Clinical practice guidelines for the psychosocial care of adults with cancer

Clinical practice guidelines
for the psychosocial care of
adults with cancer

Clinical practice guidelines for the
psychosocial care of adults with cancer

Prepared by the
National Breast Cancer Centre and the National Cancer Control Initiative
Funded by the Department of Health and Ageing
A National Health Priority Area Initiative

Endorsed April 2003

© National Breast Cancer Centre 2003
ISBN Print: 1 74127 000 6
CIP: 610.73698

Online: 1 74127 006 5

This work is copyright.Apart from any use as permitted under the Copyright Act 1968, no part
may be reproduced by any process without prior written permission from National Breast Cancer
Centre. Requests and enquiries concerning reproduction and rights should be addressed to the
Copyright Office, National Breast Cancer Centre, Locked Bag 16, Camperdown NSW 1450,
Australia.Website:www.nbcc.org.au Email: directorate@nbcc.org.au
These guidelines were approved by the National Health and Medical Research Council at its 147th
Session on 10 April 2003, under section 14A of the National Health and Medical Research
Council Act 1992.Approval for the guidelines by NHMRC is granted for a period not exceeding
five years, at which date the approval expires.The NHMRC expects that all guidelines will be
reviewed no less than once every five years. Readers should check with the National Breast
Cancer Centre for any reviews or updates of these guidelines.
The strategic intent of the NHMRC is to provide leadership and work with other relevant
organisations to improve the health of all Australians by:
•
•
•
•

fostering and supporting a high quality and internationally recognised research base;
providing evidence based advice;
applying research evidence to health issues thus translating research into better health
practice and outcomes; and
promoting informed debate on health and medical research, health ethics and related issues.
This document is a general guide to appropriate practice, to be followed subject to
the clinician’s judgement and the patient’s preference in each individual case.
The guidelines are designed to provide information to assist decision-making and
are based on the best evidence available at the time of publication.
This is the first edition of the Clinical practice guidelines for the psychosocial care
of adults with cancer. These guidelines are based on the Psychosocial clinical
practice guidelines: providing information support and counselling for women
with breast cancer, published in 2000 by the National Breast Cancer Centre.
It is planned to review the Clinical practice guidelines for the psychosocial care of
adults with cancer by 2008. For further information regarding the status of this
document, please refer to the NHMRC website: http://www.nhmrc.gov.au

This document was prepared by the National Breast Cancer Centre and the National Cancer
Control Initiative. Funding was provided by the Department of Health and Ageing.
The suggested citation for this document is:
National Breast Cancer Centre and National Cancer Control Initiative. 2003. Clinical practice
guidelines for the psychosocial care of adults with cancer. National Breast Cancer Centre,
Camperdown, NSW.
These guidelines can be downloaded from the National Health and Medical Research Council
website: http://www.nhmrc.gov.au Copies of this document can be ordered through the National
Breast Cancer Centre on their toll free number: 1800 624 973.

CONTENTS
List of tables

iv

List of figures

v

Foreword

vii

Executive summary

xi

Chapter 1:

Chapter 2:

Chapter 3:

Introduction and background

1

1.1

The impact of cancer

1

1.2

Development of these guidelines

2

1.3

Structure of these guidelines

5

1.4

Issues affecting health professionals who treat patients with cancer

5

1.5

Summary of evidence

7

Understanding the challenges of cancer and how people react

11

2.1

Emotional and social issues

14

2.2

Psychological issues

16

2.3

Physical issues

22

2.4

Practical needs and financial issues

30

2.5

Towards the end of life issues

32

2.6

Survival issues

34

Care to be provided by the treatment team to all patients
with cancer

37

3.1

General interactional skills

38

3.2

Providing information

43

3.2.1 Telling a person they have cancer, a recurrence or metastases

43

Clinical practice guidelines for the psychosocial care of adults with cancer

i

Chapter 4:

Chapter 5:

ii

3.2.2 Discussing prognosis

46

3.2.3 Discussing treatment options: Providing information
and choice

51

3.2.4 Preparing patients for potentially life-threatening
procedures and treatment

63

3.2.5 Preparing patients for progression from curative
to palliative treatment

65

3.2.6 Issue for special consideration: Directing people
to quality cancer information on the Internet

67

3.3

Emotional and social support

68

3.4

Practical and financial support

74

3.5

Ensuring continuity of care

77

3.6

Support towards the end of life

80

3.7

Exploring and responding to specific concerns

85

Referral for specialised care

101

4.1

Types and benefits of specialised care

101

4.2

Treatment of anxiety and depression

107

4.3

How to make a referral

110

Issues requiring special consideration

113

5.1

Culture

113

5.2

Age

118

5.3

Geography

119

5.4

Sexual orientation

120

Clinical practice guidelines for the psychosocial care of adults with cancer

APPENDICES
A.

Clinical practice guidelines for the psychosocial care of adults with
cancer: Steering Group Terms of Reference and Membership

125

Persons involved in the development of the Psychosocial clinical
practice guidelines: providing information and support for women
with breast cancer

127

C.

Guideline development process

128

D.

Incidence of cancers in Australia in 1998

137

E.

Resources and contacts for patients and the treatment team

138

F.

Financial assistance for travel and accommodation

149

G.

Recommendations for strategies to overcome barriers to effective
psychosocial referral

149

Services for people from culturally and linguistically diverse
backgrounds

153

Services and contacts for people from Aboriginal and Torres Strait
Islander Backgrounds

156

Recommended Internet sites

156

B.

H.

I.

J.
References

159

Glossary

205

List of Abbreviations

217

Index

219

Clinical practice guidelines for the psychosocial care of adults with cancer

iii

L I S T O F TA B L E S
2

Summary of the major issues by cancer type

12

2.2

Type and prevalence of sexual problems reported by patients
with different types of cancer

18

Protocols to support psychosocial care in the treatment unit and
evidence to support their implementation

38

3.1

General interactional skills

42

3.2.1

Recommended steps for telling a person they have cancer, a
recurrence or metastases

45

Recommended steps for discussing prognosis with individuals
with cancer

50

Recommended steps for discussing treatment options and
encouraging involvement in decision-making

62

Recommended steps involved in adequately preparing a patient
for a potentially threatening medical procedure

64

Recommended steps for preparing patients for transition to
palliative care

67

Recommended steps involved in ensuring that all people with
cancer have adequate emotional and social support

70

Support sources that can improve the emotional well-being of
people with cancer

73

3.5

Recommended steps for establishing continuity of care

79

3.6

Recommended steps involved in providing end of life support

84

3.7A

Effective strategies/techniques that can be utilised by treatment
team members to improve the psychological well-being
of patients

90

3

3.2.2

3.2.3

3.2.4

3.2.5

3.3A

3.3B

iv

Clinical practice guidelines for the psychosocial care of adults with cancer

3.7B

Example clinician questions to screen for psychological difficulties

92

3.7C

Effective psychological and complementary strategies and
techniques that can be utilised by treatment team members to
reduce the impact of physical symptoms

97

3.7D

Factors associated with an increased risk of psychosocial problems

98

3.7E

Recommended steps for screening people with cancer for
significant psychological problems

100

A guide to appropriate referral and specialised interventions for
specific problems

103

4.1B

Types of interventions and their impact on patients with cancer

105

4.1C

Demonstrated effectiveness of therapies/intervention techniques
for specific psychological problems

107

5.1A

Recommended steps involved in dealing with cultural issues

115

5.1B

Recommended steps involved in providing psychosocial
support to Aboriginal and Torres Strait Islander people
with cancer

117

A.D.1

Most frequently occurring cancers in Australia in 1998

137

A.D.2

Most frequently occurring cancers in Australia in 1998 by gender

138

4.1A

LIST OF FIGURES
1

2

Diagram describing total care of the patient whose disease is
not responsive to treatment
Summary of care and referral to psychological care

Clinical practice guidelines for the psychosocial care of adults with cancer

65
112

v

F O R E WO R D
Optimal care of the patient with cancer incorporates effective physical and psychological
care.There are currently several clinical practice guidelines available documenting
evidence-based information and treatment recommendations for the physical care of people
with cancer, many of which are also available in consumer versions. Some of these treatment
guidelines include chapters devoted to psychosocial care.
People with cancer suffer significant emotional morbidity. In addition to the distress, fear and
grief consequent upon diagnosis, up to 30% experience clinically significant anxiety disorders
and prevalence rates for depression range from 20%-35%.These disorders have a major
impact on the person’s functioning, and that of their family, as well as posing a major
occupational and economic burden. In addition, such disorders adversely impact on capacity
to cope with disease burden, and may reduce patient adherence to recommended treatments.
People with cancer continue to request more information in order to better understand their
cancer, its impact on them and their family, and the treatment options available. Patients are
only able to participate as they wish in clinical decision-making if they have access to
appropriate information. For people from rural areas, and those from particular cultural
groups, access to such information and services represents a major unmet need.
In an era of evidence-based medical practice, health professionals desire accurate information
about the emotional impact of cancer on patients and their families, and clear recommendations
about strategies to reduce the emotional burden.The specialist medical Colleges also are
increasingly endorsing the need for enhanced communication skills training for members, to
improve the provision of information and emotional support for patients and their families.
The Psychosocial clinical practice guidelines: providing information support and
counselling for women with breast cancer was published in 2000.These evidence-based
guidelines were developed to assist health professionals in providing optimal evidence-based
psychosocial care of women with breast cancer.This is the only comprehensive psychosocial
guidelines document currently available in Australia.To date there have been no comparable
generic guidelines that would be applicable to all adult patients with cancer.
Emerging evidence in the discipline of psycho-oncology suggests there are similar themes in
the psychological needs of patients with cancer at different cancer sites.Therefore there is
potential clinical value in developing generic psychosocial guidelines.
The Clinical practice guidelines for the psychosocial care of adults with cancer have been
developed by the National Breast Cancer Centre and the National Cancer Control Initiative in
response to this need.A multidisciplinary Steering Group with representatives from various
cancer areas was established to oversee the development of the Guidelines.The group used
the original psychosocial guidelines for women with breast cancer as a template for the
expansion of information, and further development of recommendations regarding clinical
care of all adult patients with cancer.
These evidence-based guidelines have been designed for use by all health professionals who
come in contact with people during the course of cancer diagnosis and treatment. The
document is multidisciplinary in its focus and the recommendations applicable to diverse
treatment settings.
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These guidelines provide clear recommendations, predominantly based on Level I and
Level II evidence. I am confident that their successful implementation in routine clinical
practice will help to promote well-being and reduce the distress of all patients and their
families as they cope with cancer. Further, the issues discussed are an integral facet of
medical practice and, as such, it is expected that they will become incorporated into
medical training.

Dr Jane Turner
Chair,
Clinical practice guidelines for the psychosocial care of adults with cancer
Steering Group
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I M P O R TA N T N O T I C E
This document is a general guide to appropriate practice, to be followed subject
to the clinician’s judgement and the patient’s preference in each individual case.

The guidelines are designed to provide information to assist decision-making
and are based on the best evidence available at the time of publication.
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E X E C U T I V E S U M M A RY
Cancer has a significant impact on the lives of many Australians. Excluding non-melanocytic
skin cancers, there were 80,864 new cancer cases and 34,270 deaths due to cancer in
Australia in 1998. Based on 1998 rates, it is expected that one in three men and one in four
women will be directly affected by cancer by age 75. Recent Australian survival data shows
that approximately 60% of people diagnosed with cancer are still alive five years later.This
excludes non-melanocytic skin cancers, which have a relatively low mortality rate.
Many people diagnosed with cancer face practical, emotional and psychological demands in
addition to their physical treatment.These psychosocial needs are significant, and frequently
go undetected and unmet. Up to 66% of people with cancer experience long term psychological
distress: up to 30% experience clinically significant anxiety problems, and prevalence rates
for depression range from 20%-35%. Many people report inadequate information to guide
decision-making, and others are disadvantaged because of a lack of knowledge about
practical support, even when such services are available.The impact on families of those with
cancer is considerable.
These Clinical practice guidelines for the psychosocial care of adults with cancer were
developed to expand on the existing Psychosocial clinical practice guidelines: providing
information, support and counselling for women with breast cancer. Health professionals
and consumers have found the existing guidelines to be valuable in the provision of evidence
based psychosocial care.These Guidelines for adults with cancer were developed by the
National Breast Cancer Centre and the National Cancer Control Initiative, and overseen by a
multidisciplinary Steering Group.The guidelines are based on comprehensive and systematic
reviews of the research and an extensive consultative process to ensure their clinical relevance.
Many of the recommendations are based on Level I (meta-analyses) and Level II (randomised
controlled trial) evidence, particularly those relating to information provision, psychological
interventions and emotional and social support (see 1.5, Summary of Evidence). For example,
there is Level I evidence that psychological preparation for surgery improves both physical
and psychological outcomes after surgery.There is also Level I evidence that appropriate
psychological interventions do reduce the high levels of psychological morbidity experienced
by people with cancer.
The guidelines also provide a valuable resource for: facilitating the practical care of people
with cancer including information about financial assistance and services for people with
specific needs; ensuring continuity of care; as well as strategies to facilitate adjustment to
disease progression, including moving from curative to palliative treatment goals.The
guidelines also address specific issues such as culture, age and particular needs of rural patients.
Implementation of these guidelines has the potential to improve healthcare outcomes, including
a reduction in psychological morbidity and emotional distress, improved wellbeing and
satisfaction with care. Many of the guideline recommendations require no new service
delivery infrastructure or additional resources.These guidelines therefore represent an
important resource to improve the care of patients with cancer, and their families, in diverse
treatment settings throughout Australia.
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CHAPTER 1

1.1

INTRODUCTION AND
BACKGROUND

T H E I M PA C T O F C A N C E R

Cancer has a significant impact on the lives of many Australians. Excluding non-melanocytic
skin cancers, there were 80,864 new cases and 34,270 deaths due to cancer in Australia in
1998. Based on 1998 rates, it is expected that one in three men and one in four women will
be directly affected by cancer by age 75.1 Recent Australian survival data shows that
approximately 60% of people diagnosed with cancer are still alive five years later.2 This
excludes non-melanocytic skin cancers, which have a relatively low mortality rate.
The diagnosis of cancer may be made after symptoms are investigated, or when a patient
undergoes routine screening, eg mammogram, pap smear, etc. Patients who seek treatment
after their diagnosis represent the full demographic spectrum of the Australian population,
including diverse cultural and religious backgrounds, urban, rural or remote communities, and
traditional or non-traditional families. Many patients will have pre-existing medical problems,
be coping with social adversity or have a mental illness, which may influence the impact of
cancer and will need to be taken into consideration. In addition, individuals diagnosed with
cancer will be cared for in a range of settings, including home, hospitals, residential aged care
facilities, or for some, palliative care units.
Each patient will experience a range of practical, psychological and emotional challenges as a
result of their diagnosis and treatment-related adverse effects. Each patient’s life may be further
disrupted by changes in role and family functioning, occupational or employment status, and
financial status. Some patients will have to come to terms with progressive illness and approaching
death, others may be faced with the physical, emotional and social challenges of survival.
The psychological impact of cancer is significant.The prevalence of long-term psychological
distress in patients with cancer ranges from 20% to 66%, according to the few available
estimates.3 While most people with cancer experience symptoms of anxiety, evidence
suggests that 12%-30% experience clinically significant anxiety problems.4
Australian Bureau of Statistics report that 17% of Australians in the general community will
experience an anxiety or depressive disorder in a 12-month period,5 while a US study
estimated that 5.8% of the general population will develop clinical depression at some point
in their lives.6 There is some evidence from studies of patients with breast cancer that
depression is at least twice as common in people undergoing surgery for cancer as in those
without cancer.7,8 Studies of patients with breast cancer and studies with patients with various
other cancer types also show that those who have undergone chemotherapy, adjuvant therapy
or radiation therapy are at increased risk for depression.9-11 Some studies report clinical
depression in up to 40% of patients with cancer with progressive disease in palliative care.12
The experience of cancer may continue to have an emotional impact on some people long
after their initial diagnosis. Residual concerns about recurrence and fear of checkups may last
for many years after the original diagnosis.The diagnosis of a recurrence causes significant
stress. For instance, recurrence is associated with psychiatric disorders in up to 50% of
women with breast cancer.13,14
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The benefits of support for patients with cancer
Health professionals can help to reduce patient and family distress substantially following
diagnosis and treatment of cancer. Each patient will draw on individual coping resources that
have helped in the past, such as religious faith or specific problem-solving techniques.All
members of the treatment team may also play a role in strengthening the patient’s own
resources by providing additional emotional, informational and practical assistance, and
appropriately fostering a sense of hope or optimism.
Evidence is accumulating that psychological therapies improve emotional adjustment and
social functioning, and reduce both treatment- and disease-related distress in patients with
cancer. Meta-analyses of randomised controlled trials demonstrate the efficacy of both
supportive and cognitive behavioural therapies in the treatment of depressive disorders
in patients with cancer (Level I),15,16 and the efficacy of both individual and group
therapies (Level I).16
In a meta-analysis of 45 randomised controlled trials in patients with cancer, those receiving
psychological therapies showed, on average, a significant improvement of 12% in measures of
emotional adjustment, 10% in social functioning, 14% in treatment and disease-related symptoms,
and 14% in overall improvement in their quality of life, compared with those not receiving
psychological therapies (Level I).17 A meta-analysis of 116 intervention studies found that
patients with cancer receiving psycho-educational or psychosocial interventions showed
much lower rates of anxiety, depression, mood disorders, nausea, vomiting and pain, and
significantly greater knowledge about disease and treatment, than the control group (Level I).15

1.2

DEVELOPMENT OF THESE GUIDELINES

Need for generic evidenced based psychosocial clinical practice
guidelines
The Psychosocial clinical practice guidelines: providing information support and
counselling for women with breast cancer, published in 2000, is the only comprehensive
psychosocial guidelines document currently available in Australia.To date there have been no
comparable generic guidelines that would be applicable to patients with any cancer type.
Emerging evidence in the discipline of psycho-oncology suggests there are similar themes in
the psychological needs of patients with cancer at different cancer sites.Therefore there is
potential clinical value in developing generic psycho-social guidelines.18
The Clinical practice guidelines for the psychosocial care of adults with cancers, have been
developed following the steps and parameters recommended by the NHMRC19 in response to
this need.

Objective and scope of the guidelines
The objective of these guidelines is to assist health professionals in providing optimal,
evidence-based psychosocial care of adults with cancer, and their families.Accordingly, the
best available evidence is presented, and used as a basis for providing recommendations
about clinical practice.
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Optimal care of the patient with cancer incorporates effective physical and psychological
care. Evidence-based information and treatment recommendations are documented in a series
of clinical practice guidelines (see Appendix E), many of which are also available in a
consumer version. Some of these guidelines include chapters devoted to psychosocial care,
such as the guidelines for colorectal cancer.
The Psychosocial clinical practice guidelines: providing information, support and
counselling for women with breast cancer supplied a template for these guidelines, which
provide generic evidence based recommendations about:
• the provision of information
• the integration of quality-of-life issues into the care of patients with cancer
• minimising the social, and psychological impact of cancer on a patient and their family
• strategies for the identification and management of patients experiencing significant
emotional distress.
These guidelines identify key themes in the provision of psychological care which ideally,
may be incorporated into routine clinical care. However, the opportunity to implement some
of the recommendations may be limited by local circumstances and the availability of
resources such as access to psychiatrists, clinical psychologists or specialist oncology nurses.
Recommendations are drawn from the best available evidence. However, limited research in
some cancer types and thematic areas has resulted in an imbalance in the available evidence.
In such instances, the best available evidence is cited, and any major deficiencies in the
evidence-base are noted.The reader’s judgement is required in applying the evidence or
recommendation to individual patients.
These guidelines are not rigid procedural paths.They are designed to provide guidance,
but flexibility is required in their implementation, depending on available resources, the
characteristics of the particular treatment centre, and the applicability of recommendations
to individual patients.
The guidelines provide practitioners with evidence-based criteria against which their service
and interventions can be monitored.The use of guidelines-based audit criteria will assist the
identification of local strengths and weaknesses in the provision of psychological care, and
provide a measure by which changes in service delivery may be evaluated over time.

Target Audience
These guidelines were developed for use by all members of the diagnostic and treatment
team, which may include surgeons, radiation oncologists, medical oncologists, general
practitioners, nurses, social workers, psychologists, psychiatrists, physiotherapists and
occupational therapists.
While most aspects of psychosocial care are common to all cancers, there are some aspects
that will be relevant to specific cancers and to specific stages of treatment. It is recognised
that while some aspects of psychosocial care are common to all the health professionals
involved in a patient’s treatment and care, different members of the treatment team will be
responsible for specific aspects of the psychosocial care of people with cancer.
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Development of these guidelines
The development of these guidelines has been overseen by a Steering Group of representatives
from various clinical disciplines and cancer areas. Information included in the Psychosocial
clinical practice guidelines: providing information, support and counselling for women
with breast cancer was extensively revised and expanded to create a document that is
applicable to all adult patients with cancer.The Steering Group has utilised the comprehensive
literature reviews that formed the basis of the psychosocial guidelines for breast cancer, as
well as the specific studies commissioned by the National Breast Cancer Centre (NBCC)
Psychosocial Working Group to investigate areas of need identified in the reviews.These
reviews and studies to some extent still form the basis of the current document.
In keeping with NHMRC recommendations,19 the literature reviews covered the scientific
literature prior to 1997,20-26 and identified and synthesised the best available scientific
evidence about the key, practice related issues. Comprehensive literature searches were also
conducted to identify additional relevant studies from 1997 to 2001 (see Appendix C for
details). Evidence was predominately obtained from research in the following cancers known
to be the most frequently occurring cancers in Australia: colorectal, breast, prostate,
melanoma, lung, gynaecological and Non-Hodgkin’s lymphoma (see Appendix D for full
incidence details). Head and neck cancers, which results in high levels of impairment, and
pancreatic cancer, which has a high mortality, were also included (see Appendix D for
full details).
The evidence rating system used in the guidelines is based on the recommendations for
interventions studies by the NHMRC’s Standing Committee on Quality of Care and Health
Outcomes (QCHOC),27 which was adapted from the rating system developed by the US
Preventive Services Task Force.
Level I

Evidence is obtained from a systematic review of all relevant randomised
controlled trials.

Level II

Evidence is obtained from at least one properly designed randomised
controlled trial.

Level III-1

Evidence is obtained from well-designed pseudo-randomised controlled
trials (alternate allocation or some other method).

Level III-2

Evidence is obtained from comparative studies with concurrent controls and
allocation not randomised (cohort studies), case control studies, or interrupted
time series with a control group.

Level III-3

Evidence is obtained from comparative studies with historical control, two or
more single-arm studies, or interrupted time series without a parallel group.

Level IV

Evidence is obtained from case studies, either post-test or pre- and post-test.

For intervention studies, Level I represents the gold standard of evidence. Recommendations
based on lower levels of evidence have been included in this document because of the
insight offered by well-conducted research or clinical consensus on pertinent issues that
have not been subject to investigation using randomised control trial methodology.
Appendix C further details the process for the development, implementation and evaluation
of these guidelines.
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1.3

STRUCTURE OF THESE GUIDELINES

Structure of these guidelines
The framework for the guidelines is predominately based on symptoms or patient concerns
rather than specific cancer sites, due to the considerable overlap in themes across different
cancers and for ease of clinical use. Cancer site-specific issues are included in the document
where applicable.Within each section, when citing evidence in text, a generic statement is
made followed by examples from various cancers.
In most instances, recommendations made are applicable to all adults with cancer.
Differences may apply in some instances, depending on stage of treatment, type of cancer,
gender, age or social circumstances of the patient.Therefore, within each chapter or section
of these guidelines, recommendations are made based on the following hierarchy:
• general (generic) recommendation
• recommendation based on stage of treatment
• recommendation for specific cancer.
Further, where recommendations are likely to be affected by gender differences, this has
been noted.

Identification of research sources
Studies with patient samples from several different cancer sites are considered heterogenous and
identified as ‘studies of patients with different types of cancers’ throughout the document.
Studies of patient samples from one or two cancer groups are identified by type, eg.‘a study of
patients with prostate cancer’ or ‘a study of patients with breast cancer and gynaecological cancer’.

Management of gender issues
The psychosocial guidelines for women with breast cancer28 drew on a large body of
evidence covering needs assessment and effective strategies for these patients.While it has
been suggested there are commonalities in the psychological needs of patients with cancer
at different cancer sites,18 it is possible that there may be differences in effective psychosocial
strategies between sub-populations.Throughout the document, likely gender differences in
the way people react to cancer, psychosocial support needs, and successful strategies to meet
these needs, have been noted.

1.4

I S S U E S A F F E C T I N G H E A LT H P R O F E S S I O N A L S
W H O T R E AT PAT I E N T S W I T H C A N C E R

These guidelines have been developed to promote awareness of the psychosocial needs of
patients and inform health professionals of those evidence-based interventions that may
improve adjustment and outcome for patients. However, the psychosocial care of patients is
not conducted in a vacuum, and the training, skills, attitudes and beliefs of health professionals
will affect clinical care, often in subtle ways. Furthermore, the clinical care of patients with
severe, disabling or life-threatening conditions such as cancer, poses special burdens for staff
– an issue that is often neglected. Recognition and understanding of the emotional issues for
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health professionals allows strategies to be developed to address these concerns, a process
likely to lead to improved therapeutic relationships, enhanced professional satisfaction and
reduced stress and burnout.
High levels of stress are reported amongst oncologists29 and oncology nursing staff. Levels are
higher among staff who are younger, who feel less supported in the ward30,31 and more recent
graduates.32 Informing patients of the diagnosis of cancer, and providing emotional support
for patients and their families are common sources of stress,33,34 yet are areas of training largely
neglected until recently. Concerns about the toxicity of treatments and the potential for
treatment errors35 pose a burden, as does the conflict between clinical demands and
concerns about the impact of this on family life.35 Treating the dying, especially when
patients’ and families’ suffering cannot be relieved as fully as one would wish, is recognised
as a potent source of stress.36 Staff who are faced with deaths of large numbers of patients37
often feel immersed in suffering, with little respite from the demands of displaying warmth
and empathy towards others.38 In work environments in which there are high levels of
organisational responsibilities, stress is also likely to be high.35
Strategies for coping must include attention to the training of health professionals that
traditionally has offered little preparation for the intensity of grief, anger, frustration and
resentment displayed by patients and their families, particularly when faced with a devastating
diagnosis and high disease burden.39 It is important for those who work in oncology to draw
on the expertise of members of the multidisciplinary team in dealing with complex clinical
problems,40 especially when these pose emotional stress. Participation in communication
skills training also appears to be a valuable strategy, given evidence that those health
professionals who feel insufficiently trained in communication and management skills have
higher levels of stress.35 It may be necessary for health professionals to challenge unrealistic
expectations of professional performance. Investing in interpersonal relationships is likely to
improve coping ability, since supportive relationships appear to protect against burnout.41
Finally, given the evidence of high rates of emotional morbidity in health professionals,42 it is
important that depression and anxiety are not attributed to ‘work-stress’, but that affected
staff receive assistance, support and appropriate treatment.
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1.5

S U M M A RY O F E V I D E N C E

The following table summarises guideline statements that are supported by Level I and Level II
evidence.The corresponding sections in the text expand on the context of this evidence,
including discussion of significant, clinically relevant recommendations based on evidence
from other than Level I or Level II study designs.

