor prognosis lung cancer was referred to the liaison psychiatry
nurse after becoming acutely distressed, sobbing, and shouting at reception staff after a lengthy wait for her
medical oncology outpatient appointment.  

“They tell me I’ve only got six months to live, then they keep me waiting three hours for an appointment. Don’t
they realise that every minute is precious!” she had cried.
 
Maureen was given time to speak privately in a quiet space and to air her frustrations. The liaison nurse en-
quired, “What has been the most difficult part of all this for you?”

Maureen reported increasing dissatisfaction in recent weeks due to repeated delays and rescheduling of ap-
pointments. She was “worn down by waiting,” which she found uncomfortable due to her uncontrolled cough and
pain. She revealed that she felt fearful she would lose the support of friends who had driven her to appointments
and also been inconvenienced by the delays.

The nurse was able to validate Maureen’s frustrations and fears, flag with the team the uncontrolled symptom
burden and provide referral for transport assistance so that Maureen’s friends could maintain their role of emo-
tional support rather than become overwhelmed with practical demands.

As her distress settled, Maureen expressed regret to the liaison psychiatry nurse regarding her outburst and
confided that she felt very embarrassed. The nurse was able to facilitate re-establishing rapport between
Maureen and the reception staff.

VIGNETTE - Ellen

The following case describes one example of how someone may articulate and deal with suffering and
how this may be overcome.

Ellen had been diagnosed with disseminated breast cancer. After suffering a pathological fracture of her hume-
rus, she recovered but embarked on frenetic activity: paying bills, replacing the fridge and getting carpets
cleaned. Her GP wondered: “Why now and why the rush?” She broached the subject by asking her: "Is there
anything you are scared of?"

Ellen revealed she was a lapsed Catholic. “I’m worried I haven’t made the grade and that I’ll go to hell when I
die.” Her GP put her in touch with a priest, who promptly put Ellen’s mind at ease. The priest reassured Ellen
that many people felt like her in moments of crisis. “It might help to remember that God is forgiving,” he said.
“People also benefit from forgiving themselves too.”



Responding to suffering

PRACTICE POINTS

c It is advisable to briefly assess patients’ level of suffering, including spiritual needs, soon after diagnosis in
order to triage those patients with high or urgent need for support or intervention. Additional assessments
are advised at readmission, change in prognosis, at the end of a treatment protocol and at end of life.8-11

d Consider using a validated assessment tool or incorporating open questions relating to suffering into a
general conversation about care (See Appendix 1).WG consensus

e Determine patients’ needs for their psychosocial care and establish the personal resources and support
networks they can draw on.11, 12

f Demonstrate an ongoing openness to listening and responding to patients’ and families’ suffering by ac-
knowledging the issue, normalising their feelings, showing empathy and inviting patients and family mem-
bers to voice concerns as they arise.3, 5, 10, 13

g Consult with family members, if available and with the patient’s permission, to obtain further information
about the patient’s spiritual beliefs, to assist in their spiritual care.WG consensus

h Acknowledge patients’ and families’ different cultural and religious needs, and accommodate these where
possible while recognising one’s limitations in knowledge or skills.WG consensus

OTHER KEY POINTS

Both clinical and non-clinical staff can play an important role in reducing suffering through small positive actions
that show regard for patients and families.WG consensus

Establishing trust with patients and families helps to build a rapport with them and may facilitate conversations
about suffering and spirituality.WG consensus

The support offered to patients may be in the form of interaction with other people, written information, referral to
other healthcare professionals, supportive care interventions or a spiritual care adviser, or encouragement of
continuing spiritual practice.WG consensus

Introduction

Suffering can be acknowledged and ameliorated in different ways, from indirect, small gestures,4 to direct at-
tempts to respond to concerns through observing, questioning, discussing, listening and referral. Although health-
care professionals are encouraged to respond to suffering, no individual – or even the healthcare team as a
whole – should assume responsibility for overcoming patients’ and families’ suffering and spiritual challenges.9, 54

Often the problem of suffering does not need to be solved but simply heard. WG consensus

All staff coming into contact with patients and their families can play an important role in reducing suffering. This
includes not only healthcare professionals but also receptionists, orderlies, cleaners, volunteers, security staff,
drivers and other support staff. While non-health professional staff are not expected to address suffering or spiri-
tual issues clinically, their interactions can impact on patients’ experiences and their feelings of wellbeing and
worth.

Examples of small positive actions include communicating with patients politely and warmly; acknowledging their
presence and their situation;3, 12 comforting patients if they are nervous or upset; apologising if there are delays;
complimenting patients; and briefly conversing with patients on non-medical topics, such as family, hobbies, work
or interests.4, 8, 76 These actions show respect and help to build rapport.3, 12



For healthcare professionals, directly addressing suffering is an element of providing holistic care. Although it re-
quires prioritisation, awareness and time,47 showing understanding, empathy, compassion, care and kindness are
key components of responding to suffering.4, 12, 64, 77

In many hospitals and cancer centres, a multidisciplinary team (MDT) is available to support not only patients but
also team members.54, 66 Spiritual care practitioners should also be available for support when appropriate.78 As
such, addressing suffering becomes the concern of the whole team. Where an MDT does not exist, efforts should
be made to ensure the needs of patients and families are not overlooked.

Assessment of suffering and spiritual needs

Awareness of behaviours or verbal expressions that may indicate suffering can help alert professionals to individ-
uals in need of a comprehensive assessment of suffering. Through use of compassionate questioning, empathic
comments and acknowledgement, healthcare professionals can identify those patients in need of particular sup-
port or intervention.

Methods of assessment

Healthcare professionals are encouraged to use a simple but comprehensive assessment tool for assessing suf-
fering in patients.9 Where time is limited a brief assessment can be conducted, with a detailed assessment limited
to patients who are thought to require further support. Alternatively, an informal assessment, which involves lis-
tening to patients’ stories and interpreting their issues, can be done at any time.

As the experience of suffering is entwined with culture, it is important to consider the cultural context in which
assessment tools have been developed and validated. For example, measures developed in a Christian context
may not be appropriate for those of a different faith or who do not identify with any formal belief system.79

Assessment tools

A number of tools have been developed to assess suffering, its synonyms and/or its symptoms. The difficulty of
articulating suffering should be taken into account when considering the appropriateness of tools. Assessment in
a clinical setting is ideally supplemented by open ended questions and by being alert to non-verbal and verbal
cues of the patients.

The tools evaluated in the systematic review had substantive information about their psychometric properties
available and were tested in clinical trials.2 They have been categorised depending on the constructs they meas-
ured: Suffering; Hopelessness and demoralisation; Hope; Spiritual wellbeing; Meaning; Quality of Life including a
spiritual/existential component; and Distress in palliative care. The tools were assessed against their appropriate-
ness, reliability, validity, responsiveness, precision, interpretability, acceptability and feasibility.80

The appropriateness of any measure is dependent on a range of considerations including the context in which it
is to be used (e.g. early-stage disease vs. survivorship vs. palliative care), its psychometric properties in this con-
text, respondent burden, and the desired mode of administration. It should be noted that the evaluated measures
have been used primarily for research purposes rather than being applied in clinical practice.

A number of tools are listed in Appendix 1. These are suggested based on their suitability and validation to meas-
ure suffering or its various synonyms in cancer populations. While these tools constitute sound measures of suf-
fering, other measures could also be considered to suit clinical practice goals. The systematic review includes
details of all 58 measures that were assessed for their usefulness in measuring aspects of suffering.2



Informal assessment

Informal assessments can be based on conversational questions about suffering and spirituality and observations
of suffering in patients.5, 12, 81 Such an assessment allows healthcare professionals to concurrently respond to
elements of suffering, provide spiritual care and increase patients’ coping ability by listening, providing input and
acknowledging the importance of the issues raised.8, 64 Examples of these questions are provided in the section:
Having a conversation about suffering.

Patients can also give indirect clues about suffering or spiritual needs, for example, through body language or
items at their bedside such as religious paraphernalia or self-help books. Patients’ behaviour, words or tone may
indicate their need or desire to talk about suffering.43, 81 These clues can provide healthcare professionals with
openings to a conversation.

Timing of assessment

Although a full assessment of suffering takes time, it should be a priority once a patient has been identified as
being in need of detailed assessment.47 WG consensus If time is critical, a couple of minutes can still elicit useful
information and be of benefit to patients.54 There is a perception that the healthcare system does not allow
healthcare professionals the time or emotional resources to deal with the suffering and spiritual care of patients.4,

6, 43, 45, 47, 58 However, assessment of these issues should occur as soon as possible after diagnosis, and be re-
peated at least at the end of treatment, at recurrence and during the end of life stage. Reassessment of suffering
should also be considered when life or family circumstances change, for example when a person ceases working,
a relationship breaks down or a family member dies. Early assessment and discussion of issues allows the
healthcare team to identify and address a range of problems early on, to gain an understanding of patients’ cop-
ing ability, to track their emotions, spiritual wellbeing and different needs over the course of their illness, and to
arrange follow-up care.8, 13, 43

Understanding the possible emotional and spiritual responses that patients may have at different stages of cancer
can help healthcare professionals anticipate when individual patients are likely to need more support.9 For exam-
ple, studies have shown that acknowledging a terminal prognosis earlier rather than later ultimately contributes to
relief of suffering.4 The recognition of death can offer a shift in perspective from small concerns to a deep appre-
ciation of life.10 For those approaching death, issues such as forgiveness and reconciliation, and finding meaning
and hope, often become critical.10, 57 Understanding possible spiritual responses may also assist healthcare pro-
fessionals in understanding the impact of spirituality on decision-making and highlight how unexpected choices of
the patient may reflect their spiritual beliefs.

For many cancer survivors, existential concerns may arise after treatment.8 This can be particularly difficult as
family, friends and acquaintances often expect that cancer survivors will easily put their experiences behind them
and resume life as it was before treatment.

Choosing the right place

Healthcare professionals need to be mindful of where discussions about suffering and spiritual issues take place.
8, 73, 82, 83 Ideally patients have privacy from other patients and they should be asked if they want family present.
84, 85 The meaning and structure of ‘family’ may vary significantly for different patients and healthcare professio-
nals should avoid making assumptions. Sometimes a private setting is not available or the patient’s condition
makes it difficult to move to a private room. In such cases, acknowledging the setting and asking the person if
they wish to talk now or at some other time is necessary. The issues may be so pressing that the patient prefers
to talk, even in a suboptimal setting. WG consensus



Patients should be as comfortable as possible; if they are in physical discomfort, they will find it harder to focus on
non-physical aspects of suffering.12, 71, 72 Being seated with the patient and having a similar eye level is impor-
tant.85

Having a conversation about suffering

Although opening a conversation about suffering or spirituality may seem daunting, simply asking the patient if
the topic can be brought up is suggested.8 Patients often do want to talk about existential issues, including death,
with healthcare professionals.10, 13, 39, 46

Opening questions

These might provide insight into how patients are affected by their illness and what influences their medical deci-
sions and outlook:

• What should I know about you as a person to help me take the best care of you that I can?85

• What has been the hardest part of this experience for you?57

• Who else or what else will be affected by what is happening with your health?85

Open-ended questions

Generally, open-ended questions encourage patients to express themselves more clearly and in more detail.
These are different from closed questions, which may only elicit one- or two-word responses. Open-ended ques-
tions are more conversational and suggest a genuine interest in the topic. Even though healthcare professionals
may have a suggested series of questions to ask, letting the patient guide the conversation may allow exploration
of their concerns more naturally and help them to better understand their troubles.57, 86

Content of questions

A number of authors provide guidance as to the types of questions that will help enable patients to explore or
share concerns, including those about spirituality and meaning.9, 12, 39, 42, 54, 57, 64, 85 Depending on the time avail-
able and the flow of the conversation, all questions listed here need not be asked, nor do they need to be asked
in the order presented.

Questions related to spirituality

Further questioning could focus more specifically on spirituality and meaning. The following list of questions is not
exhaustive but is drawn from Puchalski’s Faith, Importance, Community, Address/Action in care (FICA) tool,54

evaluated by Borneman;87 questions included in the Report of the Consensus Conference for Improving the Qual-
ity of Spiritual Care as a dimension of Palliative Care88; the HOPE questions described by Anandarajah;81 and
related questions from Ohlen,12 Lo57 and Chochinov.85 These spiritual assessment tools were not included in the
systematic review2 because they were not designed to assess suffering specifically, nor are they validated with
measurable outcomes. However, as prompts, they can potentially elicit useful information from patients.

For simplicity, the FICA tool headings are used to categorise the questions.

Faith, Belief and Meaning:



• Do you consider yourself spiritual or religious? Do you have spiritual beliefs that help you cope with stress?54

What gives your life meaning?54

• Are spirituality or religion important in your life? How well are those resources working for you at this time?88

• What are your sources of hope, meaning, comfort, strength, peace, love and connection?81

• What do you hope for?57

Importance and influence:

• What importance does faith or belief have in your life?

• What role do your beliefs play in your healthcare decision-making?54

• What aspects of your personal spirituality and practices are most helpful to you?81

• What are the things at this time in your life that are most important to you or that concern you most?85

Community:

• Are you part of a spiritual or religious community? Is this of support to you and how? Is there a group of people
you really love or who are important to you?54

• Are you involved in an organised religion?81

• Who else should we get involved at this point, to help support you through this difficult time?85

Address/Action in care:

• How would you like your healthcare provider to use this information about your spirituality as they care for you?
39, 54

Questions relating to a person’s sense of self-worth and meaning

The following questions may assist in opening a discussion to help a person re-establish their sense of value and
meaning:42, 64

• What is a personal quality you cherish about yourself?

• What is a joy you have in your life right now?

• What was the best period of time or the best thing that happened to you in your life?

• What are some of the lessons you’ve learned in life?

• Who or what have you believed in or loved? (This could be faith, ideology, institutions, people, places, music,
ideas)

• What are the things you have done – created, accomplished, journeys?

Questions relating to guilt and shame

Some patients may feel guilt or stigma associated with the cancer. This can contribute to feelings of low self-
worth and shame, and may affect their outlook and their ability to cope. Patients may think they deserve the can-
cer due to their lifestyle or they may worry that it is caused by past wrongdoings.6, 9 Some careful questioning can
help elicit if these are concerns:

• This is obviously distressing. I wonder if you feel able to share with me some of the things that are tough for
you at present.



• Over time, many people have told me that the cancer diagnosis has particular meaning, maybe because of cul-
tural or religious beliefs, or even past experiences. Sometimes people tell me about distressing feelings like
guilt or even shame. Are these sorts of issues a concern for you?

Acknowledging changes in the patient

Changes in patients should also be acknowledged. These changes, which might include their experience or ex-
pression of suffering, their need to find meaning, or their ability to cope, can fluctuate. Healthcare professionals
need to acknowledge and address these changes as they happen.11

Examples:

• This must be frightening for you. I can only imagine what you must be going through.85

• It’s natural to feel pretty overwhelmed at times like these.85

• You seem more fearful/at ease than the last time we spoke. What has changed for you? WG consensus

VIGNETTE - Maria

The following case demonstrates the importance of support networks for people with cancer, and how
carers can be affected by suffering too.

Maria was a 40-year-old woman who had recurrent glioblastoma multiforme, which resulted in severe expres-
sive dysphasia and child-like behaviour. Maria’s husband had not coped as her carer and had abandoned her
and their 12-year-old daughter, leaving her parents to look after them both.

Maria’s parents took her to an oncologist for a third opinion. She had been treated elsewhere with surgery, radi-
ation and chemotherapy, but because of her disabilities and her slim prospect of recovery, palliative care had
been recommended. “That’s a very sad story. How are you coping?” the oncologist asked Maria’s parents.
“Well, we are managing OK, but we think Maria’s actually improving. She says a few words to us now and she is
eating better.” “How about we re-assess her with another MRI scan?” The oncologist suggested.

Feeling supported by this oncologist, Maria’s mother revealed that they had not seen the palliative care team or
any other doctors apart from her GP for the past eight months because they felt the other specialists had given
up on Maria. “We pray every day for her,” her father said, “We don’t want to give up hope.”

The oncologist asked, “Does praying give you the strength to cope?” Maria’s parents agreed that their faith was
an important part of their lives. “It’s important to keep praying because of the support it gives you,” the oncologist
responded. He also explained the benefits of palliative care for both Maria and themselves, reassuring them that
seeing the palliative care team did not mean that they were being abandoned by the medical team.

Having felt heard and more hopeful about the options for Maria, her parents agreed to talk to the palliative care
team with the oncologist once the results were back from Maria’s MRI scan.



Communicating and connecting with patients

Supporting connections

Being connected to other people and life’s activities can help reduce suffering and existential loneliness. The
healthcare team can offer this connection, and may be able to facilitate further connections, such as with family
and other patients.11, 12 These relationships, even if new, may offer joy and pleasure, and may reduce a person’s
vulnerability to suffering.12, 61

People who are dying commonly want to know that they won’t be forgotten. It is helpful to explore the different
relationships and affiliations they have or have had and to reassure them that they will be remembered by others.
43, 67 This affirmation can improve quality of life.10 Facilitating communication between family members and pa-
tients can help comfort the patient too.40 Even patients who have few personal connections can be encouraged to
reflect on the impact that they likely left across many years of life. These, for example, could be among friends
and relatives, at school, work, or in the community.

Establishing trust and unconditional acceptance

A caring, compassionate and attentive attitude will promote the development of a trusting relationship, enabling
healthcare professionals to recognise and respond to spirituality and suffering.3, 39, 42, 57, 77 Being fully present is
critical,8, 12, 39, 43, 47, 54, 58 as is demonstrating that patients have been heard.43 This is important for physical suf-
fering too, as having someone who is willing to listen may reduce the pain threshold to a tolerable level.43 Such
care and comfort can help people be eased or lifted out of their suffering.12, 43

Strategies to establish trust and rapport with patients include:

• using terminology patients and families understand54

• relating to patients with humility, respect and care rather than with authority42, 54

• affirming patients by communicating with them as a person – a fellow human being – rather than as the illness
they have, and telling them that you care3, 4, 12, 43, 45, 54

• not being dismissive, distracted by electronic devices, or appearing not to have time available for the patient3,

39WG consensus
• respecting different social and cultural behaviours and values39

• listening to and respecting patients’ view or feelings even if they are different from one’s own3, 39, 43, 57

• helping patients feel safe in a new and unfamiliar environment,3 and
• giving hope to patients and families, including the assurance they will not be abandoned even when cure is no

longer possible.3

VIGNETTE - Warwick

The following case illustrates the compassionate role of healthcare professionals to ensure close con-
nectedness and a mutual understanding with the patient about what they’re facing.

Warwick was a 53-year-old man having concurrent chemotherapy and radiotherapy for a squamous cell carcino-
ma of the pyriform fossa. When the radiation therapist greeted him on his arrival for his third treatment session,
Warwick averted his gaze and said, “Let’s get on with it.”

The therapist asked him to sit down and pulled over a chair to sit next to him. She said, “This treatment is really
hard. A lot of people really struggle with it. I know that sometimes it can feel as though you’re just a number, but



I really want to hear how you’re doing. And I’m putting it on the table right now – you don’t have to pretend it’s
OK if it’s not.” 

Warwick looked at the therapist and nodded. “I’ve had a few struggles in my life but I think this is one of the
toughest. It’s good to know others find it tough.”

Responding with empathy

To show active listening, respond to patients with empathy.55, 57, 85 Even if there is not an answer or a solution to
the patients’ needs, acknowledgment shows that the message has been heard.39, 43, 47, 57

Being open to a patient’s particular way of expressing their suffering, hearing about their anger, guilt, fear, loneli-
ness, despair and anxieties about death and other issues, and acknowledging these emotions but not judging
them, can help immensely.10, 43, 55, 58, 64

Normalising patients’ concerns may also permit the patient to talk further57, 85, 86 and will help uphold their dignity.
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Some suggested responses include:

• That is an important, profound question, but I don’t know the answer to it.43

• That sounds like a painful situation.57

• Sometimes it must feel as though it’s a terrible dream. WG consensus
• I imagine it would be puzzling not to know.57

Avoiding premature reassurance

When patients question their worth, wonder whether they’re being punished for their illness, or voice shame, it is
often instinctive to want to reassure them immediately that this is not the case. To patients, however, this prema-
ture reassurance may seem dismissive and they may feel misunderstood. This can lead them to not talk further
about their concerns. Healthcare professionals may not only have lost an opportunity for patients to unburden
themselves of guilt, anger or unexpressed worries,43, 57 but may unwittingly emotionally distance themselves from
patients.43, 45

When healthcare professionals do not rush to reassure patients, it suggests that their comments or questions are
not too trivial or too large to be dealt with.86 Discussing suffering does not make it worse WG consensus and
acknowledging the issue can be beneficial and therapeutic to the patient.57

VIGNETTE - Trudi

The following case shows the importance of acknowledging a patient whose behaviour or dialogue re-
flects an aspect of suffering, without trying to prematurely reassure them that there is nothing to worry
about.

Trudi was a 34-year-old woman with advanced cervical cancer. She had a recto-vaginal fistula and was
ashamed of the odour in her room, apologising to the healthcare professionals who came into her room. When
one of the nurses who came to check on her heard Trudi apologise, she sat down and said: “I can’t imagine how
hard this is for you. What’s the thing that upsets you the most?”



Trudi expressed gratitude to be able to talk about her fear that she was disgusting. She said, “When the other
nurse said she couldn’t smell anything, I knew she was lying and it made me feel even worse – as though I was
too disgusting to even talk to.”

Supporting appropriate hope

Patients and families both need some degree of hope. Even in severe illness, people can still have hopes, al-
though these may change over time.10 Depending on the situation, hopes may be long-term or for day-to-day
wishes. For example, a patient might hope for pain to be controlled, for family members to understand and forgive
them, or to be able to attend an important occasion such as a wedding. WG consensus

Sometimes, however, patients and families may have unrealistic hopes. They may deny the reality of the situa-
tion, and this may cause them to make treatment decisions or request certain interventions that the healthcare
professional may disagree with or believe to be futile.57 It is important to show respect to patients and to acknowl-
edge the significance of their beliefs if this is influencing their decisions about care. It will also help if healthcare
professionals align their hopes with the hopes of the patient and family. This can assist them to discuss other
possible hopes that are more achievable and realistic.54, 57

VIGNETTE - Greg

The following case demonstrates the importance of acknowledging and supporting hope for a patient
and their family, and responding to treatment decisions.

38-year-old Greg had a metastatic colorectal cancer that had failed to respond to several lines of chemotherapy
including a recent trial. Greg was devastated to receive the results of his latest scan which demonstrated further
disease progression. He said to the oncologist, “I just don’t accept that there are no other options for me. I have
a wife and two young children.”

The oncologist was silent for a moment, then leaned forward and said, “Greg, if anyone could have beaten this
by sheer force of willpower, it would have been you. You have soldiered on despite some dreadful side effects.
But it wouldn’t be right for me to just keep giving more and more treatment when it has made you so sick and
not helped the disease. I would give anything for it to be different. But now I think we have to focus on other
ways we can help you and your family.”

Silence in communication

Although it is important to acknowledge patients, sometimes silence and stillness can be a significant communi-
cation tool.39, 53, 64 Simply being there for patients and being open to their pain can help them through a crisis.43,
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Back et al (2009)91 suggest there are three types of silences, all of which can affect communication:

• Awkward silence – intention of silence not clear; may reflect distraction, hostility, judgment, ambivalence, disap-
proval or withholding

• Invitational silence – allows the patient time to think about or feel what is happening, often after an empathic
response

• Compassionate silence – using a spontaneous moment in a conversation that allows for a shared feeling be-
tween a clinician and patient, or for the clinician to generate compassion for the patient.



If silence has the right intention it can be meaningful or therapeutic for the patient and for those who care for
them.91

Difficulties communicating

There are various reasons why discussions about suffering or spirituality may not take place or may be awkward
for both healthcare professionals and patients. Being aware of these barriers can help healthcare professionals
overcome them. Importantly, members of the healthcare team should offer patients and families multiple opportu-
nities to talk about their spiritual distress in the event that they are concealing it.5, 39

Health professional barriers

Feeling overwhelmed

Sometimes healthcare professionals can feel overwhelmed by the suffering of their patients and their inability to
fix it. This feeling of powerlessness can contrast sharply with the more usual task-driven focus in clinical care.3, 4,

6, 45, 58 A balance needs to be found between offering emotional or spiritual care and doing the right thing by the
patient,45 and yet maintaining objectivity, wellbeing and resilience.45

Fears

Many healthcare professionals find it difficult to discuss and ask questions about patients’ suffering and spirituality
due to a variety of fears.39, 43, 45, 58, 65 They may feel particularly unskilled and uncomfortable when patients are
near the end of life and have intensified spiritual and religious concerns.57 They may believe they are honouring a
patient’s dignity and privacy by not talking about suffering and spiritual issues.45 Some fears include:

• Having their own emotional responses triggered, or responding to patients based on their own experiences
rather than objectively43, 45, 47

• Being asked questions about their own spiritual beliefs and practices54

• Not being able to cope with patients’ strong emotions such as guilt, anger or anxiety, and
• Being blamed for upsetting the patient43 or making the suffering worse WG consensus.

Patient barriers

Suffering is perceived to be secondary

Some patients and families may feel that spirituality and suffering are an inevitable part of the illness, so they may
not raise these issues even though they are thinking about them.6 Healthcare professionals who indicate an
openness and willingness to hear about suffering help validate patients’ and families’ experiences and legitimise
their desire to raise spiritual concerns.6, 13, 57 Most patients are open to discussing such topics with healthcare
professionals who show interest, empathy and respect, who communicate well, and who take time to listen.39

Concern about healthcare professionals

Some patients may avoid talking about suffering because they feel it may cause anxiety for staff and they don’t
wish to be a burden;10, 47 they do not think it is appropriate in a clinical context;54 or they do not think staff have
the knowledge, courage, understanding or time to deal with it.46



Patients may also detect non-verbal cues related to personal bias, judgmental attitudes or avoidant behaviour
that the health professional may hold.3, 43 This may prevent them feeling safe enough to talk about their emotion-
al or spiritual needs.42, 43

Not wanting to talk

Some patients do not wish to talk about their suffering, emotions or spirituality or receive spiritual care at all.8, 45,

66 This may be because of a desire to take control of their situation8, 45 or because their feelings are intensely
personal and they don’t feel comfortable sharing them.5, 57, 66 Sometimes patients are simply too exhausted to
express themselves46 or they need time to deal with their situation before talking about it with others.8

Patients may also feel unable to discuss these issues with their family.8, 41, 43 Wanting to protect the family from
difficult discussions is one reason.8 Friends and family – and indeed patients themselves – may attempt to main-
tain a positive outlook, but in some cases this can instil a sense of unrealistic hope that can disguise suffering or
make it difficult to articulate.10

Another important aspect to patients feeling comfortable about discussing their concerns is their desire for a
shared understanding with the listener about what they are going through.8, 46, 55 If patients sense indifference,
they are likely to feel lonely or let down. This may then contribute to increased suffering, and an inability or re-
duced desire to talk about their suffering or spiritual issues in the future.8, 46, 55

Language difficulties

Where people are from culturally and linguistically diverse backgrounds language may be a barrier to articulating
suffering. Where this is the case, qualified interpreters should be engaged as part of care coordination to help
patients understand their diagnosis and communicate their needs.