Summary Statements with Level I and II evidence
General interactional skills – Chapter 3.1

Level

Evidence

The way a clinician and the treatment team relates to, and communicates
with a patient can significantly benefit the patient and their family,
including improvements in psychosocial adjustment, decision-making,
treatment compliance and satisfaction with care

I

15

Expressing empathy and listening actively improves psychological adjustment

I

393

A patient’s understanding, recall and/or satisfaction with care increases
when techniques such as the following are used:
•

taping of the consultation

II

398,399

•

a general informational tape

II

369

•

a summary letter as a ‘follow up’ to the consultation

II

400

•

the presence of a support person
(healthcare professional, family, friend)

II

401

actively encouraging questions

II

396

Level

Evidence

II

429,430

II

441

Level

Evidence

Appropriate detailed information promotes understanding and increases the
psychological well-being of people with cancer

I

15

For women with breast cancer, discussions with a specialist breast nurse
reduce psychological morbidity, and increase understanding of breast cancer,
recall of information and perceptions of support

II

243,401
466,467

Patients’ recall of information increases when they are provided with
individualised information

I
II

471
399,400
476,477
478,479

•

Discussing prognosis – Chapter 3.2.2
The way in which prognosis is communicated, eg use of words or numbers,
survival or death as the outcome, and the time taken to explain information,
influence a patient’s decision about treatment
Discussing treatment options: Providing information and choice
– Chapter 3.2.3
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Providing question prompt sheet to patients with cancer during an initial
consultation promotes patient questions, reduces anxiety, improves recall
and shortens the consultation

II

350

Level

Evidence

I

523,524

II

525,526

Providing patients with practical details about the procedure (procedural
information), a booklet and/or videotape decreases anxiety, and psychological
distress.This information can be provided by a clinician, or other health
professional such as a specialist nurse

II

401,525
526,527
528,529

Providing patients with information about what they are likely to
experience before, during, and after a procedure (sensory information),
decreases anxiety

I

524

II

530

I

17

Level

Evidence

Appropriate counselling improves the well-being of people with cancer

I

15

The opportunity to discuss feelings with a member of the treatment team
or counsellor decreases psychosocial distress

I

15

Participation in psycho-educational programs decreases anxiety and
depression and increases knowledge

II

477,478
479

Participation in peer support programs is beneficial for patients with
poor perceived social support

II

559

Successful strategies for meeting psychosocial support needs may differ for
men and women and when the delivery method is inappropriate or
insensitive, men may not participate or not gain a benefit

II

362

Level

Evidence

Specialist breast nurses improve understanding and provide continuity of
care throughout the treatment process for women with breast cancer

II

401,466
569

Patient-held records improve continuity of care

II

475

Preparing patients for potentially threatening procedures
and treatment – Chapter 3.2.4
Providing patients with information about the procedure they are about to
undergo reduces emotional distress and improves psychological and
physical recovery

Providing patients with psychosocial support before undergoing
surgery reduces psychological distress
Emotional and social support – Chapter 3.3

Ensuring continuity of care – Chapter 3.5

8
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Support towards the end of life – Chapter 3.6

Level

Evidence

Pain can be significantly controlled by relaxation therapy, and educational
programs, aimed at enhancing pain control, improve adherence to treatment

I
II

15
578

The expression of feelings improves adjustment

II

401

Psychological interventions can improve quality of life in areas such as
mood, self-esteem, coping, sense of personal control, and physical and
functional adjustment

I

15,17

II

579,580

Exploring and responding to specific concerns – Chapter 3.7

Level

Evidence

Referring people who have risk factors to specialised psychological services
minimises the likelihood of their developing significant distress

I

359

A range of interventions, such as psycho-educational interventions and
anxiety reduction strategies are useful for decreasing distress in patients
with cancer

I

15

Cognitive and behavioural techniques, eg muscle relaxation and imagery,
are effective treatments for anxiety. However, when anxiety or panic
impedes or complicates treatment, prompt assessment from a psychiatrist
or clinical psychologist is required

I

15,16,17

Cognitive and behavioural techniques, eg muscle relaxation and imagery,
are effective in reducing symptoms

I

15,16,17

A range of psychological interventions including cognitive behavioural
techniques such as progressive muscle relaxation, guided imagery and
systematic desensitisation, supportive interventions, meditation, exercise,
and education are effective in reducing a patient’s level of nausea
and vomiting

I

15

II

525,607
608,609
610,611

I

15

II

616

Numerous strategies including education, and nutrition therapies have been
found to be useful in improving nutritional status and quality of life

II

273,274

Exercises in breathing control, activity pacing and relaxation techniques are
beneficial for patients experiencing respiratory difficulties

II

628

Cognitive behavioural techniques such as progressive muscle relaxation and
guided imagery, and other therapies such as prayer and meditation are
efficacious in the management of acute and chronic pain
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Types and benefits of specialised care - Chapter 4.1

Level

Evidence

I

15,16,17

II

548,564
565,568
607,611
659,660
661,662
667,668
669,670
671

I

15,16

II

661,681

Cognitive behavioural, psycho-educational, and supportive interventions, as
well as combinations of education and behavioural or non behavioural
interventions and cognitive behavioural and anti-depressants, are effective
in the treatment of depression

I
II

15,16
149,569
580,661
671,682

Supportive psychotherapy, in combination with antidepressants such as
selective serotonin reuptake inhibitors is effective for the management of
post-traumatic stress disorder

I

683

Relaxation therapy, guided imagery, systematic desensitisation, supportive
interventions, and education together with cognitive behavioural
interventions, are beneficial for patients with physical symptoms

I
II

15
525,607
608,609
611.661

Greater beneficial effects are observed when therapies are longer and
conducted by more highly trained therapists

I

16

Cognitive behavioural, supportive and crisis interventions and relaxation
techniques, are beneficial for people experiencing body image concerns

II

527

Personal and/or couple therapy is beneficial for people experiencing
sexuality concerns

II

548

Interventions that provide support for partners of patients are effective in
reducing distress in both patients and partners

I

654

Level

Evidence

I
II

149,15,17,
690
695,697

I

692

A variety of psychological interventions, including cognitive behavioural,
supportive, group, family and couples therapy, as well as relaxation
techniques, reduce psychological distress

Cognitive behavioural, supportive and crisis interventions, as well as
combinations of education and behavioural or non behavioural interventions
and anti-anxiety medications, are effective in the treatment of anxiety

Treatment of anxiety and depression - Chapter 4.2
Depression can be managed by incorporating a combination of supportive
psychotherapy, cognitive and behavioural techniques, and pharmacotherapy
There is no evidence that any particular antidepressant is superior to
another in the management of depression in people with cancer

10
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CHAPTER 2

U N D E R S TA N D I N G T H E
CHALLENGES OF CANCER AND
H OW P E O P L E R E AC T

Optimal psychosocial care of people with cancer is best provided when all those involved
have a detailed understanding of the challenges faced by a person with cancer, including
potential reactions to these problems.This chapter provides a brief but comprehensive
overview of these issues.A summary of the issues and the cancer sites for which they may
be relevant is provided in Table 2. Evidence based information, where it exists, about how
to address these issues is covered in later chapters.
A person with cancer experiences a range of emotional, psychological, physical and practical
challenges.These may include: coping with the shock of their diagnosis and fears over their
health and future; physical symptoms and adverse effects of treatment such as nausea, fatigue
and physical changes in body appearance and functioning; financial costs, altered occupational,
employment and financial status; and psychological difficulties ranging from concerns about
body image and sexuality to severe disorders such as anxiety and or depression. Some will
also have to face progressive illness and approaching death.
Some challenges will be experienced by all patients, regardless of cancer site. Other issues
may be cancer site-specific or may be relevant to only a few cancers.The level of distress
experienced may vary depending on the cancer site, prognosis and patient burden.3
The emotional adjustment to the diagnosis and treatment of cancer is influenced by several
factors. For example, family, friends and religious beliefs have been reported to be important
in providing hope,43,44 but clinical uncertainty has been found to reduce hope significantly.45
High levels of social support clearly assist in coping (Level III-2).46 The ability to identify
with others for whom things are going well, and to contrast oneself with those for whom
things are not going well has been identified by patients as a useful strategy for coping.47
A review of studies examining age and adjustment to cancer indicates that younger patients
may be particularly vulnerable to emotional distress.48 This may be due to concerns about the
impact of cancer on their partner and children, including practical issues such as income and
childcare, the untimely nature of the diagnosis, and a sense of isolation. Older patients may
face a different set of issues; difficulties due to co-morbid conditions such as heart disease,
arthritis or waning mental capacity may increase the impact of cancer and affect ability to cope.
Research into any links between emotional adjustment and cancer outcome has focused on
breast cancer and has yielded mixed results. One prospective study demonstrated increased
risk of death on relapse in those with high levels of helplessness and hopelessness.49 Another
study has failed to find a clear link between coping strategies and disease outcome.50 To date
there has been no clear link established between stressful life events and either the development
or progression of breast cancer.51,52 In general, adopting an active, problem-solving style in
which emotions are openly expressed appears to make coping easier.50-52 In contrast, avoiding
discussing emotional and other issues has been associated with more distress.53,54 The capacity
to be flexible appears important, as those with a strong desire for control are more likely to
experience emotional distress.55
Gender also appears to influence the way people react to cancer.There are gender differences
in mortality for some cancers1 and other diseases.53 It has been suggested that these differences
may relate to social attitudes of men to health and illness, including the need to be strong in
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adversity.1,53-56 Differences have also been documented in men’s response to illness, including
lower utilisation of health care services.53,57,58
Table 2: Summary of the major issues by cancer type and page references
for major discussion of these issues
Issue

Cancer type

Emotional and social issues All cancers

Page/s
14-16
68-73
103, 119

Psychological issues
Body Image

All cancers, particularly breast, colorectal,
gynaecological, head and neck, laryngeal,
prostate, skin

16-18
87
103, 107

Sexuality

All cancers, particularly breast, colorectal,
gynaecological, head and neck, laryngeal,
prostate, skin

17-18
87
103, 107

Interpersonal problems

All cancers

18, 88
103, 107

New relationships post
diagnosis

All cancers

19
88-89

Stress and adjustment
reactions/Severe emotional
distress

All cancers

19, 89
103

Anxiety, depression, PTSD

All cancers

19-22
89-91
103
107-109
107

Physical issues

All advanced cancer

22-30
92-93
104, 107

Nausea and vomiting

All cancers, in direct relation to the disease or
treatment. Also in relation to other problems such
as bowel obstructions, or liver or cerebral metastases

22, 93

Pain

All cancers

22, 93

Fatigue

All cancers

23, 93

Fertility

All cancers, directly in relation to surgery, or
where treatment includes radiation or
chemotherapy

23-25
93-94
104

Lymphoedema

All cancers where disease or treatment
involves lymph nodes

26, 94
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Disfigurement

Breast, head and neck, skin, colorectal,
gynaecological especially vulvar

26, 94

Odour

Gynaecological, colorectal, skin, head and neck

26-27
94-95

Incontinence

Especially increased risk for prostate, gynaecological,
colorectal, all advanced cancer

27, 95

Bowel dysfunction

Especially increased risk for colorectal, prostate,
ovarian, all advanced cancer

27, 95

Cognitive problems

Brain, possibly all cancers

27-28

Communication difficulties

Head and neck, laryngeal, brain

28, 95

Malnutrition due to factors
such as: Lack of appetite,
oral symptoms or
swallowing difficulties

All cancers
Head and neck
Head and neck, laryngeal

28-29
96

Respiratory symptoms

Lung, laryngeal, head and neck, Hodgkin’s Disease,
any metastatic disease involving lungs and pleura

29-30
96

Costs - diagnosis and treatment All cancers
- supportive
All cancers
treatments/therapies
- prostheses/aids
Breast, colorectal, laryngeal, all cancers where the
disease/treatment result in removal or loss of
body parts, problems with incontinence, erectile
dysfunction, speech

30-31
74

Practical issues

30-31
74-76

Reconstructive surgery

Breast, skin, head and neck, colorectal,
gynaecological – vulva, recurrent disease

31, 76

Lymphoedema

All cancers where disease or treatment involves
lymph nodes

31, 76

Travel and accommodation costs All cancers

31, 76

Other support needs,
eg child care etc

All cancers

31, 76

Loss of income

All cancers

31-32
77

Difficulties with business
dealings

All cancers

32, 77

Legal issues related to
advanced disease

All cancers

32, 77
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Towards-the-end-of-life
issues

All cancers

32-34
80-83

Survival issues

All cancers

34-36
91

2.1

E M OT I O N A L A N D S O C I A L I S S U E S

People with cancer experience a range of emotional and social difficulties.They often report
feelings like ‘being in a state of shock’,‘feeling out of control’ or being angry, fearful or
helpless. Grief and loss are often key issues (see also Section 3.6), and there may be powerful
feelings of distress and fear that the cancer could be fatal. People treated for cancer may also
find their life has changed in other ways such as curtailment of activities they enjoy.

Emotional responses
People vary in their emotional responses to the circumstances surrounding the diagnosis and
treatment of cancer.An individual’s level of distress may also change over time. For example,
among people with head and neck cancer, stress levels have been shown to be highest at the
point of confirmed diagnosis, and recede during the treatment.59 Psychological functioning
and global quality of life gradually improves over three years after the treatment.59 In women
with cervical cancer, distress and disruption is reported to be high at diagnosis and treatment,
yet the majority return to a level of functioning similar to pre-diagnosis.60
Episodes of intense, unpleasant and distressing emotions such as tearfulness, fear and anger
are part of the normal range of responses to a stressful event.These reactions are very common,
are usually occasional, rarely last more than a day or two, and are not indicative of disorder.
There are a number of potential barriers to patients discussing emotional concerns, including
not having the words to describe how they feel, not wanting to be a burden, fearing breaking
down, being ashamed of admitting problems with coping, or perceiving that the doctor is too
busy or disinterested. Health professionals may avoid discussion because of fear of causing
distress, harm or worry for patients, feeling out of their depth or that the existential domain
is not an appropriate part of medicine.

Psychological vulnerability and, emotional and social support
The extent to which a person with cancer has support and feels supported has been
identified as an important factor in their adjustment to the disease.46
Key points
People who perceive they have poor support are more likely to experience greater
psychological distress.43,46,61,62
Partners63-65 and children66,67 of patients with cancer are also vulnerable to
psychological distress and in need of support.
Many patients are faced with significant restrictions to social activities as a result of
the disease68-71 and experience psychological distress in relation to this.71
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Lack of support from family and friends
Perceived lack of support from family and friends may be associated with greater psychological
distress.43,46,62 Further, patients’ adjustment to living with cancer can be shaped by the
reactions of their family and intimate others. Descriptive data suggest that adjustment by
patients with cancer is enhanced by family and partner support,72,73 while criticism and
overprotection by a spouse leads to negative mood and stress.73,74 Not only the type of
support offered by the partner, but also qualities of the relationship and the couple as a unit,
appear to be important.75-77
Discussion of cancer-related issues between men with cancer and their partners has been
reported to be limited78,79 and constraints in talking to their spouses about cancer may be a
negative factor in men’s adjustment.80 For instance, studies of men with prostate cancer and
their spouses have reported poor communication between men and their spouses about
emotions, worries, fears and responses to changes in physical and sexual functioning. 81-83
Further research is needed to ascertain ways to optimise intimate support between men with
prostate cancer and their partners, as this may facilitate long-term adjustment.
Stress experienced by partners
The level of stress experienced by partners of patients with cancer is reported to be
comparable to, or higher than, that of patients themselves.65 Recent studies measuring stress
levels of patients with colon and prostate cancer and their partners, indicate that partners
experience significantly more distress than patients63,64,84 and receive less support.84 Patients
themselves often report family needs and issues as their biggest concern.85 Data from
descriptive65,76,86 and correlational studies87,88 also suggest that the adjustment of partners is
closely related to the emotional and physical functioning of the patient.
Although there is evidence that support from a partner improves patients’ adjustment, this
appears to come at a cost for the supportive partner. For instance, descriptive studies
indicate that those spouses who are most supportive of their partners have higher measured
levels of distress89 and higher levels of depression when they perceive that they receive little
benefit from the relationship,90 or when they have reported low levels of emotional support.91
Partners also have different information needs, which are not always met by the patient.92
Women express more stress in adjustment to cancer, regardless of whether they are the
patient or the partner,84 but evidence data suggest that women are better at understanding
their partner’s experience with cancer than men.93 A diagnosis of cancer may place additional
anxiety and stress on same-sex couples, with fears that revealing their sexual orientation will
result in stigmatisation and compromised care.94,95
Stress experienced by children
Several studies of patients with various types of cancers report that children of parents with
cancer are susceptible to levels of stress and in need of support,66,67,96 The following key issues
have been identified:
• distress varies depending on age, sex of the child, and sex of the parent66
• the child’s usual support sources are often disrupted. For example:
• findings from a breast cancer study reports that children perceive that their families
offer them little support97
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• mothers with early breast cancer do not always check children’s understanding of the
disease, nor to elicit children’s concerns98
• parents coping with cancer may fail to recognise emotional distress in their children67
• inability to discuss the illness with parents and spending less time with friends or on
sport and leisure activities have been found to correlate with mal-adjustment.96
Social impairment
Social support has been identified as an important factor in a person’s adjustment to cancer,46
yet many people are faced with restrictions to social activities as a result of the disease. For
instance, available studies of patients with laryngeal, lung, gynaecological or colorectal cancer
show that these patients report significant restrictions to social activities.68-71 Many experience
psychological distress71 and lack of social support correlates with levels of depression.99

2.2

PSYCHOLOGICAL ISSUES

In addition to general detrimental effects on emotional well-being, living with cancer can pose
specific problems that have a strong psychological impact, including body image and sexuality
problems, interpersonal difficulties, and anxiety, fear or concerns related to survival and recurrence.
Most people with cancer will experience minor or transient symptoms of anxiety and
depression. Some will develop more severe problems, such as clinical anxiety, depression or
post-traumatic stress disorder (PTSD), and will require specialised treatment.This section
describes the nature, severity and prevalence of the psychological problems experienced by
people with cancer.

Self concept, body image and sexuality
Self concept
A diagnosis of cancer and subsequent treatment can have a significant impact on self
concept, the way in which people perceive or react to themselves. Living with cancer may
affect personal self concept (facts about the self or a person’s self-opinion); social self
concept (perceptions of how one is regarded by others); and self-ideals (perceptions of
oneself with respect to how one would like to be).100
Body image
Body image is a component of self-concept and involves the perception and evaluation of
one’s body, appearance and functioning.101 Body image refers to the person’s conception of,
and feelings about his/her body – its form, size, shape and the way it fits society’s norms.28
People with cancer face complex issues of body image, beyond those directly related to
missing body parts.102 This is consistent with reports by Australian women with breast cancer
that sexuality entails “more than having breasts”.103 In considering body image it is important
to conceptualise the person as a whole and social being.
Body image is an area of concern for patients with many different types of cancers,
including breast,104-106 prostate,107 gynaecological,108 head and neck,109 laryngeal110 and
skin111 cancers.
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Much of the literature about body image relates to women with breast cancer.There is clear
evidence that women who have undergone breast conserving surgery have a significantly more
positive body image than those who have undergone mastectomy.104,106 A recent study in women
who had undergone prophylactic mastectomy demonstrated that one-third felt less ‘feminine’
to a minimal degree, and a smaller minority experienced more serious body image concerns.105
Emerging evidence also suggests body image is an area of concern for patients with other
cancers. Studies show that body image, masculinity, and cancer-related self-image are affected
in men with prostate cancer,107 and that body image is significantly affected in women treated
for gynaecological cancer.108 In addition to erectile dysfunction and fertility concerns, anecdotal
evidence suggests that men with prostate cancer may also be concerned about the prospect
of developing breasts as a result of hormone therapy.A study in patients surgically treated for
head and neck cancer reported that 25% overall, and 57% of those with major disfigurement,
experienced a change in self image.109 The results of other studies suggest that many people
who have had a laryngectomy experience psychological distress71 especially those with a
stoma.112 Surgery for skin cancer has also been shown to impact on body image.111
The effect of gender on the impact of cancer on body image is unclear. In young adults with
cancer, males appear to have a more secure body image.113 However, a review of 16 studies
found that both men and women find hair loss related to cancer treatment a source of
distress, depression and loss of confidence.114
Sexuality
Sexuality is properly understood to encompass body image, self-esteem, mood, support and
sense of emotional connection and intimacy.That body image plays a key role in sexuality is
evidenced by the fact that sexual problems are reported by patients with cancers that do not
directly effect sexual organs, such as head and neck cancers,109 laryngeal cancer,115 lung
cancer 116 and Hodgkin’s Disease.117 This finding also suggests the need to address patients’
issues of sexuality, regardless of the cancer site.
Estimates of the proportion of patients experiencing sexual problems following the diagnosis
and treatment of cancer vary from 10% to 88%, depending on the cancer site and the type of
problem.109,118-126 Concerns about current or potential sexuality problems are reported to be a
major stressor127 and are associated with anxiety.122
Sexual problems may persist for many years after surgery. Several studies of men with testicular
cancer indicate sexual dysfunction is a major persisting side effect even years after
diagnosis.121,128,129 Sexual dysfunction persists up to 12 months after bone marrow transplantation
in people with Hodgkin’s Disease, and up to two years after surgery in women who have
undergone mastectomy.118,119,125
Factors affecting sexual adjustment in individuals with cancer include the following:
• age125
• pre-existing problems in relationships or sexuality119
• pre-treatment menopausal status for women,121,130 and treatment-induced change in hormonal
status,120,130,131 chemical menopause may produce atrophic vaginitis and dyspareunia, while
changes in androgens alter libido and orgasm132
• adjuvant chemotherapy, which affects sexual response,130,132 and desire,133 by interfering
with the production of oestrogen and testosterone134
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• alterations in body image due to alopecia, weight loss or weight gain,109,118,126,130,135 or
disfigurement resulting from surgery109,118,126
• treatments that directly impair sexual function or pelvic organs.121,123,126 Radiation therapy
in the pelvic, lower abdominal or prostate areas may significantly affect sexual activity,
satisfaction and desire.123,135-137 For women, effects may include dyspareunia due to lack of
lubrication or fibrosis of vaginal tissue.

Table 2.2: Type and prevalence of sexual problems reported by
patients with different types of cancer
Sexual problem

Cancer type

Prevalence % Reference

Loss of libido, change in
sexual activity, decreased
satisfaction/orgasm

Breast cancer
Head and neck
Laryngeal
Prostate
Lung
Gynaecological

10-50%a
39-74%b
60%c
43-51%
48%d
No % given

118,119,124,125,138
109
115
139
116
68,120,122

Sexual dysfunction (vaginal Gynaecological
dryness, vaginal bleeding,
stenosis, dyspareunia,
Colorectal
atrophic vaginitis, pain)

66%
No % given
20%e

122
60,68,120,140
*126

Erectile dysfunction and
ejaculation dysfunction
(premature, retrograde or
dry ejaculation)

62-88%
41-91%
25-70%i

*126
123f 141g 139h
121,128,129,131
117

Colorectal (with stoma)
Prostate
Testicular
Hodgkin’s Disease

Notes:
Studies marked * are reviews of several studies, all others are single studies.
a Women who have mastectomy are particularly vulnerable and those under 50 yrs of age
are twice as likely as those over 50 yrs
b 39% with minor disfigurement; 74% with major disfigurement
c Significant decrease in sexual activity
d Severe in 27%
e Women whose sphincter muscle has been sacrificed suffer from dyspareunia
f-h 71-91% who had radical prostatectomy and 41-62% who had radiation therapy
i
Highest if primary retroperitoneal lymph node dissection or chemotherapy plus
secondary resection of retroperitoneal tumour mass

Interpersonal problems
Cancer and cancer treatments can place considerable strain on relationships, particularly in
cases where difficulties existed before the diagnosis. Several studies of women with breast
cancer142-144 and various other cancers types75 suggest that problems in marital or family
relationships may place a person with cancer at increased risk of psychological problems and
affect their adjustment.A study of patients with head and neck cancer found that, generally,
relationships with partners were unchanged after the diagnosis, but 27% of patients with
major disfigurement resulting from the treatment report a worsened relationship with a partner.109
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New relationships post diagnosis
The establishment of a new relationship after the diagnosis and treatment of cancer poses
complex issues, including the impact of self-esteem and bodily changes on the initiation of
relationships, the timing and extent of disclosure about cancer and treatments, and concerns
about sexuality, fertility and longevity. In addition, the experience of cancer challenges the
beliefs and values of the individual, with attendant changes in expectations and hopes for
relationships.
Many single men and women in whom cancer has been diagnosed may feel that their illness
or the effects of treatment limit their chances of developing new sexual relationships.While
research in this area is limited, one study reported pessimism regarding future relationships
as a principal stress or among survivors of breast cancer.145

Stress and adjustment reactions
The experience of the diagnosis and treatment of cancer is for most people a stressful life
event that is followed by a range of distressing symptoms such as anxiety and depression.
While these symptoms are likely to be transient, it is important to be aware that the experience
of cancer is not a single, undifferentiated event. Rather, people with cancer encounter a
series of stressful events or challenges over time, which may pose different demands and
difficulties.146-148 As a consequence, a person’s distress may become heightened at particular
times, such as at diagnosis or disease recurrence, time of surgery, commencement of adjuvant
therapy, at advanced disease stage, or presenting for medical surveillance.10,59,118,124,149-155

Severe emotional distress
Although emotional distress in people with cancer is normally occasional and time-limited,
some people experience more severe emotional reactions. Stress and adjustment problems
may include stronger negative feelings that can last for a week or more, and these can be
difficult and disruptive to a person’s life. If such problems are left undetected and
unacknowledged, some can develop into more serious emotional states.
Major psychological disorders include a major depressive episode, anxiety disorder, post
traumatic stress disorder (PTSD), or an emotional, behavioural or cognitive state that is
overwhelming, lasts longer than a couple of weeks, causes significant impairment in
functioning and over which the person feels they have little or no control.