When patients can’t talk

If a patient is physically unable to communicate, it is important for healthcare professionals to talk with family, if
available, to try to establish any beliefs and wishes that are a true reflection of the patient and not necessarily the
relatives.57 This is particularly important if an advanced care directive has not been developed.

Further reading

Eliciting and responding to emotional cues86 and Breaking bad news92 provide evidence-based guidance on ef-
fective communication between patients and healthcare professionals, which may be of use when discussing
suffering and spirituality issues. Handbook of Communication in Oncology and Palliative Care (2010)93 has more
information on communication skills.

VIGNETTE - Sally

The following case demonstrates how healthcare professionals can give a patient time and space to
take in the frightening news of a terminal cancer diagnosis, complicated by concerns about financial
and family security.

A 51-year-old divorced mother, Sally, was diagnosed with a poorly differentiated squamous cell carcinoma in the
anus, after 18 months of progressive left buttock neuropathic pain, increasing left lower limb weakness and uri-
nary stress incontinence.



During her first consultation the oncologist, Dr Edwards, listened to Sally’s account of the symptoms she had
experienced and the time taken for the diagnosis of cancer to be made. Sally expressed anger about the delay
in diagnosis, saying “I wouldn’t be in this situation now if the doctors had picked this up earlier.”

Dr Edwards decided that the first priority was acknowledging Sally’s feelings rather than telling her that the de-
layed diagnosis had probably not affected the prognosis. Dr Edwards leaned forward and said: “I am so sorry
that it took so long to work out what was going on. I wish I could say something to make it less painful.” She
paused before asking: “Are you able to tell me what is most distressing for you at present?” Sally was then able
to discuss concerns about finances and the desire to return to work and her distress about stress incontinence.

The continence nurse discussed strategies to assist Sally, acknowledging that incontinence posed major chal-
lenges both occupationally and socially. Achieving pain relief was complex, but Sally found that the persistence
and empathic approach of the palliative care team made her feel valued and cared for: “You know, they make
me feel like I am the only one they have to treat. After all this time I really do feel that someone is finally looking
after me.”

Once her pain was better controlled, Sally expressed apprehension about talking with her daughter about her
condition. The social worker met with Sally and listened to her concerns, telling Sally that “This is such a hard
conversation, and no mother wants to have it.” She then provided information for Sally including community
services and links to websites and other resources.



Care coordination, referral and interventions

PRACTICE POINTS

i Following assessment and with the patients’ consent, ensure outcomes and other relevant information are
recorded and communicated to other appropriate healthcare professionals.WG consensus

j Confirm which healthcare professionals can respond to the different aspects of a patient’s suffering, re-
membering that people may already have existing supports in the community. If a relevant healthcare pro-
fessional is not available in the multidisciplinary team (MDT), the referral may be made to one outside the
team (e.g. if a psychologist is not part of the hospital team, you may wish to use an external psycholo-
gist).WG consensus

k Consider appropriate referral to a non-health specific professional, such as a multicultural liaison officer,
Aboriginal liaison officer or chaplain/spiritual care practitioner.WG consensus

l Consider the use of a psychological intervention designed to address psychosocial suffering or one of its
domains, such as hopelessness.14-38

m Consider the use of additional supportive care options that may be available at the hospital/clinic or
through support groups or spiritual networks, which patients may find beneficial.WG consensus

OTHER KEY POINTS

Complex emotional needs may be best attended to by a psychologist, counsellor or a psychiatrist.WG consensus

Discussion with the healthcare team

Record general information from patients’ suffering and spiritual assessments in their medical notes, and share
relevant information with the wider healthcare team about patients’ ongoing needs.43, 58 If patients have divulged
confidential information, their permission should be obtained before sharing it with others.

Listen to feedback from all members of the team, including those in non-healthcare roles to allow important in-
sights into a patient’s wellbeing to be discussed. For example, a patient may confess to the receptionist that they
are fearful or overwhelmed, but they may not feel comfortable confiding in their doctors or nursing staff.86

Discuss avenues for ongoing care, including who in the team will take responsibility for particular aspects. This
could include referral outside of the healthcare team.

These strategies will help the team address suffering more effectively and ensure that this aspect of care is not
overlooked or doubled up.

Discussion with patients and families

Discuss the suggested strategies for care with patients, as well as with families if patients prefer and consent to
this. There are diverse definitions of family in Australian society and it is important to acknowledge that family
may mean different things to different people. It is important for healthcare workers to use inclusive language and
be mindful that family may include Lesbian, Gay, Bisexual and Transgender (LGBT) partners, step parents/
siblings or extended family and friends. These discussions should include information about treatment, side ef-
fects, referral to other healthcare professionals, how aspects of suffering might be alleviated, and how spiritual
needs can be incorporated into care. It is important that both patients and their families are told the truth about
their diagnosis and treatment options.



Allow patients and family members to ask questions and explain why some treatment options may not be availa-
ble to them.

In many cases it may be useful to provide information on support groups and telephone support lines that provide
afterhours support to patients, families and carers.

Agree on a plan of action, including how the patient is to be referred to other healthcare professionals, i.e. will
they make contact themselves or will the healthcare team organise the referral.

Consideration of referral

Depending on patients’ needs and the expertise of the healthcare team, it may be appropriate to refer them to
other healthcare professionals outside the team, including those trained in spiritual care. Patients may also be
referred to healthcare professionals with expertise in specific psychological therapies designed to reduce suffer-
ing.9

Establishing optimal methods for referring patients is vital for ensuring good psychosocial care for patients,1 al-
though local availability may limit options. See the Referral flowchart for recommended considerations and refer-
ral to different healthcare professionals to ensure patients’ suffering and their spiritual needs are adequately re-
sponded to.

Where people are from culturally and linguistically diverse backgrounds, qualified interpreters should be engaged
as a part of care coordination to help patients understand their diagnosis and treatment and to assist in navigating
the health care system.

For further information about referral for broader psychosocial care, see the Clinical practice guidelines for the
psychosocial care of adults with cancer (2003).1

Referral options

Physical issues

For physical issues, a physiotherapist, speech pathologist, dietitian, occupational therapist, pain specialist or pal-
liative care specialist may be required.1

Social or emotional issues

For social or emotional concerns, a social worker, hospital liaison officer, psychologist, counsellor or spiritual care
practitioner may be helpful.8,58 In the case of severe anxiety or depression, which may require pharmacologic
psychiatric intervention, a referral to a psychiatrist is recommended.58

Palliative care

Palliative care aims to relieve the suffering of the whole person, and may represent a therapeutic option to the
suffering patient. The World Health Organization recommends application of palliative care principles “as early as
possible in the course of any chronic, ultimately fatal illness”.73

http://canceraustralia.gov.au/publications-resources/cancer-australia-publications/clinical-practice-guidelines-psychosocial-care
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Peer support

Support groups and one-on-one mentoring may offer the benefits of sharing, insights, communication and camar-
aderie, and often provide ongoing companionship for people following their treatment.64 It should be noted, how-
ever, that some patients may find support groups difficult when they are confronted by other people's illness.8
Groups may be open to general or specific cancer populations, for example, based on cancer type, age or cultur-
al background. Some groups are also open to, or just for, partners or carers. Groups may be available face-to-
face, via telephone or online. These are often organised by hospitals or Cancer Councils. Cancer Councils and
some other tumour-specific consumer organisations also provide one-on-one mentoring between trained volun-
teers with a personal experience of cancer and current cancer patients.

Some hospitals have volunteer visitors who can sit with patients, help pass the time, chat, or even offer foot and
hand massages.

Spiritual matters

For matters of spiritual distress or despair, a spiritual care practitioner from the hospital, a representative from the
patient's religious community, or a community elder should be contacted with the patient's permission. Ideally the
healthcare team can then collaborate with them.58

Encourage patients to continue their religious or spiritual rituals, and offer the support of a spiritual care practition-
er and/or a religious leader or multicultural or Aboriginal liaison officer or Aboriginal elder in the local community.
54, 67 Find out what is required for any ritual practices. For example, can patients access the hospital prayer/quiet
room or sacred space, or do they just require some space near their bed?94 Can allowances be made for the type
of ritual requested, such as a smoking ceremony, WG consensus use of a prayer mat94 or the burning of in-
cense?95 Does the patient want solitude or the company of others? Can flexibility be given to the number of visi-
tors allowed at one time?96, 97

Acknowledge that for some patients, getting in touch with their spiritual side may not be through formal religious
ritual, but through creative pursuits such as listening to music, reading, journaling or art.54, 67

Provide written information that helps to instil hope and provide comfort for the patient.64 An example is Spirituali-
ty and Health from American Family Physician.

VIGNETTE - Lara

The following case demonstrates a dual approach to responding to suffering.

Lara was a 69-year-old married woman with advanced melanoma who recently celebrated the birth of her third
grandchild. Her four young adult children lived both locally and several hours’ drive away.

At her initial assessment the nurse identified a range of physical symptoms requiring attention. Lara’s low mood
and pervasive anxiety seemed connected to her physical pain and sleeplessness. However, although her physi-
cal comfort improved with treatment, her overall distress remained. The nurse referred Lara to a counsellor.

Lara said to the counsellor, “I don’t know how they’ll cope when I’m gone.” Acknowledging the centrality of
Lara’s role within her extended and geographically dispersed family the counsellor said, “It sounds like you’ve
been keeping a lot of balls in the air at once.”



From this recognition Lara went on to reflect on the multiple deaths that had occurred within this family in recent
years, her sense that she was the family go-between and her overwhelming concern that her family would frag-
ment and disintegrate after her death.

VIGNETTE - Gwen

The following case demonstrates how a referral can come about when a patient talks about spiritual be-
liefs and values.

Gwen was a 62-year-old single woman who was being treated by Penny, a 24-year-old physiotherapist, for lym-
phoedema following treatment for breast cancer. When Penny asked Gwen about her self-massage Gwen re-
sponded that she didn’t bother with it, adding “It’s God’s will that I suffer”.

Gwen was reluctant to explain her comment to Penny, saying instead “Do you believe in God? If you don’t you
wouldn’t understand.” Penny responded, “I guess everyone has different life experiences and values. What mat-
ters to me now is trying to understand something which is causing you real anguish.” 

Gwen revealed that in her twenties she had had an affair with a married man, but had been too ashamed to ever
confide about it to anyone. Penny replied, “I think that is too much to bear on your own” and gently encouraged
Gwen to seek guidance and support from her local pastor.

Interventions

To date there has been little research on interventions that specifically aim to alleviate suffering. In the systematic
review, 42 relevant studies were identified that evaluated interventions in a randomised controlled trial or control-
led trial (level II and level III evidence). Of the 42 relevant intervention studies identified in the systematic review,
only two addressed suffering as a target of the intervention, while the majority (n=40) were directed at its symp-
toms.2

Refer to Appendix 2 and to the systematic review for information about the identified studies, including the level of
evidence and quality of the study.2

The studies were categorised into seven types of interventions:

1. Psycho-educational (n=9)

2. Meaning-centred (n=5)

3. Stress-reduction, including yoga, mindfulness, meditation, cognitive-behavioural stress management (n=10)

4. Hope-centred (n=3)

5. Supportive-expressive (n=5)*

6. Spiritual (n=5)

7. Other (n=7)+

* Includes a paper that is also included in the psycho-educational group.

+ Includes a paper that is also included in the stress reduction group.

In favour of interventions that may alleviate suffering, the systematic review found that2:
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• Some psycho-educational interventions may positively impact on spiritual distress and hopelessness in some
circumstances.

• Meaning-centred interventions may significantly and positively impact on meaning in advanced cancer patients.
• Stress-reduction interventions may offer a promising way of enhancing spiritual wellbeing and meaning/benefit

finding.
• Hope-centred interventions may significantly and positively impact on hope in cancer patients at different

stages of the cancer continuum.

However, the systematic review determined that2 :

• No accurate conclusions can be drawn regarding the impact of supportive-expressive therapies on factors such
as hope, spiritual wellbeing, self-transcendence, and purpose in life.

• Outcomes for spiritual interventions are inconsistent, particularly in regards to spiritual wellbeing.
• No significant outcomes were reported for relief of suffering in other assessed interventions such as art thera-

py, music therapy, creative arts and writing, animal therapy and touch therapy.

Further details of these interventions can be found in Appendix 2.

Development of skills

In addition to the practice points drawn from the systematic review2 and Working Group consensus, healthcare
professionals are encouraged to improve their skills in communicating with patients and families about suffering
and spirituality issues.

In particular, the support of the multidisciplinary team (MDT) is very important. Facilitating the discussion of com-
plex cases or mentoring by drawing on the expertise within the MDT is suggested. Healthcare professionals can
also draw on the skills and experience of chaplains and/or spiritual care practitioners to assist in their develop-
ment of skills. Taking the time to learn about the nature and manifestations of suffering, and its typical effects at
different stages of cancer, either individually or within the team can benefit one’s clinical practice. Further, health-
care professionals are encouraged to explore their own experiences and views of suffering and how this may im-
pact on their response to patients. Healthcare professionals may also benefit from reflection on their own spiritu-
ality and experiences of loss in dealing with suffering, especially in the cancer context where health care profes-
sionals may often be faced with the death of patients.



Strengths and limitations of the evidence

Conceptualisation of suffering

In the Cancer Australia systematic review,2 in order to overcome the lack of integrated literature on the conceptu-
alisation of suffering in the context of cancer, it was necessary to synthesise common elements across a number
of definitions of suffering, its synonyms and symptoms. While this method allowed for a wider range of relevant
sources and a broader synthesis of available information, concepts relating to suffering, such as existential and
spiritual suffering and distress, are not identical. Potentially useful nuances of these concepts have therefore not
been fully explored.

Many study designs were included in the systematic review, including 50 qualitative studies, 21 theoretical/opin-
ion pieces, 20 literature reviews, 18 case reports, 13 cross-sectional studies, one combination case report/theo-
retical/opinion piece, one prospective cohort study and one retrospective cohort study (total 125). Levels of evi-
dence were also not considered relevant as the goal of this part of the review was to distil definitions and con-
cepts of suffering emerging from the range of literature.

While the inclusion of this broad range of studies was useful in conceptualising suffering, any qualitative analysis
contains an element of subjectivity. Although steps were taken to reduce the subjectivity of this analysis, including
the double coding of themes and involvement of the multidisciplinary working group, it is possible that a different
team may have reached different conclusions.

Assessment of suffering

Two measures that directly measured suffering and provided sufficient psychometric data were identified in the
systematic review. Because of this small number, it was necessary to include tools that measured the various
synonyms or symptoms of suffering. While these concepts are related closely to suffering, they are not identical
and caution should be taken when deciding on the correct tool to use.

As a result of the large number of measures the systematic review identified (n=58), levels of evidence were not
assigned to individual studies. Rather, data pertaining to the psychometric properties of individual measures has
been extracted, as this was deemed the best way of presenting evidence about the appropriateness of each out-
come measure. While the tools presented in this document have been validated in a cancer population and have
sound psychometric properties, the majority have been validated in a research context rather than in a clinical
setting.

Interventions

The search for interventions to alleviate suffering focused on a list of ‘synonyms’ and ‘symptoms’ of suffering.
This was necessary because of the small number of interventions (n = 2) directly targeting suffering. This strategy
allowed for the consistent inclusion of any measure or intervention targeting hope, meaning, or spiritual wellbeing,
and appeared the most reliable of the possible search strategies identified. However, this strategy meant that in-
terventions were excluded where they targeted more ‘conventional’ measures of distress (e.g. anxiety, depres-
sion). Outcomes such as self-efficacy and self-esteem were also excluded, as although improvements in self-effi-
cacy and self-esteem may be associated with alleviation of suffering, its synonyms, and/or symptoms, these vari-
ables themselves were not seen as synonymous or symptomatic of suffering.

The majority of intervention studies were randomised controlled trials or controlled trials. Levels of evidence and
quality were assigned to these studies, which allowed for more in-depth analysis. Most studies were based on



level II evidence, while a small number of interventions were based on level III evidence as they were assessed in
pseudo-randomised controlled trials or non-randomised experimental trials. Study quality was generally strong.

Areas of further research

Based on the evidence included in the systematic review, the following future research areas were identified:

• Clarifying the impact of psycho-educational interventions on spiritual wellbeing, sense of coherence and hope-
lessness.

• The impact of supportive-expressive interventions on hope, spiritual wellbeing, self-transcendence and purpose
in life.

• Whether stress reduction interventions can be generalised to wider patient cohorts and if other specific patient
populations benefit differently from such interventions.

• Particular subsets of patients who would benefit the most from meaning-centred interventions that focus on
measures of hopelessness, desire for death, and will to live.

• Examining individual differences in coping styles between study populations to further explore the results of in-
terventions that aim to alleviate suffering.

• The development of self-help and web based programs for patients to address suffering.
• The relationship between depression and suffering.
• Identifying and responding to unrealistic expectations and denial.
• The meaning of requests for physician-assisted suicide or euthanasia and best-practice responses to these re-

quests from clinicians.
• Barriers and enablers of effective communication with people experiencing suffering.
• The relationship between psychological resilience and suffering.
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Glossary

Anticipatory grief – Describes the grieving process experienced by someone prior to a loss actually occurring.

Art therapy – Used to help patients manage physical and emotional problems by using creative activities to ex-
press emotions and concerns.

Body-mind-spirit therapy – Focuses on developing a positive view of suffering from cancer as an opportunity for
a healthy lifestyle based on the interrelationships between body, mind and spiritual wellbeing and purpose and
meaning in life.

BDI - Becks Depression Inventory.

BHS - Becks Hopelessness Scale.

Burnout – Ascribed condition of physical, mental and emotional exhaustion experienced by a healthcare profes-
sional that may potentially lead to dysfunction.

Cancer continuum – Describes the course of illness experience by those with cancer, that may encompass the
stages from the initial diagnosis to the treatment, survivorship and end of life care for cancer patients.

Chaplain – is a form of professional pastoral minister requiring the skills to provide pastoral, religious and spiritu-
al care in a range of diverse healthcare settings (or in other contexts, such as schools, universities, or prisons).

Clinical depression – Intense feelings of sadness, reduced ability to experience pleasure and very low mood for
longer than two weeks in duration.

http://www.canceraustralia.gov.au


Cognitive behavioural therapy – A form of psychotherapy that helps patients change their behaviour by altering
the way they think about certain things. It is used to treat mental, emotional, personality, and behavioural disor-
ders.

Cognitive-behavioural stress management – A type of stress reduction intervention often in a group setting
that may involve a variety of cognitive-behavioural strategies such as meditation, relaxation and interpersonal
communication that recognises and alters responses to negative thoughts.

Distress – Emotional, mental, social or spiritual suffering. Distress may range from feelings of vulnerability and
sadness to stronger feelings of depression, anxiety, panic and isolation.

Early-stage cancer – The initial stages of cancer growth that usually have not spread to distal parts of the body.

Existential distress – Feelings of hopelessness, burden to others, loss of sense of dignity or self-identity, and in
some cases, desire for death or loss of will to live.

Existential issues – Issues that derive from feelings of isolation, death, desire for meaning and purpose in one’s
life.

EWS - Existential Well-Being Scale.

FACIT – Functional Assessment of Chronic Illness Therapy.

HADS – Hospital, Anxiety and Depression Scale.

HDRS - Hamilton Depression Rating Scale.

HOPES - Hunter Opinions and Personal Expectations Scale.

Haptotherapy intervention – The use of touch to enhance the physical and emotional wellbeing of a patient.

Holistic care – Care that incorporates different types of therapies and services to ensure that the patient’s physi-
cal, emotional, spiritual and practical needs are met.

Hope-centred intervention – Designed to enhance aspects of hope in patients with cancer delivered by both
individual and group interactions.

LGBT- is an acronym that stands for lesbian, gay, bisexual, and transgender.

Imam – A religious leader belonging to the religion of Islam.

Loss of dignity – A symptom of suffering that describes the inability to value the meaning and purpose in one’s
life.

Loss of meaning – Belief that life is no longer worth living; describes feelings of loss of meaning, purpose and
role in one’s life.

McGill QOL - McGill Quality of Life Scale.

Meaning-centred intervention – Designed to build and sustain meaning and spirituality into end–of-life care for
patients with advanced cancer. Interventions may include therapist-guided life review (i.e. life review and dignity
therapy), individual psychotherapy focusing on meaning, and meaning-centred group psychotherapy.



Meaning in life - Presence – This measures the presence of meaning in someone’s life, i.e. how much people
feel their lives have meaning.

Meaning in life - Search – This measures the people’s search for meaning, i.e. how much they strive to find
meaning and understanding in their lives.

Multicultural liaison officer – Person whose role is to increase the connectedness between a patient and their
respective healthcare team.

Meditation – The action or practice of focusing on body movements and breathing to increase one’s awareness
of the present moment, alleviate stress and promote relaxation.

Mindfulness based therapy – Promotes the concept of being “mindful,” and heightened awareness of the
present. Employs practices to relax the body and mind to counteract stress.

Multidisciplinary care – A team approach to cancer treatment and planning.

Multidisciplinary team (MDT) – A comprehensive team of healthcare professionals that may consist of but is not
limited to palliative care specialists, psychiatrists, psychologists, counsellors, dieticians, physiotherapist, pain spe-
cialists, speech pathologists, occupational therapists, hospital liaison officers and social workers.

Music thanatology – Delivered by a specially trained harpist who provides music in palliative care settings, often
using the harp.

Music therapy – The use of music by healthcare professionals to promote quality of life and healing for patients.

NHS - Nowotny Hope Scale.

Non-verbal cue – An intangible or tangible indicator conveyed without speech that provides emotional or other
information about a person, for example, body language, facial expression or non-verbal noise (intangible), or
dress or jewellery (tangible).

Pain specialist – A health professional who specialises in the treatment and alleviation of pain and associated
symptoms.

Palliative care – An approach that improves the quality of life of patients and their families facing problems asso-
ciated with a life-threatening illness. Involves the treatment of physical, psychosocial and spiritual aspects of well-
being.

Palliative care specialist – A health professional who specialises in the management but not the curing of pain
for those with a serious or life-threatening disease.

Pastoral care – a person providing patient-centred, holistic approach to care that complements the care offered
by other helping disciplines while paying particular attention to spiritual care. It focuses on empowering people in
whatever situation they find themselves.

Patient-centred model of care – Innovative approach to the planning, delivery, and evaluation of health care
that focuses on mutually beneficial partnerships among healthcare providers, patients, and families.

PHQ - Patient Health Questionnaire.

Premature reassurance – Reassurance delivered by a healthcare professional that is interpreted as dismissive
and unhelpful by the patient that lacks empathy on the doctor’s behalf.



Priest – An ordained minister of the Catholic, Orthodox, or Anglican Church who has the authority to carry out
sacred rituals specific to a religion.

Psychiatrist – A medical doctor who specialises in the prevention, diagnosis, and treatment of mental, emotional,
and behavioural disorders.

Psycho-educational intervention – Behavioural interventions designed to maintain and improve quality of life,
including psychological, physical, social, and spiritual wellbeing, through repeated sharing of key information.

Psychologist – A health professional who can discuss emotional and personal matters with a patient and their
family and can help with making decisions to promote their wellbeing.

Psychometric property – A measure of the appropriateness, reliability and validity of a tool (eg used to assess
suffering) used to evaluate an outcome or a construct.

Psychosocial – Treatment that is intended to address psychological, social and some spiritual needs.

Quality of life – An individual’s overall appraisal of their situation and subjective sense of wellbeing. Quality of life
encompasses symptoms of disease and side effects of treatment, functional capacity, social interactions and rela-
tionships, and occupational functioning.

Recurrence – Cancer that has come back after treatment.

Risk factors – Variables that increase someone’s chance of developing a disease such as cancer, some of
which are modifiable (e.g. lifestyle) and others which aren’t (e.g. gender).

Rabbi – A religious leader belonging to the religion of Judaism.

Relaxation – A form of therapy where emphasis is put on teaching the patient how to relax both mentally and
physically, and to control breathing, with the aim of reducing emotional distress, and improving control of symp-
toms such as anxiety or pain.

Self-transcendence – One’s ability to overcome personal issues and adversity to enhance broader life perspec-
tives.

SAHD - Schedule of Attitudes Toward Hastened Death.

SOC - Sense Of Coherence

Spiritual care – Care focused on the religious and spiritual needs of a patient and their family to address existen-
tial issues and meaning and purpose in life.

Spiritual distress – Disruption in the life principle that pervades a person’s entire being, which may cause some-
one to express concerns about the meaning of life and death, the meaning of suffering or one’s own existence,
and to seek spiritual assistance.

Spirituality – Having to do with deep, often religious, feelings and beliefs, including a person’s sense of peace,
purpose, connection to others, and beliefs about the meaning of life. Spirituality is subjective and can be ex-
pressed in many unique ways.

Suffering – Physical, psychological, social and spiritual reactions that may encompass demoralisation; existential
distress, existential suffering or existential pain; psycho-spiritual distress; psycho-existential suffering; spiritual
pain; and total pain.



Spiritual care practitioner – is a board term used to refer to practitioners that are appointed and recognised as
the specialist in the provision of spiritual care. The practitioner may be paid or unpaid, providing spiritual care to
individuals through person-centred, relational, supportive and holistic care - seeking out and responding to ex-
pressed spiritual needs. This may include managing requests from an individual for a faith representative of their
choice.

Spiritual intervention – Designed to address the spiritual concerns of patients by incorporating an explicitly spiri-
tual component to elevate feelings of hope, happiness, life satisfaction and health.

Spitzer QLI - The Spitzer Quality of Life Index.

Stage – The extent of a cancer and whether the disease has spread from an original site to other parts of the
body.

Stress reduction intervention – designed to help enable people to manage different stressors by helping them
develop a conscious awareness (i.e. mindfulness) of their behaviour, emotions and responses in a non-judge-
mental and accepting manner.

Supportive care – Improving quality of life for people with cancer from different perspectives, including physical,
social, emotional, financial and spiritual.

Supportive-expressive intervention – Encompass both supportive group and individual therapy designed to en-
hance overall Quality of Life.98 Interventions may include individually-delivered telephone therapy, forgiveness
therapy, face-to-face and telephone delivered support groups.

Support group – A group of individuals with a common experience who meet regularly, often with a leader to
guide the discussion, to provide support and emotional caring for each other. Groups may be organised through
hospitals, cancer control organisations or by individuals. Group members include patients and/or partners and
carers. Other components of support may include provision of practical or material aid, information, guidance,
feedback and validation of the individual’s stressful experiences and coping choices.

Survivorship phase – In cancer, survivorship focuses on the health and life of a person with cancer beyond the
diagnosis and treatment phases. Survivorship includes issues related to follow-up care, late effects of treatment,
second cancers, and quality of life. Family members, friends, and caregivers are also part of the survivorship ex-
perience.

Tai chi – A Chinese derived exercise that utilises breathing, visualisations and movements to enhance overall
wellbeing.

Terminal illness – Diagnosis of an incurable disease that will ultimately lead to death.

Working Group consensus – Endorsement of a specific statement (or information) by a multidisciplinary work-
ing group of clinical experts and consumers, in the absence of direct supporting evidence.

Yoga – A practice with Hindu origins that aims to bring the body, mind and spirit into a state of tranquillity and
peacefulness through gentle and controlled body movements.