Anxiety
Although some anxiety in response to a stressful life event is normal, in some cases anxiety
can interfere with relationships, social or occupational functioning and health-related
behaviours. Symptoms associated with anxiety include heightened physical arousal, sleep
disturbance, impaired concentration and decision-making, agitation and anger.Avoidance of
distressing issues and situations, and excessive reassurance-seeking, may also indicate anxiety
problems.These responses can have a major impact on the individual’s functioning and that
of their family.
Some people experience severe anxiety problems, including panic attacks, pervasive and
generalised worry, treatment phobias, eg needle phobias, social anxiety and post-traumatic
stress reactions.
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Prevalence estimates for anxiety in patients with cancer range from 15% to 23%.156,157
Moderate-to-severe anxiety has been reported in numerous studies of patients with different
types of cancer, including gynaecological, lung, breast, haematological/ lymphatic,
gastrointestinal, and urological cancers.4,110,120,122,156,158-163
Factors affecting anxiety disorders in people with cancer include:
• reaction to the stress of diagnosis and treatment
• response to cancer-related medical problems such as uncontrolled pain
• response to drug treatment, such as steroids
• response to investigations such as computed tomography (CT) scans and magnetic
resonance imaging (MRI)
• exacerbation of pre-existing anxiety or specific fears and phobias, eg needle phobias.164
For instance, predictors of anxiety among survivors of Hodgkin’s Disease are low educational
status, the length of the observational period, combined chemotherapy and radiation treatments
and pre-treatment psychiatric symptoms.161 Psychological distress does not consistently
improve over time.161,165 Anxiety may also be a symptom of other medical conditions, such as
thyroid disease, and is commonly associated with alcohol or benzodiazepine withdrawal.
Levels of psychological distress are likely to be higher when disease burden or complications
are more severe. For example, in patients who have had a bone marrow transplant, the level
of anxiety was found to be significantly higher in those patients who went on to develop
grade II-IV graft-versus-host disease (GVHD) compared to those who developed grade
0-I GVHD.162 Mortality at one year post bone marrow transplant is also influenced by
psychological distress and attitude towards treatment.110

Depression
In addition to the personal suffering it causes, depression is probably the most important risk
factor for suicide.166 Depression undermines the capacity of the individual to cope with
illness, and is associated with increased severity of medical symptoms, and additive
impairment in social and vocational functioning.167 It is therefore not surprising that
depression is also associated with increased health care costs in those with medical illness.168
Depression may also compromise the physical care of the person with cancer – in general
medical settings the odds are three times greater that depressed patient will be non-compliant
with medical treatment recommendations,169 and depressed patients with breast cancer have
been found to be less likely to accept adjuvant chemotherapy.170

The prevalence of emotional distress is high in patients with cancer, most studies
finding prevalence rates for depression ranging from 20%-35%.3,149,156

The prevalence of depression is increased in all chronic physical illnesses, and cancer is no
exception. Prevalence rates may vary depending on the cancer site.3 Patients who are
diagnosed with cancers with poor prognosis, such as pancreatic cancer, and high disease
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burden are especially vulnerable to psychological distress, and high depression rates have
been reported in these populations.3,171 Significant psychological distress has been reported in
43% of patients with lung cancer.3
The key symptoms of depression include low or flat mood or loss of interest in things that
used to be enjoyable.The diagnosis of a major depressive episode in physically healthy
people relies heavily on symptoms such as anorexia, insomnia, anergia, fatigue, weight loss
and reduced interest in sex. In patients with cancer, these symptoms may also be related to
the disease process or treatment side-effects.
A diagnosis of a major depressive episode in patients is best evaluated by the severity of
depressed mood, loss of interest and pleasure, the degree of feelings of hopelessness, guilt
and worthlessness, and the presence of suicidal thoughts.172 Recurrent tearfulness is often
accompanied by social withdrawal and loss of motivation.The patient may feel they are
unable to control the negative feelings and these feelings begin to dominate the day, on most
days for two weeks or more.

Suicide
Accurate figures on the incidence of suicide in patients with cancer are difficult to obtain.
Studies undertaken in Sweden suggest that the incidence of suicide is higher in people with
cancer than in the general population, and that suicide is more likely to occur in the first
year after diagnosis.173,174 Risk factors for suicide include severely depressed mood, a family
history of completed suicide, past history of self-harm and a history of alcohol or other
substance abuse, and poor social support. Lack of hope for the future has also been identified
as a powerful predictor of suicide risk, particularly in those with advanced cancer.175
Assessment, and exploration of suicidal thoughts, is crucial to the early recognition and
treatment of psychological distress for the patient (See Section 3.7).

Post-traumatic stress disorder
Diagnostic classifications of mental disease have been revised to include diagnosis of a
potentially life-threatening illness as sufficient stressor for the precipitation of PTSD, and
there is a small but increasing research into traumatic symptomatology in patients with
cancer.The bulk of the research to date has focused on patients with breast cancer.

Estimates of the prevalence PTSD among people with cancer vary from 3% to 12%,
depending on the cancer and treatment.176-180

Many who do not meet the strict criteria for PTSD still report a high level of intrusive
symptoms such as recurrent thoughts about the cancer diagnosis, or aspects of treatment.
For example, in one study of women with breast cancer, 44% reported a high level of
intrusive symptoms.181
A number of risk factors for PTSD have been identified in cancer patient. For instance, risk
factors for PTSD in women with breast cancer include less social support and greater
pre-cancer trauma.182 Among women with colorectal cancer, PTSD is associated with
perceived intensity of cancer treatment and problems with health care professionals.183 In
patients treated with high-dose chemotherapy or bone marrow transplant, lower levels of
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education and poorer health status are associate with increased risk for PTSD.178,180 Among
patients with colorectal cancer, the reported rate of PTSD is twice as high in women as in men. 183
Traumatic symptomatology may persist long-term. In women with breast cancer, traumatic
symptomatology does not appear to diminish with time. 184 While the duration of traumatic
symptoms following bone marrow transplant is unclear, one large study of patients with
various cancer types found that, at mean four-year follow-up post transplant, patients with
PTSD continued to show significantly lower physical, social and role functioning.185

2.3

PHYSICAL ISSUES

People with cancer experience a number of illness and treatment-related physical
symptoms/side effects that may significantly affect their quality of life and increase the risk of
developing more serious levels of anxiety and depression.186 These include nausea and
vomiting,187 acute and chronic pain,188-190 fatigue,191,192 lymphoedema,193-197 disfigurement,109,111,198
odour,199,200 incontinence,201 cognitive problems,202-204 difficulties in communication,205 swallowing
difficulties,205 respiratory symptoms,203,206 loss of appetite and nutritional deficiencies,207,208 and
fertility problems,209-211 as well as a decline in general health.

Chemotherapy-induced nausea and vomiting
Chemotherapy-induced nausea and vomiting cause significant suffering in some patients,
despite recent improvements in anti-emetic treatment and medication. In some cases,
patients may develop habitual nausea and vomiting occurring prior to a scheduled
administration of chemotherapy (anticipatory nausea and vomiting) or in response to stimuli,
such as tastes, smells and locations that have become associated with the chemotherapy
(conditioned nausea and vomiting).

Recent data indicate that up to 24% of patients undergoing chemotherapy
experience moderate to severe anticipatory and conditioned nausea and vomiting.187

Pain
Patients with cancer may experience pain due to various causes, including the illness itself
and the treatment procedures. Studies show that pain is one of the most frequently identified
problems for people with lung cancer189 or prostate cancer.188 There is emerging evidence
that pain arising from head and neck cancer can be severe and chronic, persisting beyond
completion of treatment. One study found that 6% of patients report pain at 24 months and
4% of those have severe pain.190
Pain may vary depending on the stage of the disease or treatment, and is common among
people with advanced cancer. Pain has an adverse effect on general well-being and
compounds psychological distress in patients with cancer. For instance, it has been reported
as one of the greatest sources of suffering for people with lung cancer.163
Pain also has an emotional dimension. In addition to social, family, personality and cultural
factors, the individual’s interpretation of the meaning of the pain may influence coping in
patients with serious illness.212,213
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Fatigue
Fatigue is a common complaint of patients with cancer, and 91% of those who experience
fatigue report that it prevents a ‘normal life’.192,203 Emerging evidence suggests that fatigue
persists even after acute treatment is completed,214 and correlates with the use of
chemotherapy, irrespective of the time since treatment.215

Female fertility and pregnancy issues
Fertility and pregnancy issues are an under-recognised source of distress for women with
cancer. Issues that may arise during the treatment of cancer at any site may include
contraception, the effect of pregnancy on prognosis, the effect of treatment on the foetus, the
effect of treatment on future fertility, and the availability of any reproductive technologies
that might enhance the possibility of motherhood at a future, safe time.Women report they
are concerned about these issues, and they have been identified as a source of significant
levels of anxiety.209,211
Avoiding pregnancy
Women who are not pregnant at the time of diagnosis may experience fears and concerns
about becoming pregnant during treatment. Selection and choice of appropriate contraceptive
methods may also cause concern.Women may be concerned about the hormonal adverse
effects of cancer therapy and require specific specialist advice and reassurance on this issue.
The effect of pregnancy on prognosis or recurrences
Clinical experience and research do not substantiate the common belief that pregnancy
shortly before, during or soon after the diagnosis of cancer worsens the prognosis, or increases
the chance of recurrence,216,217 with the exception of trophoblastic disease. Despite the lack
of scientific evidence, the fear that pregnancy could cause a recurrence is common among
women with cancer, regardless of the cancer type.209,211 Treatment for cancer during pregnancy
is more complicated, and must take into account potential risk to the foetus through surgery,
chemotherapy or radiation therapy.
The effect of treatment on pregnancy
Women in whom cancer is diagnosed during pregnancy or after childbirth, may have
concerns about the effects of cancer or treatment on the child,211 even after treatment is
completed.209 The effect of treatment on the pregnancy may vary depending on the cancer
site and the trimester of pregnancy.
Women with cervical cancer diagnosed during the first trimester will usually be treated by
radical hysterectomy, with the concomitant loss of both the current pregnancy and any
future pregnancies, because a delay in definitive surgery may worsen the prognosis.When
the diagnosis is made during the mid or third trimester, delaying definitive treatment until
after delivery may be a realistic and safe option for both mother and baby.
Women with ovarian cancer may undergo oophorectomy in the mid trimester, leaving the
pregnancy intact. For all cancers, chemotherapy during the first trimester may affect dividing
cells and organogenesis,218 but there is increasing evidence that platinum-based chemotherapy
during the second and third trimester is well tolerated by the mother and has no deleterious
effects on the foetus.219
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Any radiation therapy to the pelvis and abdomen will result in the death of the foetus.
Radiation therapy may be considered in the pregnant woman with breast cancer, each case
being considered by its merits. Cancer diagnosed during pregnancy will always generate high
levels of anxiety and distress.Those who terminate a pregnancy or experience a spontaneous
pregnancy loss during cancer treatment may be particularly vulnerable.209
Lactation difficulties may result from some cancer treatments, such as surgery or radiation
therapy to the chest or breast wall.220
Cancer treatment and loss of fertility
Loss of fertility occurs in patients with gynaecological or other malignancies for which
definitive treatment involves surgical or radiation therapy to the pelvic organs, or chemotherapy
that might induce a premature menopause.The potential loss of fertility, as a result of either
surgical procedures or adjuvant therapy,210 may be a source of concern and psychological distress.209
Whether or not early menopause results from chemotherapy or radiation therapy may be
influenced by age, dose and radiation field. For example, the dosage typically used in
lymphoma does not induce amenorrhea in women under 40 years, but may produce early
menopause in older women.221 A radiation dose of 6 Gray to the ovary is very likely to induce
menopause in a woman over the age of 40, but recovery is usually expected in a
20-to 30-year-old woman.210
Gynaecological implications of systemic cancers
Women with cancers that are associated with a strong expectation of long-term survival, such
as leukaemia, lymphoma and germ cell tumours, may have concerns that the treatment
received may affect their chance of future pregnancies.
Fertility after cancer therapy
Many women may wish to retain the option of further childbearing after the successful treatment
of their cancer.The preservation of oocytes or ovarian tissue is still at the experimental stage,
and there have been no recorded pregnancies to date.222-224 Embryo storage is available.
Concerns may arise about whether she is able to use her own uterus or requires a surrogate.
Key points
Despite the absence of good scientific evidence, many women still fear that
pregnancy could cause a tumour recurrence.209,211
Cancer diagnosed during pregnancy generates high levels of anxiety and distress.
Women who terminate a pregnancy or experience a spontaneous pregnancy loss
during treatment may be particularly vulnerable.209
The potential loss of fertility as a result of either surgical procedures or adjuvant
therapy210 may be a source of psychological distress.209
Male fertility issues
Fertility, properly understood as the overall result of sexual function, is an under-recognised
issue for men with cancer.The literature in this area predominantly relates to testicular
cancer, with few studies about other cancer types or heterogeneous cancer populations.
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Infertility may occur as a result of impaired spermatogenesis, but fertility also declines when
erectile function and libido are affected.According to one cancer study, only 57% of men
receive information from their health care provider about infertility after cancer, despite it
being a common concern.211 For some, infertility is irreversible.Approximately 20% of
survivors of testicular cancer who are treated by retroperitoneal surgery and systemic
chemotherapy are affected.225 Gonadal damage invariably results from high-dose chemotherapy
used for allogeneic or autologous bone marrow transplantation.226
Infertility distress substantially alters the patient’s quality of life. For men with testicular cancer,
this is compounded because they are commonly at the peak of their physical, sexual and
reproductive function.227 While the connection between sexual dysfunction and infertility is
often not made for older men, re-partnering and delayed reproduction can make it an
important issue for this population also.
Predictors of infertility distress include younger age, childlessness,228-230 and lower education
level.228,229 Cancer stage and treatment modality may also be a factor. One randomised
controlled study found that men with advanced testicular cancer who received
chemotherapy and standard retroperitoneal lymph node dissection had significantly more
infertility distress than those who did not undergo these.228
Treatment effects on fertility
Surgery, radiation therapy, chemotherapy and hormone therapy all cause varying degrees of
erectile or ejaculation dysfunction, impaired spermatogenesis or loss of libido, which in turn
affect fertility.Whether infertility is impaired irreversibly appears to be dependent on the
type of treatment received.According to one review, the risk of azoospermia increases with
the size of the radiation dose and the time taken for recovery, and the risk of permanent
azoospermia increases with each dose.231 According to comparative data, the risk of
irreversible impairment of spermatogenesis by chemotherapy is determined by
cumulative doses.232
Preservation of sperm for future use
Sperm banking becomes an important issue when treatment is likely to result in infertility
due to impaired spermatogenesis or sexual dysfunction such as impotence, loss of libido or
retrograde ejaculation. However, deciding whether to preserve sperm for later use may be a
source of distress, due to the involved medical, legal, religious, social and financial issues.233
According to one study, only 24% of childless men banked sperm before treatment.211 Many
patients may require information about cryopreservation and reproductive technology. Some
may have ethical or religious concerns about using stored semen.233
Key points
Only 57% of men receive information from their health care provider about
infertility after cancer, despite it being a common concern.211
Surgery, radiation therapy, chemotherapy and hormone therapy all cause varying
degrees of erectile or ejaculation dysfunction, impaired spermatogenesis, or loss
of libido.
Predictors of infertility distress include younger age, childlessness,228-230 cancer stage
and treatment,228 and lower education levels.228,229
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Lymphoedema
The precise incidence of lymphoedema is unclear, reflecting uncertainties about its diagnosis
and measurement (see the NBCC report about lymphoedema). It is reported to be of
considerable concern to women who have been treated for breast cancer,234,235 the population
in which the majority of cases of cancer-related lymphoedema occur.
Lower limb lymphoedema is also common in people with gynaecological cancers or lower
rectal and anal disease who undergo pelvic and/or inguinal lymph node dissection, radiation
therapy,194,195,197or combined vein ligation and inguinal lymphadenectomy.236 Major long-term
lymphoedema also affects patients who have undergone groin dissection for melanoma.196
Less commonly, lymphoedema can occur in patients treated for other cancers such as head
and neck cancers.197 There is a paucity of literature relating to cancer types other than
breast cancer.
Women with breast cancer who have lymphoedema report that the condition is debilitating,
impairing ability to perform ordinary tasks,237 and resulting in increased psychological
distress.238 Symptoms in the other arm, which may include weakness, limitation in range of
movement, stiffness and pain, also have a negative impact on quality of life for patients with
cancer.193 Lower limb lymphoedema may impair mobility, especially when both legs are
affected, leading to other problems such as obesity, heart disease or arthritis.Where only one
leg is affected, loss of balance is also a problem.
A recent study suggests that a person’s ability to cope with lymphoedema is affected by pain,
the availability of social support, and the severity of physical symptoms.239 For some patients,
in addition to the physical limitations it poses, lymphoedema may be highly visible of one’s
status as a ‘cancer patient’ and a constant reminder of the diagnosis.
The risk of cellulitis in the affected limb is increased in people with lymphoedema, because
lymphatic fluid provided a perfect medium for infection.240 Repeated episodes of cellulitis
increase the severity of the lymphoedema as infection promotes scaring241 and increase blood
flow and capillary permeability, thereby increasing the amount of fluid in the
interstitial spaces.242
Disfigurement
Despite improvements in cosmetic results, disfigurement is still an issue for many people
with cancer. Altered appearance results from surgery for many cancer types, including head
and neck, breast, skin, and vulvar cancers and for patients requiring exenterative procedures,
usually for persistent or recurrent pelvic disease.Thickened or keloid scars may also be
disfiguring, regardless of where they are located on the body. Disfigurement can affect body
image109,111,189,243 and sexuality.198
Factors that may be associated with higher distress levels include the extent of the
disfigurement and the preparedness of the patient for such outcomes. In a study of patients
treated for melanoma, the greatest distress about appearance was reported by those with
deeply indented scars, such as occur with skin grafting following removal of skin,
subcutaneous and deep fascia, as well as those whose scars were longer than they anticipated.111
Odour
Offensive bodily odours resulting from disease may have a devastating psychological impact
on people with cancer, and compound depressive symptoms, social isolation and disinclination
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to seek professional support.200 Odours may result from stomas, faecal or urinary fistulae or
tumour necrosis, which may occur either within body cavities or at ulcerated and infected
sites on the surface. Other potential sources of offensive odours are halitosis, uraemia, hepatic
failure, fungal or bacterial infections.199 Debilitated patients are more prone to fungal
infections, especially in skin folds and groins, as well as the genital region.Vaginal odours may
result from necrotic tumours, such as primary tumours of cervix, vagina or vulva, or may be
secondary to direct extension of an intra-abdominal tumour through the vaginal vault,
bladder or rectum, in the absence of fistulation.200
Odours may easily affect interpersonal relationships for patients with cancer, at a time when
they are particularly vulnerable.The effects of odours may even compromise the ability of
professional carers to provide good care.199
Incontinence
Incontinence is one of the most frequently reported problems for men with prostate
cancer,188,201 and is commonly moderate to severe.123 Urinary incontinence is considered to be
a major physical and emotional stressor for this population.127,135 Urinary incontinence may
also occur with infection in debilitated patients of both sexes.
Bowel problems
In colorectal cancer, one third of patients report more than five bowel movements per day
and 50% have problems with either diarrhoea or constipation.244,245 Impaired bowel function
is reported following ultralow (coloanal) anastomosis,69 and limited data suggest that this
procedure is associated with greater morbidity than anterior resection.246 Other cancer
studies reveal that 44% of patients with ovarian cancer report bowel problems247 and 13% to
38% of men with prostate cancer have moderate to severe bowel problems.123 Bowel
problems can also be associated with treatments such as pelvic radiation therapy,248 some
chemotherapy regimens248 and medications such as analgesics.249
Cognitive problems
Impaired thinking, described as poor concentration, confusion or memory problems, is a
common symptom reported anecdotally by people with cancer, and can be especially
distressing. Few detailed studies have been conducted to confirm these experiences using
valid and reliable neuropsychological tests.The cause of cognitive symptoms may be difficult
to determine, particularly for subtle impairment that may be a sign of treatment side effects,
metastatic disease or symptomatic of an anxiety or depressive conditions or fatigue.250
Studies in women with breast cancer treated with chemotherapy have reported cognitive
impairment in the domains of attention, mental flexibility, speed of information processing,
and visual processing.251-253 All of these studies reported that the cognitive impairment was
independent of mood disturbance. Cognitive impairment has also been found in women
treated with chemotherapy for gynaecological cancer,204 patients treated for Hodgkin’s
Disease203 and patients treated with chemotherapy and radiation therapy for lung cancer.254 It
is not known whether cognitive problems associated with bone marrow transplants improve
over time. Patients who experience difficulty in concentration report that this causes
moderate to severe distress.189
According to data from randomised controlled studies, high-dose chemotherapy is more
likely to be associated with cognitive impairment than standard-dose chemotherapy.255
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Immunochemotherapy also appears to be associated with increased risk of cognitive
impairment.256 Patients treated with stem cell transplantation for lymphoma and leukaemia
report cognitive impairment to be a major component of quality-of-life impairment, even one
year after the procedure.257
Research about cognitive function in patients treated for primary brain cancers has tended to
focus on relatively insensitive measures of outcome such as IQ scores and performance
status, and neurological examination.258 Mental speed and attention may be directly affected
by the tumour,202 while radiation for skull base tumours has also been associated with
impairment of memory, visual-motor speed, frontal lobe executive function and fine motor
co-ordination.259 Other studies of radiation and chemotherapy for cerebral cancer have failed
to identify a clear trend towards worsening of cognitive functioning. Older patients with
poorer performance status and subclinical tumour progression appear to be more vulnerable
to cognitive effects.260 Patients who experience confusion or motor deficits related to their
cerebral disease show diminished role and emotional functioning.261
Communication difficulties
Many people who have undergone laryngectomy experience persistent communication
difficulties.71,205,262-265 According to one study, a high percentage of patients treated with
laryngectomy report severe psychological distress between two and six years after the
treatment, apparently as a result of problems in effective communication with others.266
Emerging evidence suggests that 33%-40% of patients are totally or partly unsatisfied with
their speech rehabilitation program,208,267 but over 50% achieve successful communication by
oesophageal speech.Those who successfully accomplish oesophageal speech usually report
minimal problems in other areas.208 A survey of patients treated for head and neck cancer,
which assessed quality of life according to five domains (speech, eating, aesthetics, pain and
social role functioning), the domains of speech and eating best predicted quality of life.The
domain of speech had the most impact on well-being.268 Communication difficulties are also
common for people who have brain cancers. One study reported speech difficulties in 37%
of patients and another reported over 50%.269,270
Nutritional deficiencies
Malnutrition, a common problem in patients with cancer, adversely affects survival and
quality of life.70,207,271,272 Patients with head and neck cancer commonly have nutritional
deficiencies before the diagnosis, either due to the disease itself or to pre-existing
alcohol problems or tobacco use.Treatment can further impair nutritional status and
increase morbidity.208
Enteral nutrition/tube feeding is physically well accepted, and has been shown to improve
nutritional status and overall quality of life in several studies of patients with various types of
cancers.272-274 However, a study of patients with head and neck cancer showed that a substantial
proportion of patients experienced psychological distress as a result of the tube.275 Further,
although enteral nutrition improves the quality of life of severely malnourished patients
with head and neck cancer in the pre-operative period, no benefit is seen six months after
surgery (Level II).276
Malnutrition results from several factors that alter nutritional intake, such as lack of appetite,
problems related to oral cavity or swallowing difficulties.
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Lack of appetite
Lack of appetite or poor appetite, especially in the terminal phase of illness, is a distressing
problem that affects not only physical symptoms but also functional, social, and psychological
aspects of a patient’s quality of life.277,278 Lack of appetite can be due to cancer itself or its
treatment.271 Depression can also depress appetite.
Lack of energy or weakness resulting from poor food intake, overall disease burden or poor
systemic health, may impair a patient’s ability to perform basic daily activities.A poor appetite
may also contribute to poor social interactions.There is evidence that family members’ distress
due to the person’s poor appetite may compromise enjoyment of mealtimes.These problems
have a negative impact on the patient’s psychological well-being.277,278
Oral symptoms
Many cancer treatments commonly result in oral complications such as infections, gingival
bleeding, mouth ulcers, stomatitis/mucositis, dry mouth, change in taste, difficulty chewing,
difficulty with dentures and increased tooth decay.190,279-281
Dry mouth, change in taste, difficulty chewing, difficulty with dentures and increased tooth
decay are common following treatment for head and neck cancer, especially radiation
therapy.190,281 Oral complications also occur in approximately 40% of patients with non-head
and neck cancer treated with chemotherapy and radiation therapy.282 Mucositis, which is
often severe and extremely painful, develops in over 75% of bone marrow transplant
recipients283 and is common in patients receiving systemic cancer therapy, bone marrow
transplantation and irradiation for tumours of head and neck.284 Oral complications also
occur in patients with advanced disease.280
Swallowing difficulties
Available evidence suggests that swallowing difficulties are common in patients with cancer
of the head and neck region and oesophagus.205,285 It can be due to the tumour, or treatment
such as surgery or radiation therapy. Following laryngectomy, swallowing difficulties
commonly persist for up to six months and require further investigation.205
Dysphagia also occurs in patients with other types of cancer, as a result of radiation
therapy.286 This problem is common among patients with lung cancer.287 In a large
multi-centred Australian study, dysphagia was reported by 12% of patients who were
treated with radiotherapy alone, and 21% of patients who were treated with combined
radiotherapy/chemotherapy.288 Figures were higher in an overseas study, with 64% of patients
reporting difficulties289 although in the majority of cases this was mild. Difficulty swallowing
is also a common problem in patients with advanced cancer.290-292
Respiratory symptoms
Breathlessness is a frequent and devastating symptom in patients with advanced cancer. It is
common, and a source of anxiety, among people with primary lung cancer,293 people who
have had bone marrow transplantation257 and survivors of Hodgkin’s Disease.203 Alongside
coughing, breathlessness is the most commonly reported symptom in lung cancer. Malignant
pleural effusions are common complications of advanced lung cancer, resulting in dry cough,
dyspnoea, fatigue, and localised and pleuritic chest pain.
Dyspnoea may be profoundly distressing, and is reported by patients to restrict many activities,
both inside and outside the home. It has an impact on social life and generates considerable
Clinical practice guidelines for the psychosocial care of adults with cancer

29

anxiety.294 Dyspnoea is frequently under-diagnosed and inadequately treated.295,296 One large
study in patients with lung cancer identified dyspnoea as the only respiratory symptom
significantly associated with general symptoms, physical and psychosocial functioning and
quality of life.297
Radiation therapy offers palliation of respiratory symptoms and improves quality of life in a
substantial proportion of patients with non-small cell lung cancer.A recent prospective study
in 164 patients reported response rates of 83% for hemoptysis, 68% for chest pain, 37% for
dyspnoea, 31% for cough, 36% for global quality of life, 35% for physical and role functioning
and 55% for social and cognitive functioning.298 In patients with lung cancer, home oxygen
therapy improves dyspnoea in 76% of patients, quality of life in 78%, sleep in 60%, physical
activity in 48%, tiredness in 49% and cognitive function in 40%.299
Respiratory symptoms after laryngectomy are both frequent and troublesome. Patients’
common complaints include daily sputum production (98%), coughing (64%), forced
expectoration in order to clear the airway (57%) and requirement for frequent stoma
cleaning (37%).206 Respiratory symptoms correlate significantly with voice rehabilitation
and several aspects of daily living.
General health condition
Many patients, although not experiencing severe difficulties with any one specific physical
symptom or loss of function, may experience minor difficulties across a number of areas.
While each problem in itself may not be severe, the cumulative effect of these minor problems
may significantly affect their general health, quality of life and psychological well-being.