Appendix 1 - Measures of suffering and its various analogues

Note – Abbreviations of measurement scales are listed at the end of this section and in the Glossary.



For a full list of measures of suffering and its various analogues, see: Conceptualisation, assessment and inter-
ventions to alleviate suffering in the cancer context: a systematic literature review.

Measures of Suffering

Pictorial Representation of Illness and Self Measure (PRISM), BÃ¼chi et al, 200299

The PRISM is a novel method of measuring patient suffering. In this task, the patient is asked to imagine that an
A4 board represents their life and that a fixed yellow disk in the bottom right hand corner represents their ‘self’.
They are asked to place another disk on the board to represent the current importance of their illness in their life.
The distance between these two disks provides a Self Illness Separation (SIS) score.100 The revised PRIMS-R2
provides three sizes of disk to indicate perceived severity of illness;101 both task take 4–8 minutes.100 Although
face-to-face administration may be preferable,101 the PRISM and its variants have been administered via mail.101,

102

The PRISM was validated in a sample of patients with a variety of chronic physical illnesses (n=700) showing
strong test-retest reliability (r = 0.95), inter-rater reliability (r = 0.79) and convergence with other measures includ-
ing SF-36 (physical r=0.35, metal r=0.20), HADS Depression (r=-0.31) and SOC (r=0.23).99 Qualitative data
showed that patients had a consistent understanding of the task and aligned with the conceptualisation of suffer-
ing found in the literature with low scores associated with intrusiveness, lack of control and interference. PRISM-
R@ was validated in a in a large population based sample of patients with various cancers (n=1299) showing
convergence with the SF-36 (physical r=0.17, metal r=0.19 and the Quality of life- Cancer survivors questionnaire
(r=0.26).101

The advantages of this measure include its brevity, simplicity, and ease of use.100 In addition, by not specifying
items and domains it allows for a subjective assessment of suffering due to illness regardless of how patients
individually define this.101, 102

Other available measures of suffering were Mini-Suffering State Examination (MSSE).103

Measuresof Hopelessness and demoralisation

Hopelessness Assessment in Illness Questionnaire (HAI), Rosenfeld et al, 2011104

Hopelessness Assessment in Illness (HAI) Questionnaire was developed specifically for terminally ill cancer pa-
tients in a palliative care setting. To avoid results being confounded by prognosis of the patient, this scale was
designed to measure hopelessness relatively distinct from prognostic awareness (PA) and psychometric analysis
shows a promising ability to do so. The scale can be self-administered or read aloud to the patient. HAI uses
anchored hierarchical statements rather than a question-answer response format, with patients choosing which of
three statements most applies to them, for example ‘I don’t feel discouraged about my future’, ‘I sometimes feel
discouraged about my future’ or ‘I often feel discouraged about my future’. The eight items explore four aspects of
hopelessness; affective elements of despair, will to live, sense of futility and cognitive rigidity.

The items for the scale were developed through a three-stage process: 1) qualitative analysis of interviews were
conducted with palliative care experts and patients with advanced cancer to determine the aspects of hopeless-
ness to be included 2) classical test theory and item response analysis in order to refine the initial 20 item scale
(n=314) and 3) validation in a separate sample of cancer patients (n=228).104 The scale showed concurrent valid-
ity with other scales of helplessness BHS (r=0.78) and BHS-7 (r=0.70) and with a clinical rating of hopelessness
(CRH) (r=0.74) (based on a Wilson et al’s 2004 brief structured interview). These measures showed lower corre-
lations with measures of prognosis and illness severity, suggesting the HAI was successful in its goal of reducing
the confounding impact of prognosis on hopelessness. HAI also showed significant correlations with depression



and psychological distress measures (HADS r=0.65 to 0.61), FACIT Spiritual Well-Being scale (r=-0.64, SAHD
r=0.60). Importantly, after controlling for other predictors (depression, social support and prognostic awareness)
HAI accounted for more of the variance in SAHD than other measures of hopelessness (HAI=13%, BHS=8%,
CRH=5%) and more variance in the suicidal ideation than the BHS but not the CRH (HAI=16%, BHS=4%,
CRH=20%).

The major strength of the HAI is its strong content validity due to the systematic development of the items. The
brevity (8 items) is also an important strength when considering use in a palliative care population and while
anchored statements increase the length of the instrument, subjective reports from the researchers indicate that
this style of statement increases the ease of comprehension for the terminally ill patient. Considering its brevity,
HAI shows strong internal consistency (a=0.87) and substantially greater ability to predict outcome variables than
other measures of hopelessness. HAI has the potential for a brief screening tool in the clinical setting although
further research is required to determine how best this may be implemented.

Demoralisation Scale, Kissane et al, 2004105

The Demoralisation Scale was developed specifically for use in cancer patients and consists of 24 brief items that
can be self-administered. A brief introduction prompts patients to indicate how frequently each item applies to
them over the last two weeks using a 5-point response scale (never, seldom, sometimes, often, all the time). The
advantage of the Demoralisation Scale is its comprehensiveness, with 24 items and five distinct domains deter-
mined through factor analysis, allowing for a detailed examination of the patient. Example items include ‘my role
in life has been lost’ loss of meaning, ‘I tend to feel hurt easily’ and ‘I feel guilty’ (dysphonia, explore non-specific
emotions of distress and regret), ‘I feel quite isolated and alone’ (disheartenment), ‘I no longer feel emotionally in
control’ (hopelessness) and ‘I am a worthwhile person’ (sense of failure, reversed).

The Demoralisation Scale was primarily developed based on the authors’ clinical experience and knowledge of
the literature and involved 15 cancer patients in the review process, asking them to comment particularly on the
comprehensibility and acceptability of items. Items were revised until the authors reached a consensus on items
that represented the construct (face validity). The original validation study took place in a clinical setting with ad-
vanced cancer patients (n=100) recruited from pain and palliative care or psycho-oncology clinics in Australia.105

The scale shows strong psychometric properties with high internal reliability in each factor (a=0.71 to 0.89) and
concurrent validity with a number of other measures including HOPES (r=-0.65), McGill QOL (r=-0.76), BDI
(r=0.76, PHQ (r=0.79), BHS (r=0.67) and SAHD (r=0.577).105 Similar results were found in a subsequent valida-
tion study conducted in Ireland (n=100).106 While the original study Kissane et al (2004)105 suggested that demor-
alisation was distinct from depression, Mullane et al (2009)106 found the interpretation of the data to be inade-
quate finding convergence between the two constructs in their sample and upon reanalysis of the Kissane et al
(2004)105 data.

Other available measures of hopelessness and demoralisation: Beck Hopelessness Scale (BHS);107 Cancer
Care Monitor (CCM) – Despair Subscale;108 Demoralisation Scale;109 Single-item screening tool for hopeless-
ness (Structured Interview for Symptoms and Concerns, SISC;110 Subjective Incompetence Scale (SIS).111

Measures of Hope

Herth Hope Index (HHI), 1992112

The Herth Hope Index (HHI) is an abbreviated short version of the 30-item Herth Hope Scale.113 HHI is designed
specifically for use in a clinical setting with specific attention given to designing simple items and items relating to
adults experiencing alterations in health status. This self-report measure consists of 12 items and uses a four-
point Likert scale, ‘strongly disagree (1)’ to ‘strongly agree (4)’. The tool’s three subscales were determined
through factor analysis and correspond with Dufault and Martocchio’s (1985) model of hope. The temporality and



future subscale comprises items that focus on the positive perception of the self and others and the experience of
time on hope, such as ‘I believe that each day has potential’. The positive readiness and expectancy subscale
includes items to measure feelings of expectancy and action orientation to affect outcomes such as, ‘I have a
sense of direction’. Interconnectedness, contains items that measure the mutuality of hopes and the life situations
that surround, influence and are a part of a person’s hope such as, ‘I am able to give and receive care/love’.

The content and face validity was assessed by two panels, consisting of research experts, clinicians and consum-
ers and was pilot tested to insure the usability of the tool. The HHI has been validated in both non-cancer112 and
cancer populations114 with preliminary results supportive of the scale’s reliability and validity. The scale shows
good internal consistency, both for the entire sample (α = 0.97) and each domains (α = 0.78 - 0.86).112 Concur-
rent validity has been shown with the original HHS (r=0.91), EWS r=0.84) and the NHS (r=0.81).112 Divergent val-
idity was shown with depression assessed by the BHS. These findings suggest that this 12-item scale is as pow-
erful as the Herth Hope Scale, the 30-item version it was based on.113 Further, a recent review suggests that HHI
has been used in a number of studies in the cancer context to date.115

Other available measures of hope include Adult Dispositional Hope Scale (ADHS);116 Herth Hope Scale (HHS);
113 Hope Differential (HD);117 Hope Differential-Short (HDS);118 Miller Hope Scale (MHS);119 Nowotny Hope
Scale (NHS).120

Measures of Spiritual wellbeing

Functional Assessment of Chronic Illness Therapy - Spiritual Wellbeing (FACIT-Sp), Peterman et al,
2002121

The Functional Assessment of Chronic Illness Therapy – Spiritual Wellbeing Scale (FACIT-Sp) comprises 12 self-
report items with two subscales. The 8-item Meaning/Peace subscale assesses a sense of meaning, peace, and
purpose in life with items including ‘My life has been productive and ‘I am able to reach down deep into myself for
comfort’. The 4-item Faith subscale measures several aspects of the relationship between illness and one’s faith
and spiritual beliefs with items including ‘I find strength in my faith or spiritual beliefs and ‘I know that whatever
happens with my illness, things will be okay’. The scale is can be completed as a self-report measure, with a five-
point Likert scale of 0 ‘not at all’ to 4 ‘very much’ reflecting the patient’s experiences in the seven days prior to the
interview.

The scale was developed in a comprehensive process involving interviews with cancer patients, psychothera-
pists, and religious experts.121 The scale and its subscales show adequate internal consistency (a=0.81 to 0.88).
None of the correlations between the Meaning/Peace subscale and other measures of spirituality and religion as-
sessed in one validation study met the criteria established by the authors of that study for a significant degree of
shared variability.121 They suggest that this scale measures a concept distinct from those assessed by other
measures (i.e., the sense of meaning and purpose provided by spirituality, as well as a sense of connection to
something bigger than one’s self that is associated with feelings of harmony and peace). However, they base this
conclusion on the face validity of the scale, and suggest that further research into the construct validity of the
scale is required. It has been argued by others that the Meaning/Peace subscale represents existential wellbeing,
while the faith subscale represents religious wellbeing, a construct more closely related to individual religiosity.122

Confirmatory factor analysis has subsequently been used to support a hypothesised three-factor model for the
FACIT-Sp, comprising cognitive (i.e., meaning) and affective (i.e., peace) aspects of spirituality as well as faith.
123, 124 Responsiveness to change has also been found in a number of studies.15 16 17 18

A major advantage of FACIT-Sp is that it was developed and validated in a large sample size with a large propor-
tion of cancer patients (1,167 patients, 83% with cancer), consists of only 12 items, is used frequently in the con-
text of cancer, and has substantive data available about its psychometric properties. FACIT-Sp is also a part of
the large FACIT measurement suite, which has well-published and rigorous standards of measurement develop-
ment.



Other available measures of hope include Are you at peace? Single item;125 JAREL Spiritual Wellbeing Scale;
126 Spiritual Wellbeing LASA item127, 128 Peace, Equanimity and Acceptance in the Cancer Experience (PEACE);
129 Self Transcendence Scale (STS),130, 131 Spirit 8;132 Spiritual Health Inventory (SHI) Patient form, Nurse form;
133 Spiritual Perspective Scale (SPS);134 Spirituality Transcendence Measure (STM);135 Spiritual Wellbeing Scale
(SWBS).136, 137

Measures of Meaning

The Life Attitude Profile - Revised (LAP-R), Reker, 1992138 [as cited in139 and140]

The Life Attitude Profile – Revised (LAP-R) is a self-report multi-dimensional measure of meaning that assesses
both meaning and purpose in life, along with the motivation to find meaning and purpose in life. The measure
aims to assess meaning in life independent of personal values, and is based on the conceptualisation that mean-
ing in life is a commitment to one’s goals and fulfilment. The measure consists of 48 questions using a seven-
point Likert scale from ‘strongly agree’ to ‘strongly disagree’ and takes about 15 minutes to complete. Six sub-
scales are included in the measure: purpose, coherence, choice/responsibleness, death acceptance, existential
vacuum and goal seeking. The measure also allows two composite scores: Personal Meaning Index and Existen-
tial Transcendence.138 Example questions include:

• My past achievements have given my life meaning and purpose (purpose)
• I have a framework that allows me to understand or make sense of my life (coherence)
• I determine what happens in my life (choice/responsibleness)
• Since death is a natural aspect of life, there is no sense worrying about it (death acceptance)
• I feel the lack of and a need to find a real meaning and purpose in my life (existential vacuum), and
• I am eager to get more out of life than I have so far (goal seeking)

The LAP-R a revised version of the 56 item The Life Attitude Profile141 was originally validated in a sample of
university students. The scale shows good internal consistency (α = .77 to .91) and test-retest reliability (4-6
weeks r = .77 to .90).

One strength of this measure is the availability of normative data from non-clinical samples.139 The Personal
Meaning Index has been used in the cancer context142, 143 and in a number of languages.144-146 It has sound
psychometric properties, and in a recent review of measures it was considered the measure of choice for re-
searchers seeking to explore the link between global meaning and other variables in the context of cancer.139

Functional Assessment of Chronic Illness Therapy - Spiritual Well Being Scale (FACIT-Sp): Meaning/
Peace subscale, Peterman et al, 2002121

FACIT-Sp Meaning/Peace subscale consists of eight items assessing the sense of meaning, peace and purpose
in life. The scale can be completed as a self-report measure, with a five-point Likert scale of 0 ‘not at all’ to 4 ‘very
much’ to reflect the experiences of the patient in the seven days prior to the interview.