2.4

PRACTIC AL NEEDS AND FINANCIAL ISSUES

During the period following diagnosis and treatment, people will have many concerns and
information needs about practical issues.These include costs for screening, medical
procedures, support services such as physiotherapy and counselling, prostheses, travel and
accommodation and other practical issues such as child care, home help, etc. In addition,
many may be faced with the financial burden resulting from loss of income. Concerns about
these issues and how to access relevant information may influence their treatment and
well-being.
Costs
People with cancer may incur considerable costs as a result of a cancer diagnosis.These
include costs for:
• diagnosis and treatment
• supportive treatments and/or therapies required as a result of the illness.These may
include speech therapists/pathologists, physiotherapists, occupational therapists,
nutritionists, reconstructive surgeons, fertility clinics and counsellors, psychologists,
or psychiatrists
• prostheses or aids necessary to maintain or improve their quality of life.These include:
• breast prostheses
• wigs

30

Clinical practice guidelines for the psychosocial care of adults with cancer

• continence aids, eg pads, indwelling catheters, garments
• erectile dysfunction aids, eg drugs that assist erectile dysfunction, injections,
mechanical aides such as vacuum devices, penile prostheses
• laryngectomy aids, eg speech aids, voice prostheses, batteries, stoma maintenance and
protection devices.
Costs may vary, depending upon a number of factors including eligibility for health care
concession, financial assistance scheme entitlement, private health insurance cover, the decision
to be treated as a public or private patient, state of residence, and accessibility to facilities.
Reconstructive surgery
Patients who have undergone surgical procedures resulting in disfigurement or altered
appearance may wish to consider reconstruction or plastic surgery.This will result in
additional costs and the extent attributable to the patient will depend on the same factors
affecting costs of diagnosis and treatment as outlined above.They will require information
about the procedures, local availability, likely costs and sources for financial assistance, as well
as information about and referrals to experienced surgeons, eg breast, gynaecological or
plastic surgeons.
Lymphoedema
Patients who develop lymphoedema will require physiotherapy, access to compression
garments and additional support services.They will need information about trained
therapists, treatment locations, compression garment costs and fitting, and assistance with
costs. (See also Section 3.7).
Travel and accommodation
Many people in rural and remote areas may need to travel to the city for treatment. For
instance, a survey of residents of temporary accommodation provided by the Queensland
Leukaemia Foundation identified a substantial financial burden due to relocation for
treatment for haematological malignancies.300
Many patients may not be aware of available financial assistance for treatment-related travel.
Australian women travelling for breast cancer treatment spend over six weeks away from
home on average, and many do not receive the financial assistance to which they are entitled.301
For both local and rural patients, ambulance travel may also be necessary sometimes.
Other support needs
Some patients experience difficulties with domestic chores or self care,68,302 and may require
support for child care, meals and home help while they are recovering from surgery, and
during radiation therapy and/or chemotherapy.They will require information about available
services and how to access them.
Loss of income
Some people may experience extensive periods off work while recovering from surgery,
during radiation and/or chemotherapy,68,116,163 and may not qualify for sickness allowances.
Others may have to cope with permanent loss of employment as a result of their cancer.
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For example, some studies have shown that 50% of people who have had a laryngectomy do
not return to full employment, and more than half report financial problems.71,267 According to
a large national health survey, one in five people who have, or have had cancer report
employment problems.303 Many experience psychological distress due to the financial effects
of their illness.71
Difficulties with business dealings
In some cases, declaration of health status may be a legal requirement of business dealings or
transactions. People who have, or have had cancer may be confronted with a range of
difficulties including the right to sign contracts, access to loans, or eligibility for travel
insurance or life insurance. For instance, a study of survivors of Hodgkin’s Disease showed
that they experienced difficulties borrowing from banks,203 and the results of a large
national health survey showed that 9% of people who have, or have had, cancer were
denied health insurance.303
Practical aspects of advanced disease
Patients in the palliative phase may have concerns and information needs relating to legal
issues such as naming a Power of Attorney or preparing a Living Will or Advanced Care
Directive.They may also be concerned over issues such as where they wish to die and
funeral arrangements.

2.5

TO WA R D S T H E E N D O F L I F E I S S U E S

Advanced cancer impacts on the quality of life of the patient and their family or caregivers in
many ways.They will need to cope with ongoing physical symptoms and deterioration of
physical functioning, increasing psychological distress and increasing disruption to social
activities.They will also be faced with existential and spiritual issues as they come to terms
with impending death. Clinicians working with people with advanced cancer also experience
psychosocial effects (Section 1.4). Bereavement issues are discussed in Section 3.6.
Physical issues towards the end of life
Quality of life in people with advanced cancer is affected by symptoms, loss of function and
curtailment of activity and physical effects of treatment.304 Symptoms affecting quality of life
may be related to the cancer and/or treatment, and include nausea, pain, dyspnoea, fatigue,
anorexia, vomiting, constipation, abdominal bloating and lymphoedema.
Towards the end of life, people with cancer are commonly unable to perform activities of
daily living, including self-care activities (feeding, dressing, bathing), mobility (ability to move
indoors/outdoors), physical activities (walking, lifting, bending) and role activities (work,
school, household activities).Women with advanced breast cancer rank self-care, mobility,
physical activity, appetite and sleep quality high among their quality-of-life concerns.305
Poorly controlled pain or inadequately assessed fatigue contribute to psychological distress
and impairment of physical and social functioning.158,306-309 Patients with metastatic disease
have a significantly greater unmet need for assistance with physical aspects of daily living
compared with the needs of patients in remission.310

32

Clinical practice guidelines for the psychosocial care of adults with cancer

Psychological issues towards the end of life
The diagnosis of recurrence challenges people to confront their mortality more than at any
other stage of the cancer illness.311 Coping with grief and concerns associated with disease
progression may be very difficult for patients and their families. Many report that distress
increases as the cancer progresses.312 Studies of patients with breast cancer have shown that
25%-50% of women experience clinically significant anxiety and depression on receiving the
diagnosis of recurrence,13,14,158,306 50%-75% of women rating the diagnosis of recurrence as
more devastating than the original diagnosis,13,14 and studies of patients with various types of
cancer show that recurrence is associated with greater adjustment problems and more
pessimism than the original diagnosis.313,314
Physical burden of disease in patients with cancer exerts a major influence on the emotional
coping ability. An Australian study of 110 melanoma patients with Stage IV disease revealed
that the inability to minimise the impact of cancer on everyday life resulted in a deterioration
in mood.315 In a study of mostly elderly, seriously ill men with cancer, the expectation of a
negative effect from the disease was associated with decreased quality of life.316 Pain also
exerts a powerful influence on adjustment, perceived self-efficacy being inversely correlated
with pain, (i.e. people who believe in their ability to perform pain coping behaviours report
lower pain scores).317 Age and gender also affect cognitive appraisal of one’s situation.318
Patients’ ability to cope with advanced cancer appears to be influenced by the quality of
relationships and social support.Women with metastatic breast cancer report less distress
when their relationship with their partner is more cohesive.319 Better adjustment appears
related to emotional expression320 and less avoidance.321
Social issues towards the end of life
Cancer and cancer treatment can disrupt social relationships as a result of impaired ability to
pursue normal activities (see Sections 2.1 and 2.3). Maintenance of social contacts may be
seriously limited by the demands of treatment regimens, and by others’ psychological
reactions and concerns. Friends and family may fear that the person will be unable to manage
the demands of social contact.
Existential and spiritual issues towards the end of life
Existential distress is defined as the worry and concern that arises from confrontation with
mortality, the meaning of life, isolation and worth as a person. Existential issues such as
concerns about death, freedom, isolation and the question of meaning may become
increasingly important to people with advanced cancer.According to one study, existential
issues were reported to be at least as important as the physical, psychological and social
support domains in determining quality of life.322
Studies utilising structured interviews provide evidence that spiritual issues gain importance
as determinants of quality of life as the physical condition deteriorates.323 In the spiritual
domain, the basic human need for transcendence,‘to step back and move beyond what is’,
may manifest as a search for meaning in the illness. Spiritual considerations may also assist
the individual to endure present discomforts and, if need be, to face death with courage
and dignity.323-325
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Impact of towards-the-end-of-life issues on the family
When a family member has cancer and is approaching the end of life, the family’s distress
appears to be heightened when there are unclear role and power structures.326 The needs of
patients and family members may differ, as evidenced by a study of 38 families of patients of
men with prostate cancer.327
A study comparing levels of distress among patients with advanced cancer with those of
family members found that family and caregivers feel more distressed by the diagnosis than
the patient,328 and that some family members may avoid discussing disease recurrence or
dying because they are uncertain about what to say.An Australian study of 102 families of
palliative care patients found that one-half of patients, one-third of spouses and one-quarter of
offspring were depressed.329 Another study of families with a member receiving palliative care
found that offspring of the patient were more likely to experience anger, and that anger
levels were higher among family members with higher level of education, and those not
living with the patient acting as primary caregiver.330
The needs of children who have a parent with advanced cancer are complex (See Section
2.1). Major factors affecting adjustment appear to be the developmental stage of the child,
the extent of parental disease,331 and the inability of parents to recognise and respond to the
child’s emotional needs.67,97 Findings from review studies and survey data assessing
adjustment in children of patients with advanced cancer include the following:
• younger children are often concerned with the disintegration of the family, and are
worried about the vulnerability of the well parent332
• children may experience guilt about their own possible contribution to parental illness333
• for adolescents who have a parent with breast cancer, disruption to social networks and
leisure activities and increased domestic responsibilities are prominent issues334
• adolescent daughters of mothers with cancer report high levels of anxiety and depressive
symptoms,67,335 which may reflect identification with their mother and changes in role
expectation.67 There appear to be gender differences in patterns of communication with
children, fathers generally being less likely to discuss issues relating to cancer and death
than mothers.336
Impact of towards-the-end-of-life issues on caregivers
Those who care for patients with cancer report high levels of role and personal strain, and
overall burden.337 Those who offer informal care also appear vulnerable. Forty-one per cent of
39 informal carers of palliative care patients reported high levels of strain in one study, with
younger age and female gender correlating with higher stress.338 An Australian study has
identified, a greater number of adverse life events, past bereavement, and separation
experiences as risk factors for adverse short-term bereavement outcome in carers.The major
predictor was severity of distress at the time of referral to the palliative care service.339

2.6

S U RV I VA L I S S U E S

Medicine has traditionally focused on the diagnosis and management of illness, or its
prevention. Earlier detection and improved treatments are now leading to increasing
proportions of patients surviving cancer. The chance of survival is high for many patients,
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such as those with locally confined prostate cancer.The precise emotional needs of patients
who are cured have been less clearly defined.
A review of studies of patients with cancer who had survived for five or more years reported
that many continued to experience negative effects of cancer and/or treatment on their daily
lives well beyond the completion of therapy.340 Themes described by cancer survivors include
the struggle between independence and dependence, balance, a sense of wholeness, life
purpose, reclaiming life, dealing with multiple losses, having control, the altered meaning of
health, and surviving cancer from a family perspective.341 This research highlights the need to
be aware of the physical, emotional and social impact of cancer even in the longer-term,
incorporating an understanding of the unique meaning of the cancer experience to the individual.
Physical issues for cancer survivors
Physical symptoms may exert a powerful impact on psychological adjustment (see Section
2.3). It is important to recognise that, in many cases, the cancer survivor has not returned to
their pre-cancer level of physical functioning. Fatigue is reported to be a severe problem for
cancer survivors342 and a major symptom interfering with daily life.343 Despite this, fatigue is
consistently under-reported and under-recognised.192
Some studies of survivors of head and neck cancers show that symptoms such as dysphagia,
heartburn, altered taste and smell, and problems with saliva may persist, and are associated
with greater functional impairment.281,344 Physical sequelae of cancer such as stoma, scars and
disfigurement, or Electrolarynx implantation may lead to social isolation and disruption of
work, social life and intimacy.345,346 Lymphoedema is also associated with substantial functional
impairment and psychological morbidity.194,347 There is some evidence that cancer survivors of
lower socio-economic status have worse outcomes for pain, ambulation and social and
emotional well-being.348
In addition to these physical issues, according to one large national health survey, nearly
one-fifth of the cancer survivors who worked before or after their cancer was diagnosed
experienced employment problems because of their cancer (see Section 2.4).303
Unemployment and financial strain impose an additional psychological burden on cancer
survivors.349
Sexual issues for cancer survivors
Disease or treatment that affects sexual function can have profound effects on quality of life
and relationships (See Section 2.2). Survivors of gynaecological cancers report ongoing
sexual difficulties.120,122 Cervical cancer, especially with radiation therapy, may result in vaginal
dryness, stenosis, and lack of lubrication.These problems, and concerns that sexual activity is
an aetiological factor, may adversely affect the woman’s sex life and quality of life.350 For
survivors of prostate cancer, sexual dysfunction is one of the most frequently identified
problems188 and a major stressor.127 Sexual symptoms are also commonly reported by patients
who have undergone bone marrow transplantation. In one study, 80% of women and 29% of
men reported at least one sexual problem by three years post transplant,351 another study of
long-term survivors of Hodgkin’s Disease reporting transient or permanent sexual problems
in up to 16% of patients.352 Even five years after initial treatment, women who have been
treated for breast cancer report reduced quality of life in emotional, social and sexual
functioning.353 As described in Section 2.2 the negotiation of new relationships post cancer
treatment poses a complex series of concerns for many patients.
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Specific emotional issues related to survival
The nature of the emotional concerns of those who have survived cancer is an emerging
area of research, and there are limited data about issues specific to different clinical groups.
It appears that psychological problems are commonly experienced by women who have
survived endometrial cancer, with younger women experiencing higher emotional
morbidity.354 Emotional well-being appears to improve over time for patients who have been
treated for colon cancer.348 However, cancer is not universally a negative experience355 about
25% of patients who have survived leukaemia reporting a positive impact of the experience
on their lives.356
The experience of cancer necessitates reflection on values, and challenges assumptions
about life, relationships and mortality345 and sense of personal identity.324 However, there is
potential for tension within relationship if others fail to recognise these changes. Partners
and families may themselves feel emotionally exhausted and wish for painful reminders of
the experience to be left behind. Urging the person to be ‘grateful to be alive’ may
compound a sense of isolation and being poorly understood. In this context, cancer
survivors may seek the company of other survivors who they feel will better understand
their experiences and needs.345 Spouse relationships that were unsatisfactory before the
illness may not survive as the survivor makes a new start in life.
Some authors also describe a sense of guilt about having survived, and a sense of personal
or social debt among cancer survivors.Anecdotal evidence suggests that this may particularly
apply in cases when the person has survived as a result of a bone marrow donation.
Concerns about recurrence
Survivors are vulnerable to fears of recurrence, and must confront this each time they feel
unwell or present for follow-up testing or screening. For example, many women who have
survived breast cancer report a psychological burden related to fear of recurrence.357
Strategies survivors use for coping with this fear of recurrence include adoption of a healthy
diet and lifestyle, emotional sharing of concerns (often felt to be easier with other survivors),
and use of humour.
Concerns for people with familial cancers
Between 5%-10% of common cancers in Australians are attributable to an inherited cancer
disposition.358 People with familial cancer and their families, may face a range of issues.
These include:
• psychological distress (eg fear, anxiety, guilt) associated with having and passing on gene
mutations to their children
• anxiety about developing cancer
• psychological distress (eg guilt, a sense of isolation) associated with not having a mutation
when other family members do
• concerns and information needs about screening and genetic testing.
People with familial cancers should be referred to familial cancer clinics.The NHMRC
Familial aspects of cancer: a guide to clinical practice, provides comprehensive details
about the issues and management recommendation relating to familial cancers.

36

Clinical practice guidelines for the psychosocial care of adults with cancer

CHAPTER 3

C A R E TO B E P R OV I D E D B Y T H E
T R E AT M E N T T E A M T O A L L
PAT I E N T S W I T H C A N C E R

The psychosocial care of a person with cancer begins from the time of initial diagnosis,
through treatment, recovery and survival, or through the move from curative to non-curative
aims of treatment, initiation of palliative care, death and bereavement. It involves all members
of the treatment team, the person’s general practitioner and family, friends and carers.These
people may have psychosocial needs of their own that must be addressed if they are to
function in support of the person with cancer (see Sections 1.4 and 2.1). In specific cases,
eg for patients with pre-existing mental illness or medical condition, communication with the
patients care provider is essential.Attention to these issues is likely to lead to increased
patient satisfaction with care, reduction in distress and lead to enhanced professional
satisfaction.
There is a need for social and cultural sensitivity in assessment of need, establishment of the
setting for care, and the delivery of services. Successful strategies for meeting psychosocial
support needs may differ with gender, although gender issues have often been ignored in
clinical trials and lost in research syntheses supplying Level I evidence for psychological
interventions (Level I),359 (Level II),360 (Level III-2),361 (Level IV).54 Where the delivery
method is inappropriate or insensitive, people with cancer may simply not participate or may
not gain a benefit (Level II),362 (Level III-3).363
Effective communication is central to the identification of individuals’ specific needs and the
provision of appropriate information and psychosocial support. Sensitivity to the particular
needs of each patient is required, with an awareness of issues of gender, age, culture,
education and socio-economic status. Good communication involves more than a mere
facility with words; it requires both a willingness to engage with others emotionally, and
appropriate and sensitive use of physical touch.The ability of healthcare professionals to
communicate with patients, the patients’ families and friends, and each other, lies at the
core of optimal patient care and professional satisfaction.
The development of clinic based protocols can be beneficial in ensuring effective
communication between members of the treatment team and the patient, and the delivery of
quality supportive care. Recommended protocols are summarised in Table 3.While these may
not always be possible to implement in small or rural settings, they provide a useful
benchmark against which to assess current services.
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Table 3: Protocols to support psychosocial care in the treatment unit and
evidence to support their implementation
Clinic-based protocols should be developed to ensure the
following goals

Evidence to
support
implementation

Information
•

Copies of evidence based information about treatment options are
provided to all patients

A364 B365 C366
Level III-3367

•

Listings of other information resources which may be of value are
provided to all patients

C368
Level
Level
Level
Level

II369
III-2370
III-3367
IV371

Continuity of care and referral networks
•

All patients are able to identify a key health professional responsible for
continuity of care

A372 B373

•

Referral pathways for liaison psychiatry, psychologists, support groups
and relevant allied health professionals are established and known to
the team

A372 B373

Screening for special problems
•

All patients are screened for clinically significant anxiety and depression

B374 B375
Level III-3376,377,378

Communication skills
•

All staff working with patients with cancer have participated in
relevant communication skills training

Level
Level
Level
Level

III-1379
III-235
III-3380
IV115,381,382

A denotes Guideline
B denotes Review article
C denotes Report

3.1

GENERAL INTERACTIONAL SKILLS

Communication skills
Potential benefits of effective communication between treatment team members and people
with cancer include improvements in the patient’s psychosocial adjustment, decision-making,
treatment compliance and satisfaction with care (Level I).15
People with cancer repeatedly report a desire to be well informed.The clinician is often the
key source of information, especially around issues of diagnosis, treatment and prognosis.
Research indicates that up to 66% of patients with cancer prefer key information to come
from a hospital specialist.383
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Beyond the provision of information, effective communication requires a process of
individually-tailored explanation, problem-solving and acknowledgement of the person’s
feelings.The way clinicians present information significantly affects people’s recall of that
information (Level III-2).384 Survey data indicates that people prefer communication styles
which provide information in a ‘sensitive and reassuring’ way and to be treated as individuals.385,386
The benefits of communication skills training
The quality of medical care is as dependent on competence in interactional skills as it is on
technical competence.387 Survey data suggest that many clinicians are uncomfortable with
their level of communication skills.388 Their failure to communicate well often seems to result
from a lack of confidence or perceived lack of knowledge.389 Training in communication skills
can assist clinicians to improve (Level III-I),379 (Level IV)115,381,382 and continuing training in
the appropriate clinical setting may be beneficial, given evidence that skills need to be
reinforced and consolidated over time (Level IV).115,381,390,391
The following interactional skills (summarised in Table 3.1) are relevant to any clinical
situation, and should be considered in any consultation with a person with cancer.

Skills to convey support
Patients’ psychological adjustment improves when clinicians express empathy and listen
actively (Level III-3),392 (Level IV).371 A randomised control trial conducted to assess the
effect of physician compassion on patients’ anxiety revealed that women who saw a
40-second ‘enhanced compassion’ videotape in which the physician acknowledged the
psychological concerns of the patient, expressed partnership and support, validated her
emotional state, touched her hand and tried to reassure her, were significantly less anxious
than women who saw a tape without these components of compassion (Level II).393 The
enhanced compassion components took just 40 seconds, and yet had these significant effects.
Expressing empathy means acknowledging the person’s feelings through phrases like ‘This
must be very hard for you to hear’. Listening actively includes verbally acknowledging what
the person has said and/or asking questions to clarify what they mean.Active listening can
help the clinician understand the patient and encourage the patient to explore their feelings
and beliefs.
A patient’s potential range of responses is encouraged by asking open questions, eg ‘How are
things?’ or ‘Can you tell me how you are feeling?’Asking only closed questions, eg ‘Are you
coping OK?’ or ‘Is everything alright?’ elicits specific discrete responses that may be limited
in their information value and can inhibit effective communication.
Appropriate non-verbal communication suited to the patient’s style of communication can
increase the effectiveness of the interaction. Friendliness and openness can be conveyed by
sitting facing the person in a relaxed manner, leaning towards the person when they are
speaking, and making regular eye contact.391 Physical touch is occasionally helpful, for both
the clinician and the patient, and may be experienced as therapeutic.394

Ensuring medical information is understood and retained
It is important to deliver information in such a way that is easily understood and retained by
people who are not familiar with medical terms.A review of relevant studies indicates that
people forget a significant amount of information heard and understood during a consultation.389
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Evidence suggests that understanding and recall can be boosted by:
• giving clear, specific information (Level III-3)367
• explaining medical terms and avoiding medical jargon (Level III-3)367
• presenting the information in terms of the specifics for each patient, rather than in a
general format (Level III-3)389
• giving the most important information first (Level IV)395
• repeating and summarising important pieces of information (Level III-3)367
• actively encouraging questions (Level II)396
• actively checking understanding, eg ‘Just so I can be sure I’ve explained everything
clearly, could you summarise what you think your options are?’ (Level III-3).367
Clinicians need to be sensitive to issues of gender, social class, ethnic background and religious
belief and aware of possible hearing impediments in older patients. Clinicians who use open
ended questions at the beginning of a consultation, display empathy and clarify verbal clues
given by the patient have been found to be more likely to recognise psychological distress.397
Patients should be fully involved in the communication process, and not passive recipients.
Simple diagrams, models or pamphlets can be used to complement verbal advice.
Additional strategies shown to increase satisfaction, recall and understanding include:
• providing written information (Level III-3)367
• providing general information tapes (Level II)369
• taping of the consultation (Level II)398,399
• sending a summary letter as a follow-up to the consultation (Level II)400
• encouraging the presence of a support person (healthcare professional, family or friend)
(Level II),401 (Level IV).391

Communicating in a quiet and private environment
Information about cancer and treatment often has considerable emotional impact on people.
People may forget a large proportion of information, feel unsatisfied and become distressed if
confronted with information about diagnosis and treatment in a distracting environment
such as an open ward, or by professionals who they perceive to be rushed and unsupportive,
as may occur during a ward round.

Role of the clinician
Clinicians have a key role in ensuring and facilitating effective communication between all
members of a patient’s treatment team, their carers and family. It is important for clinicians to
appreciate the distinction between patient-centred and doctor-centred communication
behaviours.A patient-centred style consists of more affective behaviours (empathy, openness,
reassurance) and involves the patient in the decision-making process. In a doctor-centred
style, the clinician is task focused, exhibits controlling behaviours and tends to be less
empathic.402
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In general, both patients and their relatives prefer a patient-centred consulting style.There is
some evidence that patients are less satisfied when a clinician verbally or emotionally
dominates the interaction (Level III-3),403 and that patients expect clinicians to broach the
subject of psychosocial issues (Level III-3).403 However, as a substantial minority of patients
prefer a doctor-centred style, at least at some times, clinicians need to be alert and to
regularly assess patients’ wishes in this regard (Level II).402
Clinicians should keep an open mind as to the patient’s possible response to their diagnosis
or treatment plan, particularly in the first consultation. Not everyone will be shattered or
compliant at the news. It may be necessary to ride out the patient’s anger, negativism or even
rudeness.These patients may grieve later, in private, and not admit this to the clinician.

Responding to patterns of behaviour that may compromise
treatment and cure
Treating patients whose outcome is potentially affected by delayed presentation or continued
risk-taking behaviour such as heavy smoking can engender feelings of frustration and despair
in health professionals, who may struggle to comprehend the circumstances that have led to
the clinical situation.There is a potential for clinicians’ reactions and concerns to adversely
affect interactions with such patients, many of whom will be isolated and poorly educated
and thus at increased risk of adverse psychological outcome, particularly if their disease is
advanced.
Asking about the reasons for delay may provide useful information that will inform the way
information is structured and how the discussion of clinical treatment is approached. It is
best to phrase questions in a way that will avoid communicating frustration or criticism.
For instance:
‘You were saying that you first noticed [the symptom] six months ago. Can you tell
me what thoughts you had then about what it might be?’
‘I guess you have thought about it a bit.… Did you feel worried about what [this
symptom] might mean?’
‘You’ve said that you were aware of [this symptom] a while back, but you didn’t
feel too concerned. Can you tell me what made you concerned now, and if
anything in particular prompted you to seek attention now?’
It is important in this context to consider the benefit of a multidisciplinary approach to the
clinical care of such patients, including attention to needs for appropriate support, and early
identification and treatment of psychological disorders. It is often beneficial for the treatment
team to discuss patients whose behaviour confronts or distresses team members.404
A variety of factors other than symptoms may result in a late presentation for assessment,
leading to delays in diagnosis and initiation of treatment, with adverse implications for
prognosis. In the case of melanoma, the rate of self-detection tends to be lower, delays before
seeking medical treatment longer, and tumour thickness higher in males, those with lower
levels of education, those living in rural areas, and in people with lower levels of awareness
of melanocytic cancers.405
Clinicians may also find it difficult to deal with patients who continue to smoke and consume
alcohol following treatment for head and neck cancer. It appears that different factors are
relevant for these behaviours. Higher education, living with a partner, later stage, laryngeal
site and having surgery or combined therapy are associated with decreased odds for
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smoking. In contrast, male gender, Stage I disease and longer time since treatment are
associated with increased odds of drinking alcohol.406 It is important that clinicians actively
encourage patients in healthy behaviour, given the poor levels of public awareness of the risk
factors for oral cancers, the high receptivity of cancer survivors for health promotion
campaigns and the evidence that many cancer survivors successfully cease smoking.407-409
People who attribute the cause of their cancer to past substance use, and feel that their
future cancer-related health is contingent on their own behaviour are more likely to
cease smoking.410
Table 3.1: General interactional skills
GENERAL INTERACTIONAL SKILLS
The following skills should be considered in any consultation with person with cancer:
Supportive communication
•

Ask the person if they would like someone to be with them during the consultation

•

Show regard and concern for the person by using appropriate verbal and non-verbal
behaviour, including sitting attentively and facilitating the person’s responses

•

Use verbal and non-verbal behaviours which are appropriate to the person’s age and
cultural background

•

Express empathy and listen actively

•

Allow and encourage the person to express their feelings, eg crying, talking about concerns,
fears, anger, anxieties, etc.

•

Handle embarrassing or disturbing topics directly and sensitively

Delivering medical information in plain English (see also Section 5.1)
•

Assess the person’s understanding before providing additional information

•

Explain difficult terms and avoid medical jargon

•

Use explicit categorisation (provide information clearly grouped into specific topics)

Strategies to aid recall and understanding
•

Actively encourage questions and seek understanding

•

Make use of simple diagrams and pictures where appropriate

•

Repeat and summarise important information

•

Reinforce important information by using one or more of the following aids:
- writing down relevant information
- taping the consultation as needed and if wanted
- sending a summary letter as follow-up
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Ongoing support
•

Assess the person’s level of family or social support

•

Provide the names and contact details of relevant persons or organisations to obtain
more information

•

Refer to a specialist oncology nurse or other professional for support as required

Adapted from Psychosocial clinical practice guidelines: providing information, support and counselling for
women with breast cancer28

3.2

P R O V I D I N G I N F O R M AT I O N

3.2.1 Telling a person they have cancer, a recurrence
or metastases
The way in which a diagnosis of cancer is delivered affects not only the person’s understanding
of the illness, but can also impact on their longer term psychological adjustment.62,371 For
example, reaction to the diagnosis of a life-threatening illness has recently been accepted in
criteria for post-traumatic stress disorder.411
Most existing guidelines, and the relatively small amount of research in this area, have
focused on how the initial diagnosis of cancer is given and received. Evidence indicates that
the psychological impact of news of a recurrence may be more devastating for the patient
than the initial diagnosis (Level III-3)392 and may prove more difficult to communicate for the
clinician. (See also Section 2.5)
Much of the information and subsequent recommendations presented in this section have
been adapted from reports commissioned by the Cancer Council NSW,391 from guidelines,364
and from surveys commissioned by the National Breast Cancer Centre.368

Setting
People may receive the news of diagnosis of cancer in hospital clinics, wards, doctors’ offices
or screening facilities. It is essential for a diagnosis of cancer to be given in a place that is
quiet and private and for a support person, such as a specialist oncology nurse, counsellor,
family member or friend, to be invited to be present.364 Special measures may be necessary to
ensure privacy if an individual is presented with test results in a hospital ward setting. People
usually need uninterrupted time to discuss issues arising from this news.
Consideration should be given to the appropriateness of giving a diagnosis of cancer over
the phone.Where the diagnosis is likely to be cancer, clinicians should ensure that early
appointments are made so that patients are not subjected to unnecessary additional stress
while waiting for their test results or diagnosis.

Type of information
Research suggests that most people prefer to be told all of the information about their
disease, even if it is bad news.The most appropriate approach is to tailor the information
to the individual’s needs (Level IV).371
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Most people appear to be satisfied with the way that they are told their diagnosis, but would
like more information, particularly about their test results and their prognosis (Level IV).371
There is also a duty of care for clinicians to disclose any information that may impact on the
person’s treatment outcomes and/or quality of life.
At the time of a diagnosis of cancer, many people will be concerned about the possibility of
death and dying. However, it may not be until the person has been diagnosed with a
recurrence or distant metastasis that clinically, they need to face the issue of dying from
cancer.The clinician has a central role in supporting patients so as to enable them to address
these issues in a manner appropriate for each individual.This entails acknowledging fears
people express and providing them with the relevant information.

Increasing understanding
A person’s ability to recall medical information is an important factor in their ability to take a
role in making treatment decisions. Effective methods of communication ensure the person is
best able to absorb, understand and recall information (see Section 3.1 and Table 3.1).
Key supportive interactional strategies include:
• repeating information, especially information given initially about prognosis and treatment
• taking into consideration any other health concerns that are not related to cancer
• maintaining supportive, non-verbal communication, such as good eye contact
• acknowledging gender, age and cultural differences affecting emotional support.

Discussing difficult issues
In general it is important to encourage all individuals to talk about the illness and its impact
and to offer appropriate support. Directly confronting the reality of the illness and openly
expressing emotions appears to be associated with enhanced adjustment whereas avoidance
of issues is associated with higher levels of distress.412-414 Therefore it is important to encourage
the individual to talk about the illness and its impact and to offer appropriate support whilst
recognising individual preferences.
Each person’s response to the news of a diagnosis, recurrence or metastasis will be influenced
by their personality, past experience, social situation, responsibilities and disease burden.An
individual may employ one of many coping strategies, and particular coping strategies used
may vary over time415 or with disease stage.412

Patients’ preferences
Data from a large survey of patients with different types of cancers, that investigated how
important various aspects of being given a cancer diagnosis were to patients, suggests that
patients rate the message content as most important, although the supportive and facilitative
dimensions are also rated highly. Female patients rated content and support more highly than
male patients, and patients with more education wanted more detail.416
An Australian survey of women with breast cancer368 found that the majority of patients
reported that they wanted members of the treatment team to:
• encourage them to bring a relative or friend
• give an opportunity to ask questions and listen to their fears and concerns
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• ask if they would like a second opinion
• write down and summarise what they have been told
• explain any medical terms and check understanding
• give them published information about their situation
• keep checking whether they want to be told the prognosis
• emphasise the good aspects of the prognosis
• talk about complementary therapies, eg relaxation
• provide information about support services.
However studies show variations in patient preferences. For example, it is generally
recommended that another person is present at the time of diagnosis.391 In one survey, most
women with breast cancer said they would take this opportunity if it was offered.85 In
contrast, in a study of people with head and neck cancers, 81% did not want anyone else
present at the time of diagnosis,417 and another study found few melanoma patients had a
preference for having another healthcare professional present at the time of diagnosis.418
Therefore, the primary recommendation is to always check with each patient at each visit
about their preferences.
Recommended steps for discussing diagnoses are detailed in Table 3.2.1.
Table 3.2.1: Recommended steps for telling a person they have cancer, a
recurrence or metastases
These steps are recommended in conjunction with the general interactional skills in
Table 3.1.
Prior to discussing diagnosis, recurrence or metastases
•

Ensure the news is given in person, in a quiet, private place and allow enough uninterrupted time

•

Encourage a second person to be present if appropriate

•

Arrange to provide other methods to convey the information, eg written materials, video
tapes, tapes of consultations

When providing the information
•

Assess the person’s understanding of their condition and their personal preference for information

•

Briefly explain the process by which the diagnosis was reached

•

Provide information simply and honestly, using lay terms without using euphemisms

•

Avoid giving the message that ‘nothing can be done’

•

Clearly indicate that the individual will have the final decision regarding their care

Emotional and supportive role
•

Encourage the person to express their feelings, eg crying freely, talking about concerns, fears,
anger or anxieties, and respond to their feelings with empathy

•

Address disturbing or embarrassing topics directly, and with sensitivity

•

Assess the type and level of assistance that may be required, such as financial, transport or child
care assistance

•

Provide information about support services
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Concluding the discussion
•

Summarise main points of the consultation and assess the person’s understanding

•

Ask if there is anything further the individual would like to discuss

•

Offer assistance to tell others difficult news

•

Indicate your availability for contact to address any questions or concerns and arrange a
further appointment to review situation within a stated time period, eg within 24 hours to
two weeks

After discussing a diagnosis, recurrence or metastases
•

Document information given to the person and family members

•

Let others, particularly the individual’s general practitioner, know the extent of information
given and your perception of the person’s understanding

Adapted from Girgis et al.391 How to Break bad News. NSW Cancer Council and NHMRC Clinical
Guidelines for the Management of Early Breast Cancer.364

3.2.2 Discussing prognosis
After receiving the diagnosis of cancer, patients’ decisions about treatment will be governed
by the information they receive about prognosis, and their response to that information.
The National Health and Medical Research Council (NHMRC) recommends that patients
should be given “adequate information about all pertinent matters, including even low
probability or risk in a form which promotes understanding”.419 It is important to consider
which information patients find most useful. Depending on the patient, this might be
information that is:
• specific, eg median survival
• general, eg ‘I think your chances are good’
• statistical, eg average time gained, risk reduction or survival curves
• about exceptional cases.
As many patients and clinicians wish to preserve hope, negotiating when and how to discuss
each of these aspects is a critical clinical skill.
Recommended steps for discussing prognosis are presented in Table 3.2.2.

Influence on psychological adjustment
While few studies have assessed how the way in which prognosis is communicated
influences subsequent psychological adjustment, available data suggest that prognostic
information that is tailored to the patient’s preferences, can contribute significantly to the
person’s well-being.418 According to a study of patients with melanoma, patients who reported
that their doctor had talked about the severity of their cancer, life expectancy and how the
cancer would affect other aspects of their life expressed higher satisfaction with their
medical care, especially if their preference was to discuss these aspects. Lower levels of
anxiety and depression were also observed amongst those patients who reported having
their need for life expectancy discussions satisfied and having been able to discuss their
questions on the same day as the diagnosis.418
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However, information about a major change in a patient’s prognosis may be destabilising and
should be communicated with special care, according to one qualitative study.420 Care is also
needed when discussing prognosis and treatment options with patients who have cancers
with poor prognosis, such as pancreatic cancer, as these patients are especially vulnerable to
psychological distress, and high levels of depression have been reported in this population.171

Influence of risk communication on treatment decisions
A balanced presentation of the facts will assist patients in making treatment decisions. The
clinician’s opinions or recommendations should be distinguished from the facts of the
patient’s case.
In some studies, patients have reported that their choices among treatment options are
influenced by the way in which clinicians communicate the risk of recurrence and relative
risk reduction of treatments.421 A study of patients with metastatic colon cancer or advanced
non-small cell lung cancer found that patients who had optimistic misperceptions of their
prognosis often requested medical therapies that decreased their quality of life and did not
result in any increase in longevity.422

Current practice
Most Australians patients are now routinely told their diagnosis,421 although current practice
regarding the communication of prognostic information is likely to differ according the stage
of the cancer.
An Australian study of patients with early or late stage breast cancer or melanoma,
interviewed six to 12 months after their diagnosis, found that only 27% said they had been
told their prognosis, whereas 57% said they wanted prognostic information.421
There have been few studies documenting how people with cancer seek or receive prognostic
information. One study reported that patients with incurable disease who received more
prognostic information were no more anxious after the consultation than those who were
not given this information (Level III-2).423
An Australian study that analysed audio-tapes of consultations between 118 patients with
incurable cancer and their oncologists for prognostic content found that at the initial
consultation, most patients were informed that their disease was incurable (75%) and just
over half (58%) received information about life expectancy (Level III-2).423 In the adjuvant
setting, a similar audio-tape analysis of consultations with 101 patients with cancer found a
much higher rate of disclosure; all but one of the patients were informed of the treatment
prognosis, and the prognosis with no further treatment was discussed with 88%. Prognosis
was expressed in both words and numbers in 66% of the consultations (Level IV).424
An American survey of hospice clinicians, found that only 37% indicated they would
communicate a correct prognosis, 23% would not communicate survival estimates, and
40% would communicate a different estimate from the one they had formulated (mostly
more optimistic). Older, more experienced clinicians and those least confident about their
prognostic abilities were least likely to favour disclosure.The clinicians’ own estimates of
prognosis were optimistic, compared to actual survival ascertained from death registries.425

Patient preferences for content
Research findings suggest that patients desire to know both positive and negative aspects of
their prognosis, but that specific information preferences are diverse. One approach
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consistent with the data is to tell patients what type of prognostic information is available,
then ask how much of this information they want to hear.368 It appears best to discuss
prognosis in relation to the outcomes for each different treatment option, and to emphasise
the hope-giving aspects of each option. Focusing on what can be achieved, rather than what
cannot be achieved, is a useful strategy.426
A survey among women with breast cancer identified considerable variation in preferences
for specific types of prognostic information.368 Over 90% of the women wanted to know
about the probability of a cure, the chances that the recommended treatment would work
and the staging details.Almost half the women wanted survival data.
In another study,Australian women with cancer expressed a desire for ‘good news’ stories,
but felt that honest, straight-forward disclosure of information was helpful in decision-making,
in allaying unrealistic fears and in ensuring a trusting, equal relationship with the clinician.
Participants in this study also emphasised the importance of negotiating the content and
timing of prognostic information.426

Providing support and emphasising hopefulness
The way information is given may be as important, or more important, to people with cancer
than the content of that information. One study of patients with breast cancer found that
patients whose surgeons used counselling techniques during the cancer diagnostic interview
showed improved psychological adjustment to their cancer (Level III-3).392
Information should be presented in a way that emphasises the reasons for hope.A study of
women with metastatic breast cancer that used in-depth interviews identified a desire for
information about prognosis, but also an opinion that the duration of life should not be
expressed solely in terms of probability. Interviewees unanimously indicated the importance
of sustaining hope.426,427
Certain communication skills may enhance people’s perceptions of hopefulness. For example,
one study concluded that patients want physicians to adopt an ‘attitude of confident openness
and to act as supportive and encouraging coaches rather than acting as detached clinicians
or consoling caretakers’ (Level IV).371

Timing of prognostic information
Although there are limited data about the optimal time to talk about prognosis, available
evidence suggests this should be introduced at the first visit. In a survey of women with
breast cancer, 91% indicated a preference for prognosis to be discussed at the first visit with
their cancer specialist, before treatment has commenced. Nevertheless, 64% of respondents
wanted their doctor to check with them first before telling them their prognosis.368
It has been suggested that people be given information in a staged manner, which gives them
the opportunity to confirm their diagnosis and prognosis, formulate questions, and have
these questions addressed prior to commencing treatment.428 Given that information
preferences change over time,23 it is important to keep checking how much information the
person wants.
To help people make fully informed treatment choices, information about prognosis can be
offered to people who wish to receive it during the discussion of the outcomes of their
different treatment options.428
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Framing of prognostic information
The treatment decisions made may depend on how clinical information is framed. Several
studies presenting hypothetical medical situations have shown that both patients with an
illness and healthy volunteers were more willing to select risky medical options when the
same probabilistic information was worded positively (expressed as the chances of survival),
rather than negatively (expressed as the chances of dying) (Level II),429,430 (Level III-1).431
Forty three per cent of women with breast cancer surveyed preferred positively framed
statements and only 33% preferred negatively framed statements.368 However, descriptive
reports of consultation behaviour suggest that negative framing is the style of communication
most frequently employed by oncologists.432
Effective communication style has been shown to be as important as the framing of
information (Level III-2).384,433,434

Numerical versus verbal estimates of risk
Discussion of prognostic information will often include communication of risk probabilities.
However, most people have difficulty understanding information expressed as probabilities
(Level III-3).435-437 When discussing prognosis or the outcomes of treatments, a clinician needs
to check an individual’s understanding of numerical and non-numerical estimates of risk in
order to establish that the person has correctly interpreted this complex information.The
clinician may need to correct a person’s estimation of their prognosis or the expected
benefits of treatment.As this adjustment of expectations can be distressing for patients and
their families, the person must be offered the time and resources to consider the benefits and
limitations of treatment options properly.
Individual preferences for the presentation of numerical or non-numerical estimates of risk
vary.428 The way in which people translate non-numerical probability terms, eg ‘certain’,
‘almost certain’,‘very likely’,‘probable’, and ‘frequent’, into numerical estimates also varies.
Thus, the use of these terms can lead to misunderstanding among clinicians, and between
clinicians and lay people (Level III-2),438,439 (Level III-3).440
A study of women with breast cancer confirmed that there is no consistency in the
interpretation of the verbal description ‘good’ for the chances of survival.This same study
demonstrated that there was no agreement concerning the non-numerical interpretation of
the risk statistic ‘30%’, with 48% of women perceiving this statistic indicative of a low risk,
34% a medium and 15% a high risk.368

Taking time to explain information
Providing verbal explanations of graphs and figures has been found to influence the treatment
decision (Level II).441 Treatments offering long-term benefits were more likely to be chosen
when a longer discussion had taken place. Patients’ treatment choices appear to be more
influenced by the perceived comprehensiveness of explanations about prognosis, than the
facts themselves.
In another study examining the impact of survival information on treatment decisions,
patients aged over 65, were more likely to choose the treatment option giving better short-term
survival than the option with poorer short-term outcome and improved long-term survival.
However, patients with higher levels of education more likely to prefer the option with better
long-term survival, even if there was a risk of poorer short-term survival (Level II).442
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Mode of presentation
No published data are available comparing the effects on patients’ perceptions and
decision-making of different communication modes, such as visual versus verbal information,
or the use of different statistics, such as five year versus 10-year survival rates.
In an Australian survey of women with breast cancer, one-third of respondents did not
understand risk at all, and thought that their doctor could predict whether or not they would
relapse.368 While most women could interpret survival graphs, very few understood statistical
terms. Less than half of the women could do the mathematical calculations necessary to
interpret relative risk reduction. However, the degree to which these findings are generally
applicable is not clear, given anecdotal evidence for gender differences in these skills.
Patients’ understanding may be improved if clinicians demonstrate several example
calculations in their explanations.
Table 3.2.2: Recommended steps for discussing prognosis with
individuals with cancer
These steps are recommended in conjunction with the general interactional skills in
Table 3.1.
Offering prognostic information
•

Offer prognostic information prior to commencing treatment as part of treatment decision-making

•

Ask first if the person wants to be given information about prognosis, (eg ‘I can tell you what
happens to most people in your situation.Would you like me to do that?’) and what they
currently understand and expect

Aspects of prognosis to discuss
•

Adhere to the person’s stated preference for information about prognosis. If/when desired,
the following can be provided:
- staging details and their implications for prognosis
- chances of being cured or that cancer will never return
- likely benefits and risks of treatment
- chance of the cancer shortening the individual’s life compared to other life events,
eg heart disease
- average and longest survival times, emphasising a range rather than a single time point

How to discuss prognosis
•

Preface any prognostic estimate with its limitations
- explain that you can’t predict how the person as an individual will respond to the illness
and its treatment
- provide an initial estimate of prognosis based on available information, and explain how
this may be revised by additional information. Suggest a time frame for when additional
prognostic information is likely to be available

•

Use mixed framing: give chances of cure first, and then chances of relapse

•

Present information in a variety of media: words, statistics, graphs
- combine verbal estimates, eg ‘small chance’ with numerical estimates
- provide verbal explanations of survival graphs
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•

When explaining relative risk reduction, provide several examples of the calculations
- only use statistical terminology, eg median, hazard risk ratio, if a person is familiar with
these concepts

Concluding the discussion
•

Summarise main points of the consultation and reassess the person’s understanding

•

Emphasise hope-giving aspects of the information, such as extraordinary survivors

•

Indicate your availability for contact to address any questions or concerns and arrange a
further appointment to review situation within a stated time period

Adapted from Lobb et al.368 Talking about prognosis with women who have early breast cancer.
National Breast Cancer Centre.

3.2.3 Discussing treatment options: Providing information
and choice
People with cancer consider access to accurate and reliable information about treatment
options to be of major importance, as confirmed by a review of over 200 research articles
relating to communication dimensions of the cancer experience.365 Detailed evidence-based
information and treatment recommendations are documented in a series of clinical practice
guidelines (see Appendix E), many of which are also available as a consumer version.
The way in which the information is communicated to the patient with cancer needs to be
carefully considered.The decision-making process that follows a diagnosis of cancer requires
the patient to consider an enormous amount of information, learn a new set of technical and
disease-specific terms, and make profoundly life-affecting decisions (Level III-2).432 Decisions
about treatment are made at a time when stress can affect the recall of information that is
provided (Level III-3).367
The ability to listen to the patient and evaluate individual needs is crucial to patient
satisfaction and an ethical decision-making process (see Sections 3.2.1 and 3.2.2).
Communication skills are underpinned by an empathetic and supportive approach.
The following issues are relevant when providing treatment information and choice to
people with cancer, and are summarised in Table 3.2.3.

Variations in patients’ needs for information
Clinicians should recognise and respond to the fact that patients will vary in their needs for
information, and that the needs of individual patients will change as their treatment proceeds.
Satisfaction with communication in medical settings is not a simple function of communication
skills and the provision of adequately structured information.The patient’s coping strategies –
either seeking out or avoiding information – need to be taken into account (Level III-2),443
(Level III-3).444 Some people cope with cancer by avoiding information or making no active
efforts to find out about issues.443 It has been argued that for these people, satisfaction with
communication is not associated with higher levels of factual knowledge concerning the
causes and treatments of cancer.444 They may simply feel confident that their clinician will
make the right decision for them.420 At the other extreme, the desire for information may be
so intense that no amount of factual data will be sufficient (Level III-3),444 (Level IV).420 and
such a person may find it difficult to gain satisfaction from a medical encounter, no matter
how skilled the clinician is in communicating.
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Clinician’s interpersonal style
Available evidence indicates patients’ preferences for communication styles vary according to
individual needs (Level III-3),392 (Level IV).385,386 Accordingly, it is suggested that clinicians
tailor the format of information the patient’s requirements and avoid using a standard format.
It is also recommended that clinicians involve the patient in decision-making. Data from a
randomised controlled study indicate that most patients generally prefer such a ‘patientcentred’ approach, especially if the prognosis is poor. However, one-third of patients preferred
a more authoritative, doctor-centred style when discussing treatment options (Level II).402
The way clinicians’ present information significantly affects a person’s recall of that
information (Level III-2),384 (Level III-3).367 The amount of information recalled can be
increased by simplifying the language, dividing the information into key issues, and repeating
key messages (Level III-3).367

Timing
Information about treatment is usually given immediately after information about diagnosis.
Despite suggestions that the patient’s anxiety and distress at the time of diagnosis makes it an
inappropriate time to provide other information, findings from one study indicate that
people with cancer feel capable of taking and using information at this time to form
treatment-related decisions.445 However, a review of the literature about the psychology of
people in crisis suggests that some patients may experience difficulties with organisation,
problem-solving, and planning.446 Clinicians are advised to check on a patient’s preference
regarding the timing of treatment information and decision-making.
The NHMRC445 offers the following recommendations for the timing of information delivery:
• provide information in stages
• employing a nurse or counsellor with experience in caring for people with cancer, to
reinforce information provided by other health professionals
• pay attention to how messages are framed
• consistently encourage patients to ask questions relevant to their particular circumstances.
There is usually no need to rush patients into making decisions about their treatment.
However, a survey of women with early breast cancer found that 41% reported having been
told they had to make a treatment decision immediately.85 Many patients will need reassurance
that taking a few days to make a decision will not prejudice their outcome.