The focus of the measure is on global, rather than specific, meaning, with cancer not specifically linked to the
concepts of any of the included items.139 The advantage of this measure is that it is part of the large FACIT
measurement suite, which has well-published and rigorous standards of measurement development.

Other available measures of meaning include Chinese Cancer Coherence Scale (CCCS);79 Constructed
Meaning Scale;147 Illness Cognition Questionnaire (ICQ);148 Internal Coherence Scale (ICS);149 Life Attitude Pro-
file (LAP) (228); Life Evaluation Questionnaire (LEQ);150 Meaning in Life questions151 Meaning in Life Question-
naire (MLQ) (231); Meaning in Life Scale (MiLS);152 Meaning in Suffering Test (MIST);153 Perceived Meanings of



Cancer Pain Inventory (PMCPI);154 Personal Meaning Profile(155 cited in156); Positive Meaning and Vulnerability
Scale;157 Purpose in Life Test (Lee and Pilkington);158 Purposelessness Boredom and Understimulation scale
(PUB)159 ; Schedule for Meaning in Life Evaluation (SMiLE);160 Sense of Coherence Scale (Orientation to Life
Questionnaire);161 Sources of Meaning Profile (SOMP) and Sources of Meaning Profile – Revised (SOMP-R) (162

cited in139 and163); World Assumptions Scale.164

Measures of Multi-dimensional measures of quality of life including a spiritual/existential dimen-
sion

McGill Quality of Life Questionnaire (MQOL), Cohen et al, 1996,165 Cohen et al, 1997166

The McGill Quality of Life (MQOL) questionnaire167was developed specifically to assess multiple quality of life
domains in patients facing life-threatening illness. The measure is brief and a low burden on the patient, with only
17 items asking patients to recall their feelings in the past two days. The questions cover four subscales: physical
(seven items), psychological (three items), outlook (five items), existential (three items), as well as a question on
global QOL.

The first six items, which form the physical subscale, ask the patient to list the three symptoms that have caused
them the most trouble in the last two days, and then to rate how much of a problem these symptoms were for
them on a seven- point scale (1 = no problem and 7 = tremendous problem). All other questions consist of a sin-
gle question that is answered on a seven-point numerical scale between two opposing descriptors, for example:

1. My most troublesome symptom is: ___________________ (physical)

1 2 3 4 5 6 7

no problem tremendous problem

4. How much of the time do you feel sad? (psychological)

1 2 3 4 5 6 7

never always

7. In achieving life goals I have: (existential)

1 2 3 4 5 6 7

Made no progress whatsoever progressed to complete fulfilment

The scale was originally validated in a sample of 247 oncology day centre patients165 and subsequently in a sam-
ple of patients with advanced cancer treated in a palliative care service, at home in an inpatient unit (n=95). Good
internal consistency was found for both the total scale (a = 0.83 to 0.89)165, 166 and subscales scores (a = 0.70 to
0.77).165, 166 Convergent and divergent validity of the scale and subscales was shown with Spitzer QLI.

The strengths of this measure are that it is brief and can be self-reported or completed with assistance, it was
developed and validated simultaneously in both English and French languages, and additionally validated in other
languages. Substantive data are available about psychometric properties and interpretation in the cancer context.
165, 166 While this measure is designed to ensure that each question is applicable to all respondents, the ques-



tions are more general than other Quality of Life scales. This means that the measure is useful for identifying
problem areas but it does not provide as much detail about these areas as other measures.

Other available multi-dimensional measures of quality of life including a spiritual/existential dimension
include:Hospice Quality of Life Index (HQLI);168 Long-Term Quality of Life (LTQL) instrument;169 Quality of Life
at the End of Life – Cancer (QUAL-EC);170 Quality of Life Concerns in the End of Life (QOLC-E);171 Quality of Life
– Cancer Survivors (QOL-CS);172 Quality of Life Index (QLI) – Generic version;173174 Quality of Life Index -Can-
cer Version (QLI – CV);175 Skalen zur Erfassung von Lebens Qualitat bei Tumorkranken-modified version (SELT-
M);176 World Health Organization’s Quality of Life 100 Spirituality/Religion/Personal Beliefs subscale (WHO-
QOL-100 SRPB).177, 178

Measures of Distress in palliative care

Schedule of Attitudes toward Hastened Death (SAHD), Rosenfeld et al, 1999,179 Rosenfeldet al, 2000180

The Schedule of Attitudes toward Hastened Death (SAHD) was developed to provide a standardised tool to as-
sess medically ill patients’ desire for hastened death in response to the growing public debate regarding assisted
suicide and euthanasia. The SAHD was intended to encompass several potential aspects of the desire to hasten
death, including concerns regarding QoL, social and personal factors, and thoughts or actions taken to hasten
one’s death, however no subscales are included.

The measure is brief, with only 20 items in a true/false answer format. Unlike other measures of desire to hasten
death, the SAHD measures this desire on a continuum, with scores ranging from 0 to 20 rather than as a dichoto-
mous variable (yes/no). Higher scores are indicative of a increased desire for death. The scale also allows for
potential comparisons to be made between low, moderate and high levels of desire for death. Example items in-
clude:

• I feel confident that I will be able to cope with the emotional stress of my illness
• I am seriously considering asking my doctor for help in ending my life
• I hope my disease will progress rapidly because I would prefer to die rather than continue living with this illness
• I want to continue living no matter how much pain or suffering my disease causes
• dying seems like the best way to relieve the emotional suffering my illness causes.

The scale has been validated in both non-cancer (n=195)179 and cancer populations (n=92).180 The scale shows
good internal consistency (a = 0.88-0.89).179,180 In cancer patients the SAHD correlated strongly with the DDRS,
a clinician- rated measure of desire for death (r=0.67) and was highly correlated with the measures of depression
and hopelessness including HDRS (9r=0.49) and BHS ( r=0.55). Measures of physical wellbeing were also corre-
lated with SAHS in the expected direction.

The 0-20 scale in the SAHD allows for greater variability in the desire for death ratings, which may be more
meaningful for research. While further research may provide validation for use in a clinical setting, currently this
tool is only validated for use in research.

Other available measures of distress in palliative care include Single-item screening tool for desire for death
(Structured Interview for Symptoms and Concerns, SISC).110

Abbreviations of measurement scales

BDI - Becks Depression Inventory



BHS - Becks Hopelessness Scale

EWS - Existential Well-Being Scale

FACIT  Functional Assessment of Chronic Illness Therapy

HADS - Hospital Anxiety and Depression Scale

HDRS - Hamilton Depression Rating Scale

HOPES - Hunter Opinions and Personal Expectations Scale

McGill QOL - McGill Quality of Life Scale

NHS - Nowotny Hope Scale

PHQ - Patient Health Questionnaire

SAHD - Schedule of Attitudes Toward Hastened Death

SOC - Sense Of Coherence

Spitzer QLI - The Spitzer Quality of Life Index

Appendix 2 - Interventions

Psycho-educational interventions

A psycho-educational intervention can be defined as a behavioural intervention focusing on the improvement of
quality of life, including psychological, physical, social and spiritual wellbeing, which incorporates skilful informa-
tion giving, discussion of concerns, problem solving, coping skills training, expression of emotion, and social sup-
port.181, 182Examples include health education programs, telephone counselling and patient empowerment pro-
grams. Some interventions target both patients and partners or carers, while others focus only on the individual
with the cancer diagnosis.

The nine studies included in the review had different aims and used different tools to assess the outcomes. Sev-
en were randomised controlled trials, one a pseudo-randomised controlled trial, and one a non-randomised ex-
perimental trial. The results are inconsistent, particularly regarding spiritual wellbeing, and therefore overall inter-
pretation is difficult. Only five studies assessed spiritual wellbeing specifically, with two finding a positive impact21,

22 and the other three resulting in non-significant changes.182-184 In one study23 a significant change in the inter-
vention group was reported for hopelessness, at least initially. In another study185there was a non-significant
change in hopelessness in the intervention group.

However, there were no significant outcomes reported for other measures across all studies. It appears, there-
fore, that spiritual wellbeing and hopelessness may be positively impacted by certain psycho-educational inter-
ventions in some circumstances, but findings are inconsistent and further research is recommended.

The studies listed in Table 1 below include those demonstrating significant changes in the intervention group of at
least one of the measured outcomes of suffering.

See the systematic review for full details of assessed studies.2



Table 1: Summary of psycho-educational intervention studies reporting significant findings in the inter-
vention group measuring outcomes of suffering

Study Intervention and control Outcome

Badger (2011)21

USA

Study type
RCT

Level of evidence
Level II

Quality
Strong

Measures
Quality of Life – Breast Cancer
(QOL-BC) spiritual wellbeing scale

Two telephone-delivered interven-
tions compared with each other to
assess effectiveness of maintaining
and improving quality of life for pros-
tate cancer survivors and carers:

A) Interpersonal counselling and
cancer education, addressing mood
and emotional expression, and facili-
tating ability to process and adapt to
stressful situations (n=36).

B) Health education providing written
material about prostate cancer and
other cancer topics, but no counsel-
ling provided (n=35).

Both interventions delivered over two
months; weekly for survivors; fort-
nightly for carers.

Significant improvement over time in
spiritual wellbeing for health educa-
tion group for both survivors and
carers. Improvements also in de-
pression, negative affect, stress and
fatigue.

No significant changes over time for
the interpersonal counselling group,
but survivors did have high QOL at
baseline which did not deteriorate
over time, and also showed improve-
ments in depression.

Ferguson (2012)22

USA

Study type
RCT

Level of evidence
Level II

Quality
Strong

Measures

Quality of Life – Cancer Survivors
(QOL-CS), Multiple Ability Self-Re-
port Questionnaire (MASQ), Centre
for Epidemiological Study – Depres-
sion (CES-D), Spielberger State-
Trait Anxiety Inventory (STAI), Treat-
ment Satisfaction scale.

Breast cancer survivors > 18 months
(n=19) post-chemotherapy offered
brief cognitive behaviour therapy in
the form of Memory and Attention
Adaptation Training (MAAT) for man-
agement of cognitive dysfunction fol-
lowing chemotherapy. Aim is to give
participants compensatory strategies
to address chronic memory dysfunc-
tion.

Four fortnightly visits with phone
contact between visits.

Control: Waitlist (n=21)

Significant improvement in interven-
tion group on spiritual wellbeing sub-
scale of QOL-CS and high partici-
pant satisfaction of intervention.

Northouse (2005)23

USA

Study type

Patients with advanced breast can-
cer and their families (n=94 dyads)
completed the FOCUS program to
improve family communication, opti-

Significantly less patient hopeless-
ness and less negative appraisal of
illness than the control group at



Study Intervention and control Outcome
RCT

Level of Evidence
Level II

Quality

Strong

Measures

Appraisal of Illness Scale or Apprais-
al of Caregiving Scale, Mishel Un-
certainty in Illness Scale, Beck
Hopelessness Scale, the Brief
COPE, the FACT scale version three
and the SF-36 Health Survey.

mistic thinking and coping skills;
identify family strengths; and in-
crease knowledge of disease, symp-
toms and self-care.

Delivered by three monthly nurse
visits and two follow-up phone calls.

Control: Usual care (n=88 dyads)

three months follow-up, but not sus-
tained at six months follow-up.

No difference in quality of life be-
tween intervention and control
groups.

Delbar (2001)24

Israel

Study type
RCT

Level of Evidence
Level III

Quality
Strong

Measures

Sense of Coherence scale, Multidi-
mensional Health Locus of Control
scale, and Symptom Control Assess-
ment, all provided at baseline and
six months later after intervention.

Nurses visited patients with early-
stage cancer (n=48) to address pa-
tient complaints and symptoms. Aim
is to increase patients’ internal re-
sources to improve self-care and
coping through providing information
and emotional support.

Fortnightly visits for three months.

Control:  Usual care (n=46), with pa-
tients filling out SOC, MHLC and
SCA measures at baseline and six
months later.

Decreased intensity of all symptoms,
and increased independence, fami-
lial help, and knowledge among in-
tervention group, in contrast to either
stability or deterioration in control
group.

Improvements over time in Sense of
Coherence measure in intervention
group, but a decrease in SOC over
time for control group.

However, intervention and control
groups not directly compared, and
baseline scores differed significantly.

Intervention worthy of further investi-
gation.

Koinberg (2006)25

Sweden

Study type
Non-randomised experimental trial

Level of evidence
Level III-2

Quality
Good

Early breast cancer patients (n=50)
completed a multidisciplinary educa-
tion program that included four
weekly lectures about different
breast-cancer related issues.

Control:  Usual care (n=47), tradi-
tional follow-up to a physician twice
yearly).

No significant differences between
intervention and control regarding
Sense of Coherence at baseline or
at one-year follow-up.

Although there was no significant
change in the intervention group,
there was a statistically significant
worsening of SOC in control group.



Study Intervention and control Outcome
Measures
Sense of Coherence (SOC), Func-
tional Assessment of Cancer Thera-
py General Scale (FACT-G), Self-
Care Aspects questionnaire (SCA)

 

Meaning-centred interventions

The aim of meaning-centred interventions is to build and sustain meaning and spirituality into end–of- life care for
patients with advanced cancer.17 Interventions studied ranged from therapist-guided life review (e.g. life review
and dignity therapy), individual psychotherapy focusing on meaning, and meaning-centred group psychotherapy.

In the five studies included in the review a range of different tools and measures were implemented to assess
suffering outcomes.

Overall, four of the five Level II studies15-18 provided evidence suggesting that meaning-centred interventions can
significantly and positively impact on meaning in advanced cancer patients. However meaning-centred interven-
tions did not impact on patients’ hopelessness, desire for death or will to live.