Requirement for informed consent
In Australia no medical services can be provided without the consent of the individual
concerned. For consent to be valid, it must be a voluntary choice, free of coercion and given
after receiving adequate and appropriate information at the individual’s level of comprehension.
In some states, eg New South Wales, requirements for informed consent are specified in State
law.The only exception to this general rule is patients whose capacity to give consent is
impaired by serious mental illness, in which case the relevant State Mental Health Act may be
invoked in rare cases.
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The key issues in informed consent are:
• ensuring that the person has truly understood the nature, benefits and risks of the
procedure or treatment447
• giving the person adequate opportunity to ask questions and to read and understand any
written information provided447
• providing information in a manner that ensures ease of comprehension and enables the
to assess the overall effects of the medical condition and its treatments prior to making a
treatment decision.448
Patients’ priorities for duration of life versus quality of life need to be considered on an
individual basis, taking into account that patients’ opinions regarding treatment differ from
those of health professionals and also differ between patients.449
Care should be taken that all steps are followed and documented. In one study of patients
undergoing radiation therapy for cancer, 22% could not recall signing a consent form, and
one quarter were unable to list common side-effects of radiation therapy.450 Despite problems
with achieving genuinely informed consent, improved communications will reduce the
frequency of ill-informed consent (Level III-3).389

Amount of information
Clinicians and other members of the treatment team should regularly assess whether each
patient has received adequate information, given that the psychological well-being of people
with cancer is improved by the provision of appropriate detailed information well-being
(Level I).15
Research indicates that helping patients become well informed assists in sustaining hopeful
attitudes and does not promote depression (Level III-3).370 A further study showed that
women with breast cancer who believed they had been poorly informed were twice as likely
to be depressed and/or anxious 12 months after diagnosis as those who thought they had
been adequately informed (Level III-2).7
The results of two studies, one of which was a large multicentred study, suggest that people
often want more information than they are given about their cancer and its treatment.451
Clinicians may underestimate the amount of information that patients require and patients
may fail to raise questions and issues that are important to them during a consultation.451
Studies report varying levels of satisfaction with information among patients with cancer.
Differences in findings may reflect the survey design, the availability of detailed information
in the geographical region at the time of the survey, and the sample demographics surveyed,
eg more educated patients tend to express higher levels of dissatisfaction with information.416
International research may not be relevant in the Australian context, since strategies to
provide information and patient characteristics of will be different.
Studies with some patients with cancer have shown considerable dissatisfaction with the
information provided. For example, a 1995 Australian review of studies in women with breast
cancer found that six of eight studies indicated high levels of dissatisfaction with the amount
of information received.373 Available research also indicates that approximately one-third of
men with prostate cancer are dissatisfied with the informational support provided to them
by their treatment team.80,452,453
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The provision of detailed information can result in improved satisfaction. For example,
following the release of the NHMRC Clinical practice guidelines for the management of
early breast cancer,364 an evidence-based consumer guide for women with breast cancer was
produced. By 1998, 61% of women with early breast cancer reported receiving the consumer
guide; by 2001, this had risen to 83%.454 A 1998 survey of 544 women with early breast
cancer found that overall, most women (81%) reported receiving the right amount of
information about different aspects of treatment and support.85 However, only 22% received
information about their own diagnosis suggesting that the provision of personalised
information appears to be inadequate; and only 12% received information about clinical trials
(see below, this section).

Content of information
In order to make an informed choice about their treatment, patients require information
about surgical, radiation therapy or chemotherapy options that are to be tailored to the
individual’s disease and information needs.
Available research data show that people want information about their specific cancer,
treatment options, the likelihood that treatment will be a success, possible adverse effects of
treatment and practical issues.455-458 Studies of women with breast cancer show that receiving
information about chances of cure and spread of disease is important to them (Level III-2),459
as is accurate information about side effects that are likely to delay a return to normal
activities.85 Men with prostate cancer express the desire for information about their
disease and its treatment,460 but their preferences for specific information content appear
to vary widely.461,462

Tailoring and presenting information
Current research findings do not offer clear guidance about the most appropriate
information format.A multi-faceted approach, in which information is provided by healthcare
professionals using a variety of media, may best satisfy most people.Treatment team members
are advised to elicit and respond to the individual’s own concerns.
Information from clinicians and other healthcare professionals
Emerging evidence shows that men with prostate cancer report a high reliance on their
clinician for information and support in making treatment choices (Level IV).460,463-465 In
women with breast cancer, there is strong evidence that understanding is improved and
psychological morbidity reduced by the opportunity for further discussions with a specialist
breast nurse who is present during consultation (Level II).243,401,466,467
Question prompt sheets
A question prompt sheet – a structured list of questions designed to provide a framework for
questions – can assist patients in acquiring information suited to their needs.The questions
are usually suggested by experienced patients and health professionals in developmental
qualitative studies.The prompt sheet is provided to patients before their first consultation,
and can be taken home for future reference and to share with family and friends.Answers to
questions are not provided on the document (and therefore do not need updating). Rather
the prompt sheet is designed to facilitate discussion with health professionals, who endorse
the prompt sheet and the importance of asking questions.
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Provision of a question prompt sheet to patients with cancer during an initial medical
oncology consultation has been found to promote patient questions, reduce anxiety, improve
recall and shorten the consultation (Level II).350
Written information
To be noticed and used, written information needs to be provided in a format that is readable
and easily understood.To be viewed as credible, it should cite sources and use sources
relevant to the target audience.367
Provision of consumer guidelines, where available (see Appendix E), will assist patients in
considering their treatment options. Some consumer guidelines are also available on the
Internet (see Section 3.2.6).The consumer guidelines provide examples of questions that
people might find useful in clarifying the sort of information they need.Willingness of
clinicians to answer such questions conveys an interest in promoting the patient’s
understanding of their situation and their treatment options.
Patients do not appear to have clear preferences for either verbal or written information,
based on the available data, which are derived from breast cancer studies. One review
indicated that women with breast cancer have no clear preference for verbal or printed
information, as both media were seen as complementary.445 In another study, women
receiving chemotherapy for breast cancer expressed preferences (in some cases more than
one) for the following information sources: verbal information from the oncologist in the
consulting room (53%), or written materials including newspapers (31%), magazine articles
(29%) and popular books about cancer and various treatments (21%).468
Information on CD and the Internet
The use of CD programs and the Internet to obtain cancer information is increasing.These
media are flexible and enable people to select the information they are most interested in,
and can provide video clips and testimonials.
As yet, there have been few evaluations of the effectiveness of such products. In one
randomised controlled trial, these informational products did not affect the treatment
decisions of women with breast cancer, although women tended to learn more about breast
cancer from multimedia packages than from reading a brochure (Level II).469
Increasingly, patients and their families are turning to the Internet for information about
cancer and treatment.This can be at once a convenient way to gather information in private,
and a source of great confusion and anxiety for both patient and doctor. It is recommended
that health care professionals offer patients guidance in using the Internet for cancer
information (see section 3.2.6).
Patient-specific information
Several methods of providing patients with specific information about their own diagnosis
and management have been trialled.
A personalised follow-up letter after the consultation has been shown to improve patients’
understanding (Level II).400
Tape recordings of consultations have also been shown to improve patients’ understanding
(Level II),399 but are rarely provided.85 There is evidence that providing a general
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information cassette may impair the patient’s recall of specific information provided in a
consultation (Level II).470
The use of decision aids has shown benefits for both clinicians and patients in assisting with
understanding and decision-making (Level I),471 (Level III-2),472(Level IV).473-475 Decision aids
provide patients with information about the medical treatment options available to them, and
may include descriptions of how treatments work, the potential benefits and costs of each
treatment, and suggestions about how to decide between them, eg listing the options and
weighting individual preferences.The formats of decision aids include audiovisual and
written material, charts, illustrations, decision trees and computer programs. Decision aids
improve knowledge, reduce decisional conflict, and stimulate patients to be more involved in
decision-making.The simpler aids appear to be as effective as the more intensive aids,
although the latter help with the extent to which choices are based on realistic expectations
and personal values (Level I),471 (Level III-2).472 There has been little research about the
effect of aids on the outcomes of decisions such as persistence with choice, regret and
quality of life.472
The effectiveness of a personalised health record has not been assessed in people with
cancer, but has been shown to be effective in improving understanding in relation to other
health issues (Level II).476
Psycho-educational programs
Psycho-educational programs have both psychological/supportive and skills/knowledgebuilding components.These programs may be provided on an individual or group basis over
a number of weeks, and may include information about cancer, treatment, coping strategies
and complementary therapies.
Several studies have found that psycho-educational programs decrease anxiety (Level II)477,478
and depression (Level II),477 and increase knowledge (Level II),478,479 (Level III-2).480
However, differences in effectiveness between the various types of psycho-educational
programs have not been established (Level I).15

Factors that influence patients’ treatment decisions
Clinicians should ask patients about the factors that are important to them in making
treatment decisions and discuss alternatives for expanding treatment options. Improved
understanding of factors that influence a person’s treatment decisions can facilitate the
provision of information, and promote better-informed decision-making. For example, a
person from a rural or remote area may be concerned about choosing treatment that would
require travel to the city as this may raise difficulties for them and their the family. Discussion
of this and the provision of information about travel, accommodation and childcare
assistance will enable the patient to make a more informed decision. Refer to Section 3.4 for
a full discussion of practical and financial support.
It appears that choice of treatment is influenced by a number of factors, including:
• demographic variables, such as age, sex, financial status, education and geography
(Level III-3),481 (Level III-2),482 (Level IV)468,483
• external factors, such as media, family and friends (Level IV)484
• psychological factors, such as body image concerns (Level III-2)485 (Level IV)486,487
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• the physician’s preferences for treatment (Level III-2),482 (Level IV)465,488
• lay beliefs about treatment (Level IV)465
• amount and specificity of information provided (Level IV)424,489
• the patient’s level of hopefulness (Level III-3)370
• treatment duration and side effects (Level IV)489,490
• quality of life and outcome statistics (Level IV)490
• faith in doctors’ expertise (Level IV)420
• whether decision is made during initial consultation (Level IV).424
The NHMRC445 has identified a number of barriers to the provision of treatment choices to
people with cancer. Some of these can be overcome or mitigated by the following principles:
• ensuring an appropriate period of time between diagnosis and treatment
• providing consistent information across the treatment team
• recognising that the patient may be inhibited if discussion about treatment options are
undertaken while they are undressed, lying down or in the presence of medical students
• making sufficient consultation time available to the patient.

Alternative and complementary therapies
The term ‘alternative therapies’ is used loosely to describe any treatment options outside the
orthodox range of surgery, radiation and chemotherapy.491 It includes many different
approaches ranging from visualisation to diet and prayer, often with the promotion of a
body-mind connection.492 Those therapies that do not replace or preclude concurrent
conventional medical therapies are termed ‘complementary therapies’.
Some techniques, such as relaxation and guided imagery, have been subject to scientific
evaluation and shown to be effective (Level I),15 and can be considered as integral
components of psychological care. Prayer is being tested in controlled clinical trials and has
so far been shown to be effective493 and laughter has also been shown to be effective for
some individuals.493
The majority of alternative therapies have not been assessed for efficacy and safety in
randomised clinical trials.Whereas complementary therapies can work alongside conventional
therapies, alternative therapies may involve some tension or interference with conventional
therapies.Their use can sometimes interfere with chemotherapy (Level IV)494 or have other
harmful or toxic effects.372
The cost of alternative therapies is variable. Many appear to be inexpensive and considered
good value for money while some are remarkably expensive495 and not subsidised by health
insurance or government health programs.
Use of alternative therapies
A study conducted in three major Australian oncology clinics found that 22% of patients
reported using alternative therapies.495 Other studies (both overseas and Australian) have
found that 9%-54% of adults with cancer use alternative therapies.496,497 The use of such
remedies may be more prevalent in certain ethnic groups.
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Reasons given for using alternative therapies include the need for a new source of hope, a
preference for ‘natural’ therapies, a desire to try something different and achieving a sense of
greater personal involvement.495 For many patients, feeling they can assume some control of
the treatment of their disease is psychologically empowering.According to one large study,
there is a significant association between the use of alternative/complementary therapies and
unmet needs, helplessness, and lower scores on emotional and social functioning scales.498
Clinicians need to be aware that decisions to use alternative therapies may not be based on
the same philosophical approach as that used by doctors.
Why alternative therapies should be discussed
It is to the advantage of all concerned if patients are able to discuss alternative therapies
openly, secure in the knowledge that they will continue to receive support and understanding
from their treatment team, whether or not the clinicians agree with the therapy being used.
The issues of effectiveness, safety and cost need to be explored with all patients who use
alternative therapies. However, they can only be explored if the clinician is aware of the
patient’s use of such therapies. In the study conducted in Australian oncology clinics 40% of
patients with cancer using alternative therapies did not tell their clinician about this,495 either
because they were not asked or did not choose to disclose. Patients’ concerns about negative
attitudes from the treatment team may inhibit frank discussion of alternative therapies, resulting
in lost opportunities for clinicians to express their support or give information about the
potential effects of such therapies.

Clinical trials
It is appropriate for clinicians to discuss participation in clinical trials with all eligible
patients, given indirect evidence that people who participate in clinical trials have better
outcomes than similar patients given similar treatment outside trials (Level III-2).499,500
Informed discussion of potential trial involvement will depend on all treatment team
members keeping informed of all current and relevant trials and their enrolment criteria.
It has been argued that, when a randomised clinical trail is recruiting, it should be presented
as one of the standard treatment options to all eligible patients treated at the relevant
centres.501,502 Particular attention needs to be given to ensure that older, less educated, and
rural patients are offered inclusion, as evidence suggests these patients are less likely to
receive information about clinical trials.85
It is recommended that communications between the clinician, other members of the
treatment team, and the patient follow the general interactional skills outlined in Table 3.1.
The NHMRC445 also suggests the following:
• reassure patients that specialists participating in clinical trials are in touch with the best
and most up-to-date treatments available, and are seeking to improve them
• explain that the control group in a randomised clinical trial receives the best available
standard therapy which would be offered outside the trial
• allow time for the patient to decide
• inform the patient that they can withdraw from the trial at any time without explanation
or compromising their medical care.
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The decision to participate in a clinical trial appears to entail a complex interaction between
the clinician and the patient. Specialist oncology nurses also have an important role to play
here, with survey data showing that patients who see a breast nurse or other specialist nurse
are more likely to be informed about clinical trials.85
People’s attitudes to clinical trials appear to depend upon whether they are asked to consider
the issue when healthy or as a cancer patient, and whether the person with cancer is asked
to consider clinical trials in general or a particular trial that is discussed in detail.502
Helping people make a decision about participation in a clinical trial
Taking the time to elicit and address patients’ concerns and understanding about a clinical
trial is important. In making a decision about participation in a clinical trial, considerations
that confront the patient include:502-505
• the effect of participation or non-participation on treatment – altruistic or humanistic
issues and the desire to obtain the best treatment for themselves
• discomfort and misunderstandings about the procedural aspects, in particular the
randomisation to the various arms of the study
• the different roles of the doctor as clinician and as researcher
• the process of informed consent
• the timing of the request for participation, especially if this follows the stress of a
cancer diagnosis
• the benefits and costs of participation.
The clinician must be scrupulously ethical in providing patients with all relevant information,
whilst taking care not overly influence their decision.There are conflicting data about the
effect of the patient’s active or passive role in the decision-making process. For example,
some studies have indicated that those who adopt a more passive role in the clinician-patient
interaction are more willing to participate in clinical trials.506 However, a study of women
with breast cancer found that the decision to enter a clinical trial is an active decision.502
Some research suggests that patients are more likely to participate in a clinical trial if
the clinician verbally presents material normally included in a consent form, and is
patient-centred, supportive and responsive in manner (Level IV).507
While few people with cancer are currently offered the opportunity to take part in clinical
trials, many would do so if given the opportunity.85 The decision not to participate may
reflect concerns about the uncertainty and experimental nature of a clinical trial, added to
the uncertainty patients are already experiencing about their diagnosis and treatment.502
These concerns highlight the need for patient support at this time.
In order to assist people to become better informed and have a better understanding of
clinical trials, the NHMRC Clinical Trials Centre has developed information for consumers
(available at www.ctc.usyd.edu.au).

Participation in decision-making
Changes in consumer expectations and medical ethics, government interest in improving
health outcomes, and legal examination of patient rights have increased the focus on
patients’ involvement in decisions about their care. In cancer, where the benefits of treatment
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are commonly uncertain and may be offset by adverse effects on quality of life, an optimal
treatment choice should be sensitive to the values patients ascribe to both positive and
negative outcomes of treatment.
There is considerable uncertainty about what constitutes an ideal level of patient participation.
It has been demonstrated that as a person moves along the continuum from wellness to
illness, preferences for involvement shift. People who are well typically express a preference
for a dominant or collaborative role in decision-making, but this preference is less strong in
those diagnosed with a potentially fatal disease such as cancer and some patients prefer to
entrust decisions to doctors (Level III-2).508,509
Models for shared decision-making
A variety of models of clinician-patient relationships have been proposed.These include the
‘physician-as-agent’,‘informed decision-making’, and ‘shared decision-making’ models.510-512
In the physician-as-agent model, the doctor takes patient values into account when making
treatment recommendations, and patient participation is limited. In these circumstances,
there is a risk that either the amount of information given or how this information is
conveyed may bias the opinion of the patient.429,513
In the informed decision-making model, the clinician neither advocates nor advises, but is
required to honestly disclose information to patients to enable them to arrive at decisions
consistent with their values.
In the shared decision-making model, clinicians and patients are seen as partners and are
required to exchange information and share their preferences for treatment in order to
negotiate a mutually acceptable decision.514,515 This model may have the greatest potential for
meeting clinical and ethical demands.
In practice, the situation is rarely as clear-cut as the models. In many circumstances, especially
for people with less common or very advanced cancers, the choices and the evidence to
support the various options may be limited. However there are always choices to be made, if
only between active treatment and passive care.
What people with cancer want
Available research suggests that, among people with cancer, there are wide variations in
preferences for involvement in decision-making.370,420,445,488,516,517 Since these preferences may
also change over time (Level III-2),23 it is prudent for the clinician to review an individual’s
preference throughout the treatment process and at each phase of care.
While most patients may want as much information as possible, there may still be patients
who prefer to relinquish control over treatment decisions, particularly if faced with increasingly
distressing and unfamiliar situations.451,517 Those patients who are older, less educated or male,
especially men with cancer of the reproductive system, may be less likely to seek involvement
in their treatment decisions.508 Patients with advanced disease and with a poorer health status
are least likely to want involvement (Level III-2).23
Benefits of patient involvement in decision-making
Research findings underscore the pre-eminence of the shared decision-making model and
suggest that encouraging patients’ participation may be the safest approach to take routinely.
Patients who begin by preferring non-involvement may gain confidence in the consultation, if
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encouraged and carefully informed.Although the trend is to increasing patient involvement
in decision-making, clinicians need to recognise that there are times when patients look to
them for direction and guidance, and they should avoid taking this approach if it suits the
patient best.
According to one study, patients whose preferred level of involvement in decision-making
matched their actual level of involvement had lower anxiety levels post-consultation than
patients whose preferred and actual levels differed. Further, patients who reported a shared
role in decision-making were most satisfied with the consultation and with the information
about treatment and emotional support received.Those who reported that either they or
their doctor made the decision exclusively were the least satisfied.518 Support for shared
decision-making also comes from the results of a series of studies that followed 269 women
with breast cancer from diagnosis to three years, which showed that patients who were
offered a choice had lower levels of anxiety.The authors further suggested that being an
equal participant in decision-making may be more critical than actually being given a choice
(Level III-2),7,519 (Level III-3).520 However, it should be noted that offering choice with no
guidance may result in increased levels of anxiety (Level III-2).521,522
Seventy three per cent of women with breast cancer surveyed stated that their current level
of involvement in the decision-making process was as desired. Of these women, 58% viewed
their treatment decisions as jointly made, 24% said that they made an independent decision,
and 16% left the decision to their clinician.85
Facilitating involvement in decision-making and choice
Ensuring that patients feel involved in decision-making may be more dependent on the
communications skills of the clinician than on the provision of treatment choices. Skills in
facilitating involvement are complex. For some patients, treatment choices may be limited or
non-existent due to specific disease factors and overall health status. However, they can still
be involved in reviewing the evidence that leads to that conclusion.
The responsibilities of the treatment team in this regard are highlighted by the results of a
survey of women with early breast cancer.Women who underwent mastectomy were no
more likely to report that they had no choice than women who had a lumpectomy (breast
conserving surgery), although it is notable that 22% of women said they were given only one
treatment option.85 In another study in which initial medical oncology consultations with 101
patients with heterogenous cancers were audiotaped and coded, most were provided with
essential information and more than one treatment option discussed in all but one case.
However, only 59% of patients were explicitly offered a choice in decision-making and, in half
the consultations, doctors did not check patients’ understanding or elicit preferences for
information detail.424
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Table 3.2.3: Recommended steps for discussing treatment options and
encouraging involvement in decision-making
These steps are recommended in conjunction with the general interactional skills in
Table 3.1.
Information about treatment
• Explain to the person using language that they understand what treatment options are
available (including no treatment) and ask how much detail they would like about each option
•

Tailor the information to the person’s needs and preferences for information content and
detail, which may include a discussion of the expected outcomes and major side effects of
each treatment option

•

Acknowledge the uncertainty of any treatment achieving its aim; explain the pros and cons of
each option and then summarise them

•

Use a variety of media to provide information about treatment options, eg written
information, video tapes, tapes of consultations, etc.

•

Ask the person about any questions they may have regarding alternative and
complementary therapies

•

Ask the person to talk about the concerns they have regarding different options

Making decisions about treatment
• Explore at an early stage how the patient would like to be involved in decision-making and
adhere to their wishes
•

Be aware that the person’s preferences may change over time and regularly check the level
of involvement they would like

•

Ask the patient about their values and life situation in relation to the treatment options

•

Use inclusive language (we, our)

•

Make it explicit that there is a choice to be made, and that the patient can be involved in
the choice

•

If the person is unaccompanied ask whether they would like to discuss treatment options
with family or friends and tell the person that there is an opportunity for them to be involved
in treatment decisions

•

Assure the person that there is enough time to consider the treatment options and offer
to arrange for them to come back with a decision

Emotional and supportive role
• Consider the specific needs related to gender, age and culture
•

Give the person the opportunity to discuss and express their feelings, eg crying freely, talking
about concerns, fears, anger, anxieties, etc.Acknowledge individual differences in emotional impact

•

Address disturbing or embarrassing topics directly, and with sensitivity

•

Provide information about support services

•

Make your own recommendations clear, but offer your willingness to be involved in the
ongoing care of the patients (if required) no matter what they decide in response to
your recommendation
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Concluding the discussion
• Summarise main points of the consultation and assess the person’s understanding
•

Ask if there is anything further the person would like to discuss; encourage questions

•

Offer assistance to tell others difficult news

•

Indicate your availability for contact to address any questions or concerns and arrange a
further appointment to review situation within a stated time period, eg within 24 hours to
two weeks

After discussing a diagnosis, recurrence or metastases
• Document information given to the person and family members
•

Let others know the extent of information given and your perception of the person’s
understanding, particularly the person’s general practitioner

Adapted from Cockburn J.366 Effectively discussing treatment options with women with breast cancer.
National Breast Cancer Centre.

3.2.4 Preparing patients for potentially life-threatening
procedures and treatment
Providing patients with information about the procedure they are about to undergo
significantly reduces their emotional distress and improves their psychological and physical
recovery (Level I).523,524 The majority of research also indicates that adequate preparation for
threatening medical procedures can reduce the level of anxiety and lead to faster recovery,
with fewer complications (Level I),523,524 (Level II).525,526 Patients’ anxiety appears to be
reduced most when provided with information both about the procedure, and about what
they are likely to experience physically and psychologically (Level I).523

Procedural information
Procedural information includes practical details about what will happen before, during and
after a procedure (see Table 3.2.4).A variety of formats for providing information about
procedures have been shown to decrease anxiety and psychological distress These include
discussions with a clinician or other appropriately trained health professional such as a
specialist nurse (Level II),401,527 written information in a booklet (Level II)528 or videotape
information (Level II).529 Diagrams and illustrations are often useful.

Sensory information
Sensory information describes what the person is likely to experience before, during and
after the procedure, including their feelings in response to the preoperative medication, and
the amount and type of pain to be expected.The provision of comprehensive sensory
information has produced significant reductions in anxiety in patients undergoing medical
procedures (Level I),524 (Level II).530

Psychosocial support
Psychosocial support has been shown to be useful at this time (Level I).17 Psychosocial
support strategies commenced prior to treatment procedures include providing people with
an outlet to discuss concerns, fears, coping and relaxation strategies, offering education about
exercises, information and available resources.This role might be performed by a specialist
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oncology nurse, specialist breast nurse, social worker, occupational therapist or another
appropriate member of the treatment team.
Some procedures present particular difficulties. For example, for those patients who undergo
bone marrow transplantation, the fear of the unknown (what to expect either during the
procedure or recovery) and death is balanced with hope for survival.531 Patients who undergo
laryngectomy face significant changes in their lifestyle and ability to interact with others.The
opportunity to meet with others who have undergone the same procedures may be
beneficial to these patients.71,531
Table 3.2.4: Recommended steps involved in adequately preparing a
patient for a potentially threatening medical procedure
These steps are recommended in conjunction with the general interactional skills in
Table 3.1.
Before the procedure
•

Explain why the procedure is needed and the expected outcome

•

Ask how much detail the patient would like to know about the procedure before explaining it

•

The information may include:
- where the procedure might take place, and who will perform it
- any tests needed before the procedure
- what the patient will need to do before the procedure
- what the patient is likely to experience during and after the procedure

•

Give the patient the opportunity to talk about their concerns such as pain, fear, death,
embarrassment

•

Ask what they think they can do to cope

•

Enquire about, and reinforce, previous coping strategies, eg relaxation and imagery

•

Provide the opportunity to meet with someone who has undergone this procedure or a
support group

During the procedure
•

Provide information about what will be done and how it will feel

•

Give the patient control, where possible, eg ask them to tell you when they are ready to begin

•

Encourage the use of coping strategies

After the procedure
•

Encourage the use of coping skills, eg relaxation methods and imagery

•

Encourage the patient to state their needs and reframe complaints into requests

•

Arrange follow-up and support

Adapted from Cockburn J.532 Preparing patients for potentially threatening clinical procedures. National
Breast Cancer Centre.
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3.2.5 Preparing patients for progression from curative to
palliative treatment.

Treatment of cancer
surgery, radiotherapy, chemotherapy.
hormonal therapy
Active medical treatment of complications
hypercalcaemia, fractures, bowel obstruction,
infection, delirium
Symptomatic and supportive palliative care
pain and physical symptoms; psychological, social, cultural
and spiritual problems
Diagnosis of symptomatic
incurable illness

Death

Figure 1: Diagram describing total care of the patient whose disease is not responsive to
treatment. Adapted from Roger Woodruff ‘Palliative Medicine’ 3rd edition, Oxford University
Press, 1999,533 with permission
The movement from curative to palliative treatment represents a crucial step for patients
with cancer and their treatment team. In considering palliative care for patients with
advanced cancer, it is important to distinguish between a palliative approach (where active
treatments may still have an important role to play and focuses on both level of comfort and
level of function), palliative care (that may include the involvement of specialised palliative
service providers for patient and carer assessment, support and advice), and terminal care
(when the patient is in the final stages of life).The distinction is important not only in care
planning, but in establishing the goals for treatment. Discussion with the patient and family is
crucial at this time.
A key aspect of the successful transition is ensuring that both the health care team and the
patient recognise that palliative care does not preclude active treatments to improve
symptom control and enhance quality of life. For many patients with cancer the transition
from curative treatment to palliative care is gradual (Figure 1).Where active treatment
continues to be offered, its goal changes from cure to control of disease and, subsequently,
to the control of symptoms.
As unnecessary delays in referral to specialist palliative care services can lead to increased
suffering for the patient, it is important for the palliative care team to be introduced as soon
as required and that this team is seen as an integral component of the cancer services
provided within an institution or region, that is, as part of the treating cancer team and not
a separate entity.
Managing the transition to palliative care can be one of the most difficult communication
tasks faced by cancer health professionals. It is important to make clear to the patient that
Clinical practice guidelines for the psychosocial care of adults with cancer
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this transition does not imply discontinuation of active care or abandonment from their
treating cancer team.
Evidence about the best way to prepare patients for this transition is primarily based on
expert and consensus opinion. Guidelines about breaking bad news recommend open and
honest provision of relevant information, such as changes in the cancer, treatment efficacy
and prognosis, and making sure enough time is provided to allow discussion of the
implications of this information and the patient’s emotional response and support needs. It
has been suggested that open-ended questions and empathic responses be used to elicit the
patient’s concerns, goals and values before discussing specific clinical decisions.534 Physicians
should also screen for unaddressed spiritual and existential concerns.At this time, the best
possible ‘treatment’ may be listening to patients’ concerns with compassion – in its original
sense of ‘to feel or suffer with’.
The point where treatment goals become focussed on improving quality of life is usually
clear. However, the appropriate time to introduce a formal palliative care service is often less
clear.535 The World Health Organization defines palliative care as “the total active care of
patients whose disease is not responsive to curative treatment,” and emphasises that
“Control of pain, of other symptoms, and of psychological, social and spiritual problems are
paramount.The goal of palliative care is achievement of the best possible quality of life for
patients and their families.”536
A study examining the perceptions of health care professionals relating to aspects of
palliative care indicated that most health professionals felt patients should be involved in
decisions about commencing palliative care, and introduced the concept as involving experts
or specialists who could help with symptoms or provide support.535 Opinions about the
appropriate time to introduce palliative care varied widely, with most recommending when
advanced disease is diagnosed, or when symptoms warrant. Nurses and hospital doctors, in
particular, felt that early referral was helpful, to ensure that patients receive optimal care
throughout their illness and to correct misperceptions that palliative care heralds immanent
death.535 When making a palliative care referral, careful exploration of the meanings patients
ascribe to palliative care, and correction of misunderstanding is recommended.
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Table 3.2.5: Recommended steps for preparing patients for transition to palliative care
These steps are recommended in conjunction with the general interactional skills in
Table 3.1.
•

Provide a private environment, with adequate time for a
full discussion

A364 B537 (Level IV)391

•

Provide information openly and honestly about changes in the cancer,
treatment efficacy and where requested, prognosis

(Level IV)371,391,538

•

Elicit the patient’s concerns and goals before discussing specific
clinical decisions

•

Ask open questions, such as
-

What concerns you most about your illness?

-

What has been most difficult about this illness for you?

-

What are your hopes and expectations and fears about the future?

-

As you think about the future, what is the most important to you?

-

Is faith (religion, spirituality) important to you in this illness?

-

Would you like to explore religious matters with someone?

•

When concerns have been discussed, provide reassurance where
possible. For example about symptom management, and the
availability of expert palliative care

•

Introduce palliative care workers early

•

Incorporate all health professionals involved in the patient’s care
as a team

•

Explore the patient’s understanding of palliative care and emphasise
its role throughout illness

•

Explicitly state to the patient that they will receive optimal care
and will not be abandoned

C534 B539

(Level IV)371

A denotes Guideline
B denotes Review article
C denotes Consensus opinion

3.2.6 Issue for special consideration: Directing people to quality
cancer information on the Internet
It is helpful if clinicians and members of the treatment team are aware of, and can
recommend, several quality Internet sites in the relevant therapeutic (see Appendix J for list
of recommended sites).The Cancer Helpline (13 11 20) can also provide assistance with
information on Internet sites and with assessing the value of the information found.
People with cancer and their families and friends are increasingly using the Internet to
accessinformation about cancer and how it is treated, and for support from others who have
had similar experiences.276,540 The Internet offers quick and private access to information
about cancer as well as introductions to support groups. However, there are now thousands

Clinical practice guidelines for the psychosocial care of adults with cancer

67

of sites offering cancer-related information of variable quality and veracity. Some information
about acceptable practice or available treatments may not be applicable in Australia, even if
sourced from reputable sites. In some instances, clinicians may be overwhelmed by the
informational and support needs of people who have accessed information from the
Internet but lack the skills to evaluate its usefulness for their specific case.

Accessing quality information on the Internet
The following advice is useful for people with cancer and their clinicians:
• look for quality sites with credible information.Websites of State and Territory Cancer
Councils, government health agencies and recognised support groups provide links to
recommended sites. Cancer treatment centres are increasingly able to provide guidance
to people with cancer on appropriate sites to access
• to assess the credibility of information on an Internet site, check who set up the site,
when it was last updated, that there are references to authoritative journals and
institutions, and whether the site complies with the Health on the Net (HON) or similarly
recognised code of conduct
• encourage people to talk with health care professionals about information found on the
Internet. Some patients may wish to change their treatment or adopt a new treatment
based on information they find on the Internet without recognising the specific factors
that may apply. Some Internet sites promote alternative treatments with unproven safety
and efficacy
• support groups available on the Internet may be a source of help for many people,
especially those who are geographically or socially isolated, but there are no standards
for assessing their quality.

3.3

E M OT I O N A L A N D S O C I A L S U P P O RT
Guideline
The extent to which a person with cancer has support and feels supported has been
identified as a major factor in their adjustment to the disease (Level III-2).46 It is
essential to check the extent of support available to the patient, to recommend
additional support as required and to provide information about where this is available.

Health professionals involved in the care of people with cancer are encouraged to organise
their practice and develop their professional skills to ensure they can provide optimal patient
support (refer to Table 3 at the beginning of Chapter 3).
A patient’s need for support will vary depending on individual strategies, and to what extent
emotional concerns impair their daily living. Understanding and utilising patients’ existing
coping mechanisms is a useful strategy and can help ensure the most appropriate information,
reassurance, and support areprovided. People with cancer (and their families and carers)
may not voice their concerns or even recognise them; often these must be carefully and
thoughtfully elicited.
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Support can be provided by health care professionals, family and friends, or special cancer
support services. Different types of support sources can make specific contributions to
minimising psychosocial distress and physical dysfunctions, and it is difficult to differentiate
the effectiveness of the various types (Level I).15
Table 3.3A summarises the recommended process for ensuring that people with cancer have
adequate social and emotional support.Table 3.3B identifies the different types of support
sources available.

Gender and psychosocial support
Guideline
Clinicians and the treatment team need to consider that the psychosocial needs of
men and women may vary both in extent and how they are expressed. Successful
strategies for meeting psychosocial support needs may therefore differ for men and
women.Where the delivery method is inappropriate or insensitive, men may simply
not participate or not gain a benefit (Level II),362 (Level III-3).363
Some studies suggest that men tend to value different quality-of-life dimensions compared
with women, emphasising activity rather than relationship.541 Despite gender stereotypes,
several studies have found men with cancer show high levels of psychological distress363
and unmet needs.453,542
There is evidence that the nature of psychosocial support sought by men is different from
that of women, with a lower expressed preference for emotional support and reluctance to
share emotional concerns.543-545 and a greater demand for information and instrumental
support.546 A study of Internet cancer support groups found differences in the way men and
women give each other support: men were twice as likely to give information, and women
twice as likely to give encouragement and social support.546 Available research also shows
there are also marked gender differences in the utilisation of social support at times of crisis
such as a cancer diagnosis, with men utilising support less.543

Recognising unmet needs
A high proportion of people with cancer may have unmet needs,310 despite expressed
satisfaction with their care. For example, a survey of Australian women with breast cancer
found that 82% were highly satisfied with their care, but 15% would have liked more
emotional support and counselling for themselves, and 9% wanted more for their families.
About half of the younger women and 29% of older women needed additional services at
some point.85 Research has shown that many people will not raise their concerns unless this
is explicitly invited.403,539
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Table 3.3A: Recommended steps involved in ensuring that all people with
cancer have adequate emotional and social support
These steps are recommended in conjunction with the general interactional skills in
Table 3.1.
Support from the treatment team
•

Ask the patient how they are feeling emotionally at every visit

•

Ask the patient how they are feeling about treatment

•

Listen to fears and concerns about treatment and prognosis

•

Provide access to an oncology nurse, or other allied health professional, eg social worker, at
all phases of care, where appropriate and available

•

Provide the patient with information about counselling and arrange a referral, if needed

•

Do not under-estimate the emotional support that patients derive from clinicians who deliver
their surgery, chemotherapy and radiation therapy

Assess support provided by family and friends
•

Ask the patient about:
-

their support network and the level of support provided

-

how their family and partner are dealing with their cancer

-

others with whom they can openly discuss their thoughts and feelings about their situation

-

who they have to assist with practical issues, eg transport, work, childcare

Providing additional support services
•

Provide the patient and their family and carers with information about support services and
peer support programs and how these can be accessed

Adapted from Psychosocial clinical practice guidelines: providing information, support and counselling for
women with breast cancer28

Support from the treatment team
Clinicians are responsible for the psychosocial care of their patients as well as their surgical
and medical care. Provision of such care and support entails more than referral to psychosocial
services, and may be as simple as a shared emotion, an encouraging personal word or a
physical touch.
People with cancer who are provided with an opportunity to explore feelings with a
member of the treatment team or a counsellor experience less psychosocial distress than
people not provided with this opportunity (Level I).15
Australian women with breast cancer see clinicians as a considerable source of support for
themselves and their families, looking particularly to the surgeon, the oncologist and their
GP.85 The integrated provision of medical and psychosocial services assists patients and their
families adjust to the diagnosis of cancer, its treatment and consequences. For example,
emerging findings from studies of patients with laryngeal cancer show that the integration of
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a multidisciplinary team, including the surgeon, speech therapist, psychotherapist and social
worker, at the outset of treatment planning, is crucial in helping the patient adjust to
laryngectomy.267

Support from partner, family and friends
Members of the treatment team should ask people with cancer about their key support
people and to define the level of involvement of these people. Special attention should be
paid to the partners of people with cancer, recognising that this may be someone of the
same sex (see also Section 5.4). Involvement of their general practitioner or an advisor from
a relevant community health group can help ensure that appropriate supportive care is
provided to gays, lesbians, and trans-sexuals.Assumptions should not be made about the
ability or willingness of partners and family to be involved.
Family and friends can provide an integral part of a patient’s cancer care43,62,72,73,267
(Level III-2).46 However, they bring with them a range of emotional reactions, interpersonal
dynamics and expectations for the care the patient receives. Findings from a multicentre
project that analysed the contents of 19 focus group discussions show there is a need for
explicit conversations between professional caregivers, patients and their loved ones in order
to negotiate the expectations and needs of each.547
Once the level of support from a partner has been established, couple therapy may be
considered. In relation to women with breast cancer, couple therapy has been shown to
reduce emotional distress and increase sexual satisfaction in both partners, and reduce
depression in the woman (Level II).548 In people with colon cancer, early interventions can
help with emotional distress and family functioning and support (Level III-3).84

Support for the family and friends of people with cancer
It is important to enquire about the psychosocial needs of the partner and family along with
those of the patient, because partners and families are also vulnerable to distress (see
Chapter 2).66,67,89-91,96
Professional support can be pivotal to helping families of patients with advanced cancer
cope with anticipatory grief as they observe their relative entering the terminal phase of
their illness.549 However, research to date provides inconsistent findings about the application
of family intervention, and uncertainty remains about which families will require help and
the optimal type of treatment.549

Psycho-educational programs
A psycho-education programme may be offered as a component of information about
specific treatments. Patients may also find the supportive components of these programs
valuable. Psycho-educational programs decrease anxiety (Level II)477,478 and depression
(Level II),477 as well as increase knowledge (Level II),478,479 (Level III)480 (see Section 3.2.3).

Peer support programs and groups
It is recommended that clinicians have up-to-date knowledge of the peer support programs
and groups available in their area, and ensure that patients are aware of their availability.
Peer support programs are based on the premise that shared experience is a valuable
resource that assists individuals to adjust to and cope effectively with stressful events.
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Information, patient education and access to needed services may also be provided.These
programs may be professionally or peer supervised, and peer supervised programs often
work in association with local health professionals. Peer support program formats include
one-to-one visits, group settings and using technologies such as the Internet or teleconferencing.550
In Australia, peer support programs are well established for a number of cancers including
breast, prostate, bowel, and head and neck cancer, as well as for specific groups such as
children, teenagers, parents of children with cancer, young adults, and non-English speaking
groups (see Appendix E). Some programs are professionally supervised, eg the Laryngectomy
Association works in collaboration both with State Cancer Councils and treatment centres.
Other programs are peer supervised, eg the Support and Advocacy Committee of the Prostate
Cancer Foundation of Australia, which has chapters in each state.The Cancer Helpline
(13 11 20 Toll Free) provides a central point from which to access details about locally
available peer support programs.
Men and women join support groups to seek information and emotional support and to
enhance coping by comparing their progress with that of others.551 Results of a descriptive
study suggest that peer support programs may be a preferred style of psychosocial intervention
for sections of the community in which the incidence of cancer is low, or for specific groups
for whom social stigma or isolation is a particular problem (Level IV).552 As well, being
community based, these programs are usually easily accessed and free of charge.
Peer support provided through teleconferencing has shown high levels of satisfaction for
both professionally and peer supervised programs, according to the findings of two small
post-test studies (Level IV)95,553 Participants regarded teleconferencing as an intimate setting
for safe disclosure. Few studies have assessed Internet support programs, but descriptive studies
describe them as helpful in enabling participants to share concerns and information.554,555
Data from several non-randomised studies using case comparison (Level III-2),556 post-test
(Level IV)552,557 and descriptive designs551,558 suggest that patients benefit from one-to-one
programs, such as the Breast Cancer Support Service (BCSS), and group format programs
such as prostate cancer support groups. In these studies, peer support programs rated highly
for consumer satisfaction, and were seen to provide valuable information about coping from
the perspective of shared experience, to reduce social isolation, to ‘normalise’ the cancer
experience, and to assist participants with specific fears such as loss of femininity and body
image concerns. Patients have also reported feeling less anxious and more optimistic about
the future after involvement in peer support programs.
It has been suggested that peer support programs may not be universally helpful.A study of
women in self-help groups found that participants reported more concerns than a control
group who did not participate, but displayed less psychological distress (Level IV).557
One randomised control study of women with breast cancer compared a professionally
facilitated peer support group with an educational program and a control group (Level II),559
(Level III-1).560 When women were assessed two weeks after the interventions, peer support
appeared to be helpful for women with poor pre-existing social support, but had a negative
effect on the vitality of women with good pre-existing social support.These effects were
not significant six months after the intervention and were not evident at a longer term follow
up. At three-year follow-up, only women in the educational program maintained a benefit
(Level II).561 More recently these authors have suggested that a one-to-one matched program,
such as the BCSS where peer role models are trained and supervised, may be more effective.562
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Table 3.3B: Support sources that can improve the emotional well-being of
people with cancer*
Type of intervention Description

Research

Treatment team

Provides opportunity to explore feelings with a
member of the treatment team (clinician,
counsellor or specialist nurse), which decreases
psychosocial distress

Level I15

Family and friends

Provide emotional and physical support and
opportunity for discussion of illness

Level III-246
Level III-343
Level IV62

Assistance for
family and friends

Provides emotional support, and opportunity to
explore feelings. Can help decrease feelings
of frustration and helplessness

Level IV563

Can be provided by treatment team or
peer support groups
Peer support
programs

Emotional support that is based on shared
personal experience
May be delivered on a one to one or group
basis, and through face to face or remote
technologies. Programs may be peer or
professionally supervised

Level
Level
Level
Level

II559,564,565
III-2556
III-3560
IV551,552,558

Preliminary evidence that pre-existing social
support may interact with the intervention in
professionally supervised peer support
group programs
Telephone
support programs

Provide geographically and socially-isolated
patients with an opportunity to be involved
in support groups

Level II566
Level IV95,553
Level IV567

Internet Groups

Computer-mediated support groups enable
sharing of information and concerns
Chat room formats have little quality control
and may lead to promulgation of misinformation

Level IV554,555

Psycho-educational
Groups

Enhance understanding and knowledge about
cancer and associated issues such as treatment,
diet, health behaviours, coping, adjustment and
available services

Level I15
Level II477-479,568

*Where major difficulties exist, specific therapy is required, see section 4.1
For more detailed information, see report by Kissane & Burke24 available from National Breast
Cancer Centre.
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3.4

P R A C T I C A L A N D F I N A N C I A L S U P P O RT

Many patients and their families may have faced considerable financial strain before the
diagnosis of cancer. Concerns about costs and availability of and access to services, and
access to relevant information may add to the emotional burden of patients and their families
and may influence treatment choices. Open discussion of these issues and the provision of
relevant information and advice are important to the overall care of the patient.
Clinicians can explore whether patients are concerned about costs and ascertain the extent
of assistance available for the issues outlined below by asking questions like:
‘I know that this may result in considerable costs for you and your family.
Sometimes people are worried about this. How do you feel about it – are you
concerned about these costs?’
‘Do you have any means through which you may be reimbursed, or be eligible for
reductions, such as private health insurance cover or a health concession card?’
As private health insurance policies will differ in the services covered and levels of coverage,
patients with private insurance will need to clarify what their insurance will and will not
cover.
It is also important to find out whether the patient is able to access the services he/she
may require.
‘I hope that getting to (insert appropriate) will not cause you any difficulties. Do
you have means of transportation or can you easily get there by public transport?
Information about the availability and types of treatment, services, supportive therapies,
prostheses, aids etc, or advice about how to obtain information or access support should
be provided to all patients.

Cost of diagnosis and treatment
Patients will need to be given information about the costs of treatment, including medications,
and the factors that may influence those costs. It is recommended that treatment team
members provide written material about these matters to each patient. Patients with
concerns about financial burdens resulting from these costs, and/or the impact of treatment
on employment can discuss these concerns with a social worker or welfare worker. Patients
can also obtain information and advice from State and Territory cancer organisations
(see Appendix E).

Cost, availability and types of other supportive therapies
If patients require referral to additional supportive services (see Section 2.4), referring
clinicians, need to discuss with patients and their families their ability to access and pay for
them. Patients can obtain information and advice about costs, availability and types of
therapies from local State and Territory cancer organisations (see Appendix E).
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Cost, availability and types of prostheses
Breast prostheses
A wide range of breast prostheses are available. Breast prostheses are available from lingerie
shops and department or specialty stores where staff members have been specially trained to
fit women with the product most suited to their needs.When purchasing a breast prosthesis,
women should consider the range of products available from the outlet and the level of
training and experience of the staff.The woman’s bra and prosthesis should be fitted at the
same time.
Financial assistance programs are available through State health departments to help women
with the purchase of a breast prosthesis, although these are usually means tested. In some
States, these programs are administered through local public hospitals.The Department of
Veterans Affairs and some private health funds provide cover for breast prostheses.Advice
specific to each state can be obtained from the Cancer Helpline (13 11 20).
Continence Aids
The Continence Foundation of Australia runs a National Continence Help Line (1 800 330 066)
which can help direct patients to the nearest continence advisor (see Appendix E).
Continence advisors are generally nurses or physiotherapists, and they may operate from
hospitals, community health centres or private practice.The continence advisor or the Help
Line can advise on continence aids and their costs.There are some funding schemes available
to assist with costs, although these are limited and criteria for access vary from state to state.
Erectile dysfunction aids
A wide range of erectile dysfunction aids are available (see Section 2.4), some of which are
subsidised through the Pharmaceutical Benefits Scheme (PBS), eg direct penile injections.
Others, eg penile prostheses, may be covered by the patient’s private health insurer. Drugs to
assist erectile function and mechanical aids are not covered by the PBS.The patient’s
urologist can provide information and advice about types of aids, availability, local access and
costs. Patients can also be directed to their local cancer support group or the Cancer
Helpline (see Appendix E).
Laryngectomy aids
Public hospitals lend speech aids at the time of surgery, and may extend this loan if patients
are unable to purchase their own equipment. For patients treated in private hospitals, speech
aid costs may be covered by some private health insurers. Patients will need to clarify this
with their insurers.
The Laryngectomy Association can purchase speech aids, batteries, and accessories, as well as
other necessary equipment such as stoma maintenance and protection devices, at reduced
prices for their members.The speech pathologist and the Laryngectomy Association welfare
officer in each state (see Appendix E) can assist with information and advice about all
necessary aids.
Colostomy bags
Colostomy bags are provided free of charge through a Federal Government scheme operated
by the Colostomy Association in each State (see Appendix E).The initial referral will be made
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through the stoma therapist who visits the patient in hospital. Patients need to be made
aware that, although colostomy bags are free, the Colostomy Association charges a small
annual fee, and monthly postage costs apply, unless supplies can be personally collected.
Wigs
Support for patients with cancer for the purchase of wigs varies between states. Some state
health departments provide a subsidy towards the purchase of a wig, and some public
hospitals and State and Territory Cancer Councils provide a wig service where either
pre-used or new wigs and turbans are provided free of charge.As well, some private health
funds provide cover for wigs. For advice about local services patients can contact the
Cancer Helpline (13 11 20).
The Look Good Feel Better program, sponsored by the Cosmetics,Toiletries and Fragrance
Association of Australia, helps people who are experiencing changes with their appearance,
such as hair loss, as a result of cancer treatments.Trained volunteers demonstrate techniques
to assist women with make-up application, wigs, turbans and skin care.The Cancer Helpline
can provide details of local programs.

Reconstructive surgery
Patients expressing a desire for reconstructive surgery will benefit from information about
the procedures (see Section 3.7), local availability, likely costs and sources for financial assistance.

Lymphoedema
Patients who develop lymphoedema require appropriate assessment and management by
qualified practitioners.This may include physiotherapists, occupational therapists and
registered nurses who have completed post graduate training in lymphoedema management.
They may also require access to compression garments and additional support services.
Treatment of lymphoedema is available through major hospitals and in private practices
throughout Australia. Information about trained therapists, treatment locations, compression
garment costs and fitting, and assistance with costs can be obtained from State and Territory
cancer organisations, lymphoedema associations and cancer-specific support services,
eg BCSS. Contact details for these resources are listed in Appendix E. Health funds can also
provide advice about coverage for private treatment costs.

Travel and accommodation
Patients in rural and remote areas may be unaware that they may be eligible for financial
assistance for travel and accommodation expenses.Travel and accommodation schemes have
a different name in each State and Territory (see Appendix F) and selection criteria may be
means tested and vary from State to State. Social workers and welfare workers can offer
advice and assistance with application forms (as soon as possible after diagnosis).
Patients need to be advised that ambulance travel may be necessary at certain times and that
they should check their entitlements for ambulance travel since these may vary between states.

Other support needs
Patients in need of support for practical issues such as child care, meals or home help can be
informed that assistance may be available and provided with information about how to access
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support services, eg local councils, community health centres, hospital social workers or
cancer organisations in each State and Territory.

Loss of income
Benefits to assist with financial concerns are provided by the Commonwealth Department of
Family and Community Services. Information about Sickness allowance can be obtained by
calling Centrelink on 13 27 17. For advice about Childcare Benefits, the Family Assistance
Office should be contacted on 13 61 50. Some State and Territory Cancer Councils also
provide limited financial assistance for patients with cancer. Discussions with a social worker
or welfare worker may also be beneficial in providing information and advice about leave
entitlements or other employment benefits, or other sources of financial support.

Difficulties with business dealings
Patients who are concerned about, or who have had difficulties with business dealings or
transactions may benefit from referral to a social worker for advice.

Practical aspects of advanced cancer (wills, Power of Attorney etc)
It is important to provide patients with information about the practical issues of preparing
for death and where they can obtain assistance and advice.All treatment team members
should make available written information about the preparation of a living will or advanced
care directive. Social workers may provide valuable assistance and emotional support at
this time.
Also as legal considerations differ in each State, patients should be advised to obtain advice
and assistance with the preparation of wills and Power of Attorney from their solicitor. For
patients who do not have a solicitor, information about local legal services would be beneficial.
Patients should communicate with their GP and families their wishes for care.