In Table 2, meaning-centred intervention studies with statistically significant changes to at least one of the meas-
ured suffering outcomes in the intervention group compared with the control group are described.

See the systematic review for full details of assessed studies.2

Table 2: Summary of meaning-centred intervention studies reporting significant findings in the interven-
tion group measuring outcomes of suffering

Study Intervention and control Outcome

Ando (2010)15

Japan

Study type
RCT

 

Level of Evidence
Level II

Quality
Strong

Measures
Functional Assessment of Chronic
Illness Therapy-Spiritual (FACIT-Sp)

Terminally ill cancer patients re-
ceived a one week Short-Term Life
Review (n=38) for the enhancement
of spiritual wellbeing, to assess the
effect of the therapy on anxiety, de-
pression, suffering, and elements of
a good death.

Control: General support in the first
and second sessions (n=39).

Intervention group showed signifi-
cantly greater improvement com-
pared with the control group in The
FACIT-Sp, Hope, Life Completion,
and Preparation scores.

HADS, Burden, and

Suffering scores in the intervention
group also had suggested greater al-
leviation of suffering compared with
the control group.



Study Intervention and control Outcome
scale, the Hospital Anxiety and De-
pression Scale (HADS) and items
from the Good Death Inventory
(Hope, Burden, Life Completion, and
Preparation).

Breitbart (2010)17

USA

Study type
RCT

 

Level of Evidence
Level II

Quality
Strong

Measures
Beck Hopelessness Scale (BHS),
FACIT-Sp, Schedule of Attitudes to-
ward Hastened Death (SAHD), The
Life Orientation Test (LOT) and the
HADS.

Patients with advanced (stage III or
IV) solid tumour cancers completed
an 8-week Meaning Centred

Group Psychotherapy (MCGP)
(n=49) aimed to enhance a sense of
meaning, peace and purpose in pa-
tients’ lives at end of life.

Patients were screened for spiritual
wellbeing, meaning, hopelessness,
desire for death, optimism/pessi-
mism, anxiety, depression and QOL,
and were assessed before and after
the intervention, and 2 months later
by a psychiatrist or clinical psycholo-
gist.

Control: Supportive group psycho-
therapy (SGP) (n=41) consisting of
discussion of issues/themes that
emerge for patients coping with can-
cer.

Patients in the MCGP experienced
significantly greater improvements in
their spiritual wellbeing and a sense
of meaning.

Treatment gains were even more
substantial (based on effect size es-
timates) at the second two month fol-
low-up assessment.

Improvements in anxiety and desire
for death were also significant at the
two month follow- up (and increased
over time). There was no significant
improvement on any of these varia-
bles for patients participating in
SGP.

Breitbart (2012)16

USA

Study type
RCT

 

Level of Evidence
Level II

Quality
Strong

Measures
Primary outcome measures as-
sessed

Patients with stage III or IV cancer
received seven sessions of Individu-
al Meaning-Centred Psychotherapy
(IMCP) (n=64).

Patients were assessed before and
after the intervention and 2 months
post-intervention.

Control: Therapeutic massage (TM)
(n=56).

At post-treatment, IMCP participants
had significantly greater improve-
ment than the control condition for
primary outcomes of spiritual wellbe-
ing (meaning, faith and quality of life
measures).

Significantly greater improvements
for IMCP patients were also ob-
served for the secondary outcomes
of symptom burden and symptom-re-
lated distress however not for anxi-
ety, depression, or hopelessness.

However at the 2-month follow-up
assessment, the improvements ob-
served for the IMCP group were no
longer significantly greater than
those observed for the TM group.

 



Study Intervention and control Outcome
FACIT, Spiritual Wellbeing Scale
(SWB) and the McGill Quality of Life
Questionnaire (MQOL).

Secondary measures included the
HADS, the BHS, the Memorial
Symptom Assessment Scale
(MSAS), and a clinical status as-
sessment (e.g. cancer diagnosis,
treatment history).

Henry (2010)18

Canada

Study type
RCT

 

Level of Evidence
Level II

Quality
Strong

Measures
The primary outcome of existential
distress was measured by the FA-
CIT-Sp-12 Meaning subscale and
the MQOL Existential subscale.

The HADS and the

General Self-Efficacy Scale (GSES)
were used to measure anxiety, de-
pression and self-efficacy.

Newly diagnosed patients with Stage
III or IV ovarian cancer completed
The Meaning-Making intervention
(n=12). The Meaning-Making inter-
vention (MMI) is a brief, individual-
ised and manualised therapeutic ap-
proach designed to facilitate the
search for meaning following a can-
cer diagnosis. The MMI varied from
1–4 intervention sessions of 30–90
min (individualized to respect the pa-
tient’s psychological and physical ca-
pacity to address issues) with a
therapist promoting self-exploration

Control:  Usual care (n=12).

Compared to the control group, pa-
tients in the experimental group had
a better sense of meaning (FACIT-
Sp-12 Meaning subscale) in life at
one and three months post-interven-
tion.

Stress reduction interventions, including yoga, mindfulness, meditation and cognitive-behaviou-
ral stress management

The aim of some stress-reduction interventions is to enable people to better manage different stressors by help-
ing them develop a conscious awareness (i.e. mindfulness) of their behaviour, emotions and responses in a non-
judgemental and accepting manner.27 These and other stress-reduction interventions may include elements of
relaxation to reduce psychosocial stress.186 Examples of practices incorporating mindfulness and/or relaxation in-
clude meditation, cognitive-behavioural stress management and yoga.

The 10 studies in which a type of stress-reduction intervention was trialled varied in nature and modality. In nine
of the studies, significant effects were found on at least one outcome measure relating to spirituality. In particular,
in four studies27, 28-30 significant effects were reported for spiritual wellbeing, while in one study no effect was



found.186 In four studies there was a significant effect for benefit finding.31,32,33,34 In one study a significant effect
for meaning/peace35 was described and in another a significant effect for meaningfulness and comprehensibility
(sense of coherence [SOC])28 was found. The maintenance of each of these effects in patients varied.

The results suggest that stress-reduction interventions are a promising way of enhancing spiritual wellbeing and
meaning/benefit finding.

In Table 3, stress-reduction interventions demonstrating significant changes of at least one of the measured out-
comes of suffering in the intervention group are listed.

See the systematic review for full details of assessed studies.2

Table 3: Summary of stress reduction intervention studies reporting significant findings in the interven-
tion group measuring outcomes of suffering

Study Intervention and control Outcome

Antoni (2001)32

USA

Study type
RCT

Level of Evidence
Level II

Quality
Strong

Measures
Results measured using a 17-item
Benefit Finding scale, and an Emo-
tional Processing item (both devel-
oped for this study), Profile of Mood
States (POMS), Centre for Epide-
miological Study – Depression
(CES-D), Impact of Events Scale
(IES), Life Orientation Test – Re-
vised (LOT-R).

Patients with early breast cancer
completed a cognitive-behavioural
stress management group interven-
tion. Sessions included relaxation
training and strategies to cope better
with cancer-related stress, increase
confidence and express emotions.

The intervention consisted of ten
weekly 2-hour sessions.

Control: One condensed (5-hour)
stress reduction seminar.

Intervention and control had similar
reports of benefit finding at baseline
but intervention group had signifi-
cantly higher benefit finding scores
at 3-month follow-up, but this had fa-
ded by 9 months.

Antoni (2006)34

USA

Study type
RCT

Level of Evidence
Level II

Quality

As above and also including some
non-early stage but non-metastatic
breast cancer patients (N=92).

A significant effect for benefit finding
in the intervention group that was
sustained over time.



Study Intervention and control Outcome
Strong

Measures
Results measured using a 17-item
Benefit Finding scale, Sickness Im-
pact Profile, Positive States of Mind
(PSOM), Affects Balance Scale
(ABS), and Measure of Current Sta-
tus (MOCS).

Henderson (2012)28

USA

Study type
RCT

Level of evidence
Level II

Quality
Strong

Measures
Sense of Coherence (SOC), Func-
tional Assessment of Cancer Thera-
py (FACT-B) including spiritual
items, Beck Depression Inventory
(BDI), Beck Anxiety Inventory (BAI),
Symptom Checklist 90 Revised
(SCL-90-R), Rosenberg Self-Esteem
Scale, UCLA Loneliness Scale, Men-
tal Adjustment to Cancer Scale
(Mini-MAC), Courtauld Emotional
Control Scale (CEC)

Early breast cancer patients re-
ceived mindfulness-based stress re-
duction intervention that included
meditation and yoga (n=53).

The intervention consisted of  seven
3-hour sessions and full-day silent
retreat over 8 weeks, plus three 2-
hour booster sessions over three
months.

Control: 1) Usual care with monthly
supportive phone calls (n=58), or

2) Group nutrition education inter-
vention including group cooking and
counselling (n= 52).

Improvements from baseline in the
spirituality subscale of FACT-B, re-
sulting in large differences from both
control groups, including more active
cognitive coping. Other contrasts
that were significantly better than
both control groups included mean-
ingfulness, anxiety and emotional
control. Significant differences in spi-
rituality outcomes were maintained
at 12 months between intervention
and control groups, but other bene-
fits were not maintained.

Penedo (2006)33

USA

Study type
RCT

Level of evidence
Level II

Quality
Strong

Measures

Early prostate cancer patients par-
ticipated in a group cognitive-behav-
ioural stress management interven-
tion (n=133). The intervention con-
sisted of ten 2-hourly weekly ses-
sions on prostate cancer and treat-
ment, stress management and relax-
ation skills, and share experiences,
with the aim of improving benefit
finding and quality of life.

Control: Half-day educational semi-
nar(n=100).

Intervention group experienced sig-
nificant increases in benefit finding
while control did not change signifi-
cantly. Quality of life was also posi-
tively associated with the interven-
tion.



Study Intervention and control Outcome
Benefit Finding Scale from the Posi-
tive Contributions Scale - Cancer,
Charlson Comorbidities Index,
Measure of Current Status, and
Functional Assessment of Cancer
Therapy – General (FACT-G)

Witek-Janusek (2008)27

USA

Study type
Non-randomised experimental trial

Level of evidence
Level III-2

Quality
Strong

Measures
Quality of Life Index Cancer Version,
Jalowiec Coping Scale (JCS), Mind-
ful Attention Awareness Scale
(MAAS), plus immune and cortisol
measures.

Early breast cancer patients
(n=44)participated in a group mind-
fulness-based stress reduction inter-
vention.

The intervention consisted of eight
2.5-hourly weekly group sessions
plus one full-day session to learn
mindfulness, breath awareness,
meditation and mindful yoga, with
the aim of improving immune func-
tion, quality of life and coping skills.

Control: Assessment only control
group (n=31) was made up of either
cancer patients having usual care or
healthy, age-matched women (to
provide normative data for immune
variables)

Intervention group reported signifi-
cantly more improvement over time
in the psychological-spiritual domain
of QOL than the controls. Interven-
tion also reported more improve-
ments in coping effectiveness than
controls.

Intervention women also showed im-
provements in immune function com-
pared to the control.

Garland (2007)29

Canada

Study type
Non-randomised experimental trial

Level of evidence
Level III-2

Quality
Strong

Measures
Functional Assessment of Chronic
Illness Therapy – Spiritual Wellbeing
(FACIT-SP), Post-Traumatic Growth
Inventory-Revised (PTGI-R), Symp-
toms of Stress Inventory (SOSI),
Profile of Mood States (POMS)

Breast cancer (majority) and other
cancer patients participated in their
choice of either a mindfulness-based
stress reduction (MBSR) intervention
program (n=79) or a healing arts
(HA) program (n=51) with the aim of
enhancing spirituality and post-trau-
matic growth (benefit finding), and
decreasing stress and mood disturb-
ance.

MBSR included discussion, medita-
tion and yoga. Eight 1.5-hour group
sessions plus one 3-hour silent re-
treat.

HA included self-discovery and em-
powerment through creative process
(writing, drawing, movement). Six 2-
hour weekly group sessions.

Both groups had a significant in-
crease on overall post-traumatic
growth (benefit finding). While the
MBSR group improved significantly
more on measures of spirituality,
anxiety, anger, stress and mood dis-
turbance, the HA group remained
relatively stable in these domains.

Chandwani(2010)31

USA
Breast cancer patients receiving ra-
diotherapy participated in one-on-
one yoga sessions with an instructor,

Significant differences between inter-
vention and control 3 months after
radiotherapy (T4) in benefit finding.



Study Intervention and control Outcome
Study type
RCT

Level of evidence
Level II

Quality
Strong

Measures
Benefit Finding Scale (BFS), Medical
Outcomes Study 36-item (SF-36),
Brief Fatigue Inventory (BFI), Pitts-
burgh Sleep Quality Index (PSQI),
Centre for Epidemiologic Studies
Depression Scale (CES-D), Speil-
berger State-Trait Anxiety Inventory,
Impact of Events Scale

focusing on postures, breathing,
meditation, and relaxation (n=30).

Patients received up to 12 sessions
of 1-hour duration over a six-week
period, plus practice at home.

Control: Waitlist (n=31).

Intervention group also reported
more intrusive thoughts than control
group 1 month after radiotherapy
(T3), and a significant positive corre-
lation between intrusive thoughts at
T3 and benefit finding at T4.

Intervention group also maintained
better QOL throughout treatment
and into recovery.

Danhauer (2009)35

USA

Study type
RCT

Level of evidence
Level II

Quality
Strong

Measures
Functional Assessment of Chronic
Illness Therapy-Spiritual Wellbeing
(FACIT-Sp), SF-12 health survey,
Functional Assessment of Cancer
Therapy-Breast (FACT-B), FACT-
Fatigue, Centre for Epidemiologic
Studies Depression Scale (CES-D),
Pittsburgh Sleep Quality Inventory
(PSQI), Positive and Negative Affect
Schedule (PANAS)

Breast cancer patients participated
in restorative yoga, a gentle yoga
practice focusing on postures,
breathing and deep relaxation
(n=22).

The intervention consisted of 10
weekly 75-minute group classes.

Control: Waitlist (n=22)

Women with higher negative affect
and lower emotional wellbeing at
baseline derived greater benefit from
participating in intervention than con-
trol group with similar baseline lev-
els.

There were significant group effects
for the FACIT-Sp peace/meaning
subscale favouring the yoga group.
Significant group effects were also
found in CES-D, PANAS-PA and
SF-12 mental health scales for the
yoga group. The yoga group also
had significant within-group improve-
ments in fatigue.

Moadel (2007)30

USA

Study type
RCT

Breast cancer patients participated
in hatha yoga classes focusing on
stretches, postures, breathing and
meditation (n=108).

Yoga intervention was associated
with beneficial QOL outcomes, and
control group experienced greater
decrease in social wellbeing than in-
tervention.



Study Intervention and control Outcome
Level of evidence
Level II

Quality
Strong

Measures

Functional Assessment of Chronic
Illness Therapy-Spiritual (FACIT-Sp),
Functional Assessment of Chronic
Illness Therapy-Fatigue (FACIT-F),
Functional Assessment of Cancer
Therapy (QOL), Distressed Mood In-
dex

The intervention consisted of 12
weekly sessions of 1.5 hours dura-
tion plus home practice.

Control: Waitlist (n=56).

However, primary analyses of entire
sample did not predict improvements
in spiritual wellbeing at three-month
follow-up (T2).

Secondary regression analyses on a
subsample of patients not on chemo-
therapy showed intervention group
was predictive of T2 spiritual wellbe-
ing.

 

Hope-centred interventions

Hope-centred interventions encompass both individual and group interactions designed to instil, enhance and
maintain aspects of hope in patients with cancer. Interventions in the systematic review included active participa-
tion in individual hope-generating activities and face-to-face group sessions exploring different aspects of hope.

In the three studies evaluating hope-centred interventions significant findings were reported across this interven-
tion category. In one study post-intervention (after one week) improvements were reported in hope (HHI) and ex-
istential wellbeing (MQOL) measures, but follow-up assessments were not undertaken.20 In another study de-
signed to enhance hope using the HHI scale, an effect was found two weeks post-intervention (i.e. 10 weeks from
baseline), which was maintained at 3, 6, and 9 months.14 In another study designed to enhance hope using the
Nowotny Hope Scale (NHS), an effect was found two weeks post-intervention (i.e. 10 weeks from baseline). How-
ever, this was not maintained at 8 months.19

Overall, these studies provide evidence suggesting that hope-centred interventions can significantly and positive-
ly impact on hope in cancer patients at different stages of the disease trajectory. For example, this effect was
found in newly diagnosed patients19 , those experiencing recurrent disease,14 and those receiving palliative care.
20

In Table 4, hope-centred intervention studies that have statistically significant changes to at least one of the
measured suffering outcomes in the intervention group compared with the control group are described.

See the systematic review for full details of assessed studies.2

Table 4: Summary of hope-centred intervention studies reporting significant findings in the intervention
group measuring outcomes of suffering



Study Intervention and control Outcome

Duggleby (2007)20

Canada

Study type
RCT

Level of Evidence
Level II

Quality
Strong

Measures
Herth Hope Index [HHI]) and quality-
of-life scores (McGill Quality of Life
Questionnaire

[MQOL]), Qualitative Open-Ended
Hope Questions and Palliative Per-
formance Scale.

 Terminally ill cancer patients (n=30)
participated in a psychosocial sup-
portive intervention called the Living
with Hope Program (LWHP)  The in-
tervention consisted of viewing a vid-
eo on hope and doing one of three
hope activities in a one-week period
(write letters, collect meaningful
items for a hope box, or create an
‘About Me’ collection). Measures
were collected at the first visit in the
patients’ homes by research assis-
tants and one week later.

Control: Standard care (n=31)

Patients receiving the LWHP had-
significantly higher hope and quality-
of-life scores at visit 2 than the con-
trol group. Additionally the majority
(61.5%) of patients in the treatment
group reported the LWHP increased
their hope.

Herth (2000)14

USA

Study type
RCT

Level of Evidence
Level II

Quality
Strong

Measures
The Herth Hope Index (HHI) and the
Cancer Rehabilitation and Evalua-
tion Systems, Short Form (CARES-
SF) were administered

prior to intervention, immediately af-
ter intervention and at 3, 6, and 9-
month intervals.

Patients with a first recurrence of
cancer (n= 38) received a nursing in-
tervention program (quasi-experi-
mental study) designed to enhance
hope and quality of life in patients
with a first recurrence

Control: 1)Attention control group
(n=37) consisted of informative ses-
sions about cancer and treatments,

Or, 2) the usual treatment (n=40)
control group consisted of regular
care and hospital follow-up.

Treatment and control groups dif-
fered significantly for hope and QOL.
Both the level of hope and QOL
were significantly increased immedi-
ately after intervention and over time
(3, 6 and 9 months).

Rustoen (1998)19

Norway

Study type
RCT

Cancer patients (mixed) in the inter-
vention group (n=32) participated in
the Learning to Live with Cancer pro-
gram, a nursing intervention de-
signed to increase hope. The inter-
vention consisted of 8 weekly 2 hour
sessions.  

Level of hope was significantly in-
creased for members of the hope
group just after the intervention but
not 6 months afterwards. Despite pa-
tients’ positive evaluation of the in-
tervention, there was no impact on
quality of life.



Study Intervention and control Outcome
 

Level of Evidence
Level II

 

Quality
Strong

Measures
Nowotny Hope Scale, Ferrans and
Powers Quality of Life Index and the
Cancer Rehabilitation and Evalua-
tion Systems, short form.

Questionnaires were completed
twice prior to the intervention, then
two weeks and six months post inter-
vention.

Control: Usual treatment, consisting
or regular care and hospital follow-
up (n=23 and 41).

Supportive-expressive interventions

Supportive-expressive approaches encompass both supportive group and individual therapy designed to en-
hance overall QOL.98 Interventions include telephone therapy, forgiveness therapy, face-to-face, telephone and
internet-based support groups. Interventions may target individual patients or both patients and their partners or
caregivers.

Of the five supportive-expressive interventions, there was only one study in which a significant effect on hope
(HHI) was found immediately post-intervention.26

Because of the strong variation between the aims and modalities of the included studies, no accurate conclusions
could be drawn regarding the impact of supportive-expressive therapies on variables such as hope, spiritual well-
being, self-transcendence and purpose in life.

In Table 6, supportive-expressive intervention studies with statistically significant changes to at least one of the
measured suffering outcomes in the intervention group compared with the control group are described.

See the systematic review for full details of assessed studies.

Table 5: Summary of supportive-expressive intervention studies reporting significant findings in the in-
tervention group measuring outcomes of suffering

Study Intervention and control Outcome

Hansen (2009)26

USA

Study type
RCT

 

Level of Evidence

Elderly terminally ill cancer patients
(n=10) completed a four week for-
giveness therapy (60 minute once a
week individual sessions) in improv-
ing the quality of life of elderly termi-
nally ill cancer patients.

All participants completed instru-
ments measuring forgiveness, hope,
quality of life, and anger at pre-test,

Forgiveness therapy group showed
greater improvement than the control
group on all measures.

After receiving forgiveness therapy,
participants in both forgiveness treat-
ment conditions demonstrated signif-
icant improvements on all measures



Study Intervention and control Outcome

Level II

Quality
Good

Measures
Herth Hope Index, State Anger
Scale, and the McGill Quality of Life
Scale.

post-test 1 and post-test 2 delivered
by a psychologist.

Control: The wait-list control group
(n=10) received forgiveness therapy
in the second four week period.

(forgiveness, hope, quality of life,
and anger reduction).

Spiritual interventions

The aim of spiritual interventions is to address the spiritual concerns of patients and increase hope, happiness,
life satisfaction and mental health,36 and wellbeing, coping ability and quality of life.187

These interventions may take the form of multidisciplinary educational sessions, support groups, body-mind-spirit
therapy, spiritual counselling, and a brief semi-structured inquiry into religious/spiritual concerns.

In three of the five spiritual interventions, significant findings were reported for aspects of suffering: in an Islamic
spiritual education intervention significant effects were reported for hope;36 in a multidisciplinary educational ses-
sion addressing the five QOL domains including spirituality, significant effects were found for spiritual wellbeing
four weeks after baseline on one of the measures (LASA) although not on another (FACIT-Sp total);37 and in a
study on a body-mind-spirit therapy intervention, a significant effect was found on the search for meaning sub-
scale component of the Meaning in Life scale.38 However, overall results of these studies are inconsistent, partic-
ularly in regards to spiritual wellbeing.

A Cochrane review of spiritual and religious interventions for the wellbeing of adults in the terminal phase of dis-
ease,187 which was not included in the systematic review, also found inconclusive evidence that interventions
with spiritual or religious components enhance wellbeing. However, only two cancer-related studies were as-
sessed.

One, an interdisciplinary palliative care service that included counselling and attendance by a palliative care
physician, palliative care nurse, social worker and chaplain, found no difference between the intervention and
usual care groups for physical, emotional/relationship, spiritual and QOL scales. However, the intervention group
demonstrated higher patient satisfaction, reduced ICU admissions and lower total health costs.188

A study that compared massage with guided meditation or friendly visits in terminally ill patients initially found no
difference between interventions, but on reanalysis using other methods, determined that massage may offer
benefits over the other interventions.189, 190

In Table 7, spiritual intervention studies with statistically significant changes to at least one of the measured suf-
fering outcomes in the intervention group compared with the control group are described.

See the systematic review for full details of assessed studies.2

Table 6: Summary of spiritual intervention studies reporting significant findings in the intervention group
measuring outcomes of suffering



Study Intervention and control Outcome

Fallah (2011)36

Iran

Study type
Non-randomised, experimental trial

Level of Evidence
Level III-2

Quality
Adequate

Measures

Adult Dispositional Hope Scale
(Snyder's Hope scale), Satisfaction
with Life Scale, Oxford Happiness
Revised Scale and

Spiritual Experience Scale.

Breast cancer survivors were volun-
tarily assigned into case (n=30) and
control groups (n=30) to assess the
effectiveness of an Islamic perspec-
tive spiritual intervention on the in-
crease of hope, life satisfaction and
happiness through eight weekly ses-
sions of 1.5 hours.

Women were assessed before and
after using spiritual experience,
hope, happiness and life satisfaction
questionnaires.

Control: No exposure to Islamic per-
spective spiritual intervention (n=30).

The spiritual intervention resulted in
significant increase of hope, happi-
ness and life satisfaction in the case
group women suffering from breast
cancer compared to the control
group.

Hsiao (2012)38

Taiwan

Study type
RCT

Level of Evidence
Level II

Quality
Strong

Measures
Beck Depression Inventory-II (BDI-
II), and the Meaning in Life question-
naire (MLQ) including subscales
MLQ-Presence and MLQ-Search.

Breast cancer patients who comple-
ted active cancer treatment received
eight weekly body-mind-spirit (BMS)
group therapy sessions lasting two
hours (n=26)

Control: Interpersonal education ses-
sions on health behaviours (n=22).

Greater MLQ Search scores were
found in the BMS group compared to
the EDU group during fifth month of
follow-up. However this effect was
not reported for MLQ-Presence
scores.

Rummans (2006)37

USA

Study type
Randomised controlled trial

 

Level of Evidence

Radiation therapy patients with ad-
vanced cancer and an estimated 5-
year survival rate of 0% to 50%
(n=55) participated in eight 90-mi-
nute sessions that included physical
exercises, educational information,
cognitive behavioural therapy to in-
crease coping, and group discus-
sion. QOL was assessed at base-

Overall QOL at week 4 was main-
tained by the patients in the interven-
tion whereas QOL significantly de-
creased for patients in the control
group at this time point.

Intervention participants maintained
their



Study Intervention and control Outcome
Level II

 

Quality
Strong

Measures
Single-item linear analog scale (Lin-
ear Analog Scale of Assessment or
modified Spitzer Uniscale).

Secondary outcome measures
Symptom Distress Scale, the Profile
of Mood States (POMS) – Short
Form and the FACIT-Sp scale.

line, week 4 (end of intervention),
week 8, and week 27.

Control: Standard medical care (on-
cology specialist referral and cancer
support groups) (n58).

QOL, and controls gradually re-
turned to baseline by the end of the
6-month follow-up period.

Other interventions

Interventions encompass music therapy, art therapy, a creative arts study involving a mixture of movement to mu-
sic, writing and drawing; expressive writing, assessing the impact of systematic assessment of patients, one ani-
mal assisted activity study (e.g. dog visits) and one hypnotherapy (i.e. touch) study.

In seven studies that were evaluations of ‘other’ interventions no significant outcomes were reported for suffering
outcomes.

In two studies29, 191 an effect was not found for spiritual wellbeing (FACIT-Sp total). In a further study an effect
was not found for peace/meaning (FACIT-Sp).192 In yet another study no effect was found for spirituality (ESI-R,
including an existential wellbeing dimension).193 Furthermore, no effect on sense of coherence (SOC)194 or
meaning in life (HDI)195) was reported in two other studies and neither for spiritual needs (SNI).196

There is therefore no systematic evidence of a positive impact on outcome variables of relevance to this review
for any of these interventions, including music therapy; art therapy; creative arts (involving a mixture of movement
to music, writing and drawing); expressive writing; systematic assessment of patients; animal assisted activity;
and hypnotherapy.

See the systematic review for full details of assessed studies.2

Although the current evidence to support the use of the described interventions for alleviating suffering is limited
or weak, a number of hospitals in Australia provide these types of therapies with the aim of assisting patients in
stress reduction and emotional expression.
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