3.5

ENSURING CONTINUITY OF CARE

In Australia, healthcare services are delivered through both the public and private sectors, in
urban and rural remote locations, and involve State and Federal funding. Patients move
between a variety of treatment settings and service providers during the phases of diagnosis,
treatment and follow-up, which may be provided over a considerable period of time.
Attention to continuity of care for these patients may require active interventions.
See Table 3.5 for recommendations for establishing continuity of care.

Identification of a coordinator of care
The identification of a coordinator of care, often a GP, can be useful in ensuring continuity of
care.372,373 GPs often have knowledge of a patient’s background, such as family and social
history, usual responses to illness, and medical history, as well as awareness of local community
agencies which would be helpful.The GP may also look after the family throughout the
patient’s illness and follow-up. In rural and remote areas in particular, the general practitioner
may play a key role in ongoing care. It is important to note that patients who have been treated
for cancer may have co-morbid conditions (medical or mental), and a GP is likely to be in the
best position to coordinate overall care and facilitate appropriate specialist referral.
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The coordinator of care could also be the treating surgeon or another member of the
treatment team, and should be selected by the patient in consultation with the treatment
team. It is important that the patient identifies who they wish to be their primary care
professional.The coordinator of care needs to be informed of all consultations, treatment
plans and treatment outcomes.
Patients in public hospitals are more likely than patients in private hospitals to report that
they had seen too many healthcare professionals during their treatment and would prefer
one person identified as their contact point with the system and their care.85

Specialist oncology nurses
In the area of breast cancer, a new approach to achieving continuity of care has been
developed. Specialist breast nurses are advanced practice nurses whose skills include:
coordination of care; counselling; provision of information and support; clarifying or reinforcing
information; providing continuity of care; and facilitating specialist referral (Level II).401,466,569
Specialist breast nurses are uniquely positioned to provide support and practical assistance to
patients throughout the various stages of their treatment and have been found to be effective
and beneficial in the ongoing care of the patient. In a recent demonstration project conducted
by the NBCC among women with breast cancer, 80% of respondents believed specialist
breast nurses made a significant contribution to their care and 99% reported they would
recommend seeking treatment at a centre that provides a breast nurse (Level III-3).570
Because of the success in the area of breast cancer there is a growing interest in specialist
nurses and the potential for developing this role with other cancer groups, such as
individuals with prostate and gynaecological cancers.These roles are not yet as developed as
that of the breast care nurse, and further research is required in this area although emerging
evidence suggests that prostate care nurses are seen as very acceptable sources of
information and support for men with prostate cancer.571
Specialist oncology nurses, in both inpatient and outpatient settings, play a major role in
ensuring continuity of care by coordinating the patient’s path through treatment.These
nurses are often best placed to liaise with different members of the treatment team, assess
and monitor the patient and provide support. Stomal therapy nurses have an educative,
clinical and supportive care role for individuals requiring stomas.
The role of tumour-specific specialist oncology nurses has been developed primarily in
metropolitan settings.The specialist breast nurse role has been evaluated in a rural setting
with benefits to women identified to in both settings (Level III-3).570 Maintaining this degree
of specialty will depend on the caseload, and in many rural areas this is not sustainable or
feasible. Consequently, the role of a specialist oncology nurse for all patients with cancer is
being currently explored and developed for rural settings.The focus of the role will be on
improving continuity of care, and providing practical and supportive care.

Multidisciplinary care
It is increasingly recognised that the development of a treatment plan by a multidisciplinary
team improves outcomes for patients with cancer,572 and most clinical practice guidelines
include a recommendation that care be provided in a multidisciplinary manner.364,372
Multidisciplinary teams may include a core set of disciplines such as surgery, medical oncology,
pathology, radiology, radiation oncology, general practice and supportive care.The
multidisciplinary team ideally has links to other disciplines that can provide advice and
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treatment when required.These might include genetic services, liaison psychiatry,
physiotherapy, occupational therapy, social work or orthopaedics. It is important that
each individual therapist have appropriate skills in cancer management.
Effective multidisciplinary care requires excellent communication among team members,
including discussion of individual patient issues at regularly scheduled dedicated case
conferences.These meeting may be held in a variety of formats including face-to-face
meetings, or linking separate sites through the use of e-health technologies such as
teleconferences or video conferencing. Multidisciplinary treatment planning meetings, in
which all key disciplines are represented, are increasingly used to facilitate effective
communication. In order to ensure that each patient’s psychosocial issues are considered,
multidisciplinary meetings should include a core team member who represents the
psychosocial areas of care, such as an oncology nurse, social worker or a designated clinician.
Effective written communication is also fundamental to successful multidisciplinary care.
Teams should develop protocols that include an outline of the information required by treating
clinicians to ensure continuity of care. Special attention should be paid to ensuring that the
GP receives adequate information, including relevant psychosocial issues.573
Local protocols should include strategies to provide similar information about diagnosis and
treatment to the patient.These might include the provision of copies of letters or pathology
reports and/or specially developed written treatment and follow-up plans.

Patient-held records
The use of patient-held records is an emerging area of research, and appears to be a promising
mechanism for improving continuity of care for people with cancer. Research has shown
that patient-held records are beneficial for patients (Level II)476 and have considerable
medico-legal benefits, such as documentation of doctor-patient communication, with no
substantial practical drawbacks (Level IV).574
Table 3.5: Recommended steps for establishing continuity of care
Ensuring continuity of care
•

Develop a communications framework for the multidisciplinary team and train team members
in communications skills

•

Schedule regular dedicated case conferences

•

Ask the patient who they would like to coordinate their care, eg, GP, specialist nurse, etc.

•

Document designation of coordinator of care in medical notes and/or patient-held record

•

The coordinator of care should inform specialists and members of the treatment team of any
known psychosocial or medical risk factors that may influence treatment

•

Notify the coordinator of care promptly after each visit to a specialist or when there are any
changes in treatment. Options include a phone call, a fax, or a letter carried by the patient

•

Notify the coordinator of care of any inter-specialist referrals. A phone call or fax message
may be sufficient (or even preferable), rather than sending the patient back and forth

•

Provide letters of referral and letters of reply with relevant information to members of the
treatment team
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•

Forward all relevant health information to the coordinator of care; however, the patient
should be encouraged to contact the appropriate member of the treatment team for
clarification and further information

•

Ensure patient is aware of ongoing collaboration and communication between
multidisciplinary team about their treatment

Adapted from the Clinical Practice Guidelines for the Management of Advanced Breast Cancer. National
Breast Cancer Centre.372 and Multidisciplinary care for women with breast cancer: A national
demonstration program.572

3.6

S U P P O RT TO WA R D S T H E E N D O F L I F E

Maintaining quality of life and minimising the physical and psychosocial impact of the cancer
and its treatment should be a major focus of the management of people with cancer, as these
have been shown to be a significant, independent prognostic predictors of survival in clinical
trials.575,576 This is especially important for patients living with advanced cancer. Health
professionals need to be aware of the potential impact of the disease on quality of life for
patients and their families (see Chapter 2), and set up monitoring strategies so that appropriate
interventions can be implemented (see Table 3.6).Valid and reliable quality-of-life assessment
is also important as it may influence decision-making about the type of treatments used. For
most individuals living with advanced cancer, remaining at home is the preferred option.
However, care can be provided in a range of clinical settings, and is not limited to the acute
hospital setting.
In some cases, particularly the more complex ones, palliative care can be provided by
specialist palliative care teams.A systematic review of the evidence for palliative care found
that specialist palliative care services improve patient outcomes in relation to patient
satisfaction, the proportion of patients being cared for in their place of choice, family
satisfaction, control of pain, symptoms and family anxiety (Level I).577
Key points
If pain and other symptoms are not actively treated or controlled, psychological
distress increases and physical and social functioning decreases (Level IV).158,306-308
Pain can be controlled by guided imagery, relaxation therapy, music (Level I)15 and
educational programs aimed at enhancing pain control (Level II).578
Education sessions can improve adjustment, knowledge, death awareness and
increase positive self concept (Level III-2).480
Psychological interventions are associated with improved outcomes in a number of
domains of quality of life, including mood, self-esteem, coping, sense of personal
control, physical and functional adjustment (Level I),15,17 (Level II).579,580
Open communication and expression of feelings promotes adjustment (Level II),401
(Level III-1).579
One of the features associated with a ‘good death’ (i.e. from the patients
perspective) is the social life of the dying patient.581
Families and carers benefit from support and counselling (Level IV).549,563
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Specialist palliative care services improve patient outcomes in relation to patient
satisfaction, the proportion of patients being cared for in their place of choice, family
satisfaction, control of pain, symptoms and family anxiety,582,583 (Level I).577
Responding to patients who are dying and their families, may engender considerable
distress. It is helpful for health professionals to draw on the expertise of members of a
multidisciplinary team, particularly in dealing with complex clinical problems (Level IV).40
Having the opportunity to express grief is important in promoting adjustment.584
See also National Palliative Care Strategy: A National Framework for Palliative Care Service
Development. Commonwealth Department of Health and Ageing 2000583

Supporting patients coping with physical issues
In people with advanced cancer, quality of life is impaired by symptoms, loss of function and
curtailment of activities (see Section 2.5).304 As patients enter the phase of palliative care,
physical symptoms require active treatment. If pain and other symptoms are not actively
treated or controlled, psychological distress increases and physical and social functioning
decreases (Level IV).158,306-308
In addition to medical management, cancer pain can be significantly improved by relaxation
therapy, either alone or with guided imagery and music (Level I).15 Further, educational
programs conducted by nurses and aimed at enhancing pain control result in better
adherence to treatment and improved pain control (Level II).578
Patients with metastatic disease and their carers also need to be provided with advice and
information about how to access help for managing the physical aspects of daily living such
as self care, mobility, physical activities, household activities, (see Section 2.5) as well as
appetite/nutrition control.305

Supporting patients coping with psychological issues
For patients and their families, emotional distress, anxiety and depression may increase as the
disease increasingly impacts on daily life and they are confronted with their own, or their
loved one’s, mortality. Recognition of grief, and the provision of psychological support and
bereavement support are integral aspects of care.584-586 Education sessions can improve
adjustment, knowledge, death awareness and increase positive self concept (Level III-2).480
Psychological interventions are associated with improved outcomes in a number of domains
of quality of life, including mood, self-esteem, coping, sense of personal control, physical and
functional adjustment (Level I),15,17 (Level II).579,580 Refer to Chapter 4 for a detailed
discussion of appropriate and effective psychological therapies. Bereavement support is
discussed within this section.
Psychosocial interventions can be undertaken by members of the treatment team or by
specialist providers of psychological care. Providing psychosocial support to patients with
advanced cancer requires a multidisciplinary approach, as patients pass through many
different phases of the disease and require varied treatment from a range of specialists.24,25
In addition to medical specialists and nursing staff, the team may variously include liaison
psychiatrists, social workers, clinical psychologists and physiotherapists. It is also important
to consider the contribution of community based health professionals such as general
practitioners, occupational therapists and speech therapists.
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Supporting patients coping with social issues
A study examining the experience of patients with cancer in their final year of life found that
one of the features associated with a ‘good death’ (i.e. from the patients perspective) was the
social life of the dying patient.581 As social life may become increasingly disrupted as the
disease progresses it is important for clinicians to monitor the level of social support/
interaction the patient has, desires and is capable of, and to offer advice and assistance.
Where no support is available, information about available services, such as visiting
programmes by church or community groups, may be beneficial.

Supporting patients with ‘putting their affairs in order’ and coping
with existential and spiritual issues
Other factors reported to be important to the dying patient are the creation of open awareness,
the adjustment to, and personal preparation for, death, and the public preparation, such as
arrangements relating to work and final farewells.581 Given the opportunity, health professionals
should ask their patient about their expectations of dying and death.
As existential and spiritual issues have been shown to be important, or gain importance,
towards the end of life (see Section 2.5), health professionals have a role in providing the
opportunity to discuss spiritual and existential issues and assessing the needs and support
available to the patient and the family. Many patients will have their own spiritual advisor
who should be consulted. Information about resources and available support sources should
be provided to those in need.

Support the family can provide
Families play a major role in a patient’s ability to cope with cancer.A study of patients with
breast cancer found that open communication styles and expression of feelings generally
facilitate adjustment (Level III-1).579 There is no evidence that being upset will worsen the
prognosis, in fact, there is evidence from breast cancer studies that expression of feelings
may improve adjustment (Level II).401 Therefore, in general it is appropriate to encourage
patients to express feelings and concerns, and to maintain open communication with their
family and friends.

Supporting the family and caregivers
Families and carers may benefit from information about support services and groups that can
provide practical assistance, support and counselling.A detailed discussion of appropriate
and effective psychological therapies for families and carers is provided in Chapter 4.
Information about local services for families can be obtained from the Cancer Helpline,
and hospital social workers.
Anger is common in the offspring of patients with cancer and the ability of families to cope
with this is further undermined if there are poorly defined roles and power structures within
the family (see Section 2.5).330 Review articles and data from surveys also suggest that parents
with cancer may fail to recognise the extent of distress, and emotional needs of their
children, as they are preoccupied with coping with treatments and disease burden.67,97,326,330
For these reasons, access to specialised support may be beneficial.
In addition, external services that offer specialised support have a benefit.583 A study of 292
family members of dying nursing home patients, half of whom had cancer, showed that the
perceived quality of care for the emotional needs of carers increased from 64% to 90% after
the introduction of a hospice.582
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Issues that arise for clinicians caring for patients and their families
Treating patients whose disease has progressed, or failed to respond to treatment poses a
stress for health professionals. Responding to patients who are dying and their families, may
engender considerable distress. In this setting it is helpful for health professionals to draw
on the expertise of members of a multidisciplinary team, particularly in dealing with
complex clinical problems (Level IV).40 The capacity to reflect on professional and personal
priorities is important,38 as is the opportunity to discuss difficult issues with colleagues.
Enhancement of skills in communication and management may be further strategies to
reduce stress (Level III-2).35

Support for the bereaved
Historically, grieving has been facilitated through families, church, funeral rituals and other
social customs. However, the reduced emphasis on such formalities and rituals may make it
more difficult for some people to deal with the thoughts and feelings of grief.
Factors that are associated with higher distress levels in the bereaved include a sense of
blame or guilt about the circumstances of the death; if the death has been sudden or highly
traumatic, the bereaved person is at high risk of ongoing distress.587 This risk is compounded
by factors such as social isolation, unemployment, and a past history of depression or other
major illness.Australian research has identified that having the opportunity to express grief is
important in promoting adjustment,584 although more commonly, socially the expression of
grief is inhibited by others rather than facilitated. It appears that men are at increased risk
both physically and emotionally following bereavement, yet men may feel more uncomfortable
with the direct expression of grief.588
It is important to recognise gender and cultural differences in response to grief. For example,
in the aboriginal culture it is considered disrespectful to mention the name of the dead person.
Request for an autopsy
Autopsies may prove of considerable value in addressing unanswered questions that existed
clinically. However, clinicians need to be aware that any request they make for an autopsy
comes at a time of intense grief, distress and uncertainty for families.While some families may
find that the results of an autopsy are helpful in understanding the course of the disease, it is
important that families are given a realistic time frame for final results of an autopsy to
become available.
Even though the distress of relatives is likely to make the request difficult, there is some
evidence that this task is often delegated to junior staff589 who are offered little training.590
Such practices not only undervalue the traumatic impact of this work on junior staff, but are
a failed opportunity for preventing psychological distress among the patient’s family and
among staff.591
Clinicians should recognise that attitudes towards autopsy are shaped by personal and cultural
attitudes toward death and medical science, and also by the context in which the request is
made. Many of the techniques detailed in Table 3.2.1. Telling a patient they have cancer,
a recurrence or metastases, may be adapted to requesting an autopsy.
It is essential that the request for autopsy be followed with clear communication of the
results, as this feedback is crucial for families.The senior clinician should arrange a time –
usually a few weeks after the death – to meet with surviving family members to explore any
concerns that may persist or may have emerged since the patient’s death.
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Table 3.6: Recommended steps involved in providing end of life support
These steps are recommended in conjunction with the general interactional skills in
Table 3.1.
Planning care
• Ask about the person’s understanding of their disease status, including their current needs
and priorities
• Discuss plan of future management and monitoring, including understanding of short and
medium term outcome goals
• Check with the patient and their family members about the amount and type of information
they desire
• Keep the person, their partner, children, and significant others continually informed about
issues of most importance to them, such as the likely course of the disease, symptom
management and service availability, tailoring this to the wishes of the individuals
Physical issues
• Introduce the notion of active treatment of symptoms and the importance of its role in
ongoing care
• Discuss and clarify the current targets of symptom management and actively enquire about
the person’s symptoms, particularly pain and fatigue
• Provide the person and their family with information about specific measures available for
symptom relief
• Provide the person and their family with information about practical support services such as
volunteers, Meals on Wheels, home help, community nurses, palliative care domiciliary services, etc.
Psychological issues
• Actively encourage the person to discuss how they and their family are coping with the
disease and how others’ reaction to the disease is impacting on the person’s well-being
• Where appropriate, make specific arrangements for counselling/support/information to be
available for the person and their family
Social issues
• Actively encourage the person to discuss how their disease is impacting on their relationships
and social life, and whether their family is influencing their level of social interaction
• Where appropriate, provide information about counselling and support, including support groups
• Encourage open communication and expression of feelings and fears in relationships with
family and friends
• Discuss issues related to dying and death and encourage the person to discuss these issues
with family and friends
• Encourage early involvement with palliative care services to access their range of supportive
personnel and therapies
Bereavement issues
• Recognise gender and cultural differences in responses to grief
• Provide the family with an opportunity to talk about the deceased and their responses to
his/her death
• Provide the family with information about counselling/self-help groups that are available if they
wish to utilise them
• When requesting an autopsy, recognise that attitudes are shaped by personal and cultural
differences. Provide the family with a clear communication of the results and arrange a suitable
time for family members to explore any concerns they may have
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Other issues
• Ask about practical care needs, including financial and legal issues
• Enquire about spiritual needs and offer referral for pastoral care, if desired
• Discuss your availability for future advice and support

3.7

E X P L O R I N G A N D R E S P O N D I N G TO S P E C I F I C
CONCERNS

Maintaining quality of life and minimising the psychological and physical impact of both the
cancer and treatment side effects should be a major focus of care.The majority of patients
with cancer will negotiate their diagnosis and treatment and develop a new level of
adjustment. However, a significant proportion of patients will experience a level of emotional
distress that causes them significant personal suffering, which is often associated with
disruptions in family and interpersonal relationships, and impaired capacity to engage in
occupational or recreational activities. Depression may also directly impair clinical care, as
there is evidence that patients who are depressed are less likely to accept adjuvant
chemotherapy (Level IV).592
Although there is evidence about the efficacy of treatments in improving adjustment in
patients who are depressed, there remains considerable stigma about psychological disorders
and lack of awareness in the community about their nature and treatment.593 Patients may
therefore be reluctant to request or accept assistance. One Australian study found that
oncologists show low rates of detection of depression and anxiety in patients with cancer
(Level IV),594 and another Australian survey found that only 25% of depressed patients with
cancer had received any counselling or psychological treatment.595
For these reasons, it is prudent for all health professionals involved in the care of patients
with cancer to be aware of the risks for adverse emotional outcome, and actively assess
adjustment and mood during the course of treatment and follow-up.Although, in many
instances, the emotional and psychological care of the patient may remain in the hands of
their treating professional, it is important that clinicians recognise their own level of training
and skill in this area, and refer patients whose problems are complex or beyond their training
and expertise to specialised services. It is also recommended that people considered to be at
risk for psychological problems are referred to specialised psychological services early in the
course of treatment, as this may minimise the likelihood of their developing significant
disorders (Level I).359
Guidelines are provided here to improve the care of patients with psychological and physical
distress, the detection and appropriate referral of patients with significant psychological
distress or disorder, and, where appropriate, assist in the monitoring of, and referral needs of
physical symptoms that require specialised services.The types of specialised services
available, the benefits of each and the referral process are discussed in Chapter 4.
The recommendations detailed herein are ideally incorporated into routine clinical practice.
However, local circumstances and the availability of resources may limit the opportunity to
implement some of the recommendations. For example, difficulties in obtaining access to
specialist staff such as psychiatrists, clinical psychologists or specialist oncology nurses may
limit the implementation of some recommendations.
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Existential concerns
Uncertainty about the clinical course may compound existential distress.The patient who has
existential concerns may find it difficult to express their fears in detail and present with
agitation, poor sleep or nightmares or somatic symptoms of anxiety (see Section 2.2).
Encouraging the patient to talk about their fears and ‘speak the unspeakable’ provides an
opportunity to give support. For example:
‘How is your situation affecting your sense of self, of worth and your feeling of
dignity as a person?’
In palliative care and in the terminal phases:
‘It is enormously painful for any of us to contemplate our own death.Are there
particular fears or issues concerning you about facing death and what that means?’

Psychological problems
Although psychological problems, including body image distress, depression and anxiety are
common in people with cancer, they are frequently under-recognised and under-treated.596
This may be partly because many people are reluctant to mention their distress to their
doctor, because they feel that depression or anxiety is a sign of personal weakness. Some
clinicians are also reluctant to ask about psychological problems because of their belief that
depression and anxiety are a ‘normal’ response to cancer.
It is imperative that members of the treatment team monitor the emotional and psychological
impact of the cancer on patients.This process begins with asking broad, open-ended questions.
This is important not only to elicit information, but to indicate to patients that attention to
psychosocial issues is an integral aspect of clinical care.The prevailing social views about
mental illness and emotional problems mean that it is likely that patients will find it more
acceptable to complain of physical symptoms rather than emotional concerns. Furthermore,
patients are likely to follow the cues given by their clinician and respond with physical
concerns if they are questioned about physically orientated symptoms.597 The following
questions are given as examples; prompts that may help clinicians frame questions which
facilitate expression of emotional concerns
‘How are things going overall?’
‘How have you been feeling since your diagnosis?’
‘How do you think the cancer has affected you emotionally?
Depending upon the initial information given by the patient, the nature, severity and impact
of their concerns can be further explored.
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Key points
It is prudent for treatment team members to actively assess adjustment and mood
during the course of treatment and follow-up.
Referral of people at risk for psychological problems, to specialised psychological
services early in the course of treatment may minimise the likelihood of their
developing significant disorders (Level I).359
Treatment team members can provide opportunity for discussion of concerns and
the expression of thoughts and feelings and conduct/direct a range of
techniques/strategies that are helpful for specific concerns (see below).
Referral to specialised services is recommended for people experiencing severe
concerns or disorders.

Body image concerns
Clinicians need to be alert to patients’ body image concerns throughout treatment. It is possible
to explore whether the patient has significant concerns about the impact of treatments on
their body or sense of self by asking questions like:
‘We don’t often talk about it, but cancer certainly changes how we feel about
ourselves. Many people tell me that they do have concerns about how they will
look, and how they will feel about themselves after treatment. Is this something
that you feel you could discuss with me?’
This may then be followed with questions such as:
‘Have you discussed any concerns with your partner?’
‘Are there specific things that cause you particular concern?’
After treatment it is worthwhile to explore sensitively whether the patient is concerned
about changes to their body and to assess the nature, severity and impact of these concerns
on their functioning, including the impact on relationships. It can be helpful to ask about the
degree of distress this is causing, and the extent to which the patient avoids situations such
as catching sight of themselves, allowing their partner to see them naked or undressing, or
undressing in public changing rooms or using public toilets.
Support and education may help with adjustment. For instance, women with breast cancer
report that sharing intimate thoughts and feelings promotes sexual adjustment.598 In addition,
exercise may be helpful. Emerging evidence indicates that women with breast cancer who
exercise regularly have higher body image than those who do not (Level III-3).599,600
In more severe cases, the patient may benefit from psychological interventions such as cognitive
behavioural, supportive or crisis therapy (see Tables 4.1B and 4.1C).These can be provided
by practitioners trained in these specialised techniques. Effective treatment of depressive or
anxiety disorders will often have a positive impact on self-esteem and body image.
The clinician needs to be aware that a patient might also avoid sight of their altered appearance
or be disturbed by images of it because of fear of recurrence and fear of cancer. In either
case it is important that they are offered a referral to a trained specialist who is able to assess
these difficulties thoroughly and provide treatment as needed.
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Sexual difficulties
Given the relatively high incidence of sexual difficulties in patients with cancer (Refer to
Chapter 2), questions about sexual adjustment should be part of routine clinical care and
follow-up. Skilful communication can make it easier for people to disclose sexual concerns.
However many people will feel reluctant to broach the subject of sexual difficulties but may
be more willing to discuss issues of sexuality with certain members of the treatment team if
they feel comfortable with them. Comments such as the following may help put people at
ease whilst initiating assessment of sexual adjustment:
‘Cancer affects so many parts of people’s lives, yet we often don’t talk about things
that are very important to us.When I ask them, many people admit that the cancer
has affected their relationships and sex life – yet they usually don’t talk about it
unless I ask them. It would be important for me to hear if there are any concerns
that you have about issues like this, as there are quite a few ways of helping.’
This may need to be followed by more specific questions.The clinician should consider
referring people who are experiencing sexual difficulties to specialised services such as
women’s health nurses, family planning, personal and/or couple counselling and endocrine
assessment if a hormonal basis for the problem appears likely (see Tables 4.1A, 4.1B and
4.1C). Some patients may benefit from attending peers support programs, however there is
limited data to support advising this as a strategy. In addition, patients would benefit from
information about resources on the topic of cancer and sexuality which may be available
from organisations such as the NBCC (for patients with breast cancer) or State and Territory
cancer organisations.

Interpersonal problems
People may feel reluctant to discuss their interpersonal problems because they feel
embarrassed that they are not coping, or because they feel that nothing can be done.There is
however evidence to indicate that appropriate psychological interventions are effective in
the management of interpersonal problems (see Tables 4.1B and 4.1C).
Discussing interpersonal problems is easier for the patient if the clinician makes a prefacing
comment, such as:
‘The diagnosis and treatment of cancer affects everyone in the family’
This can then be followed by,
‘I was wondering how things have been going for your family…How do you feel
your partner and family are handling things?’
‘Have they been able to offer you the emotional and practical support you need?’
People experiencing interpersonal problems may benefit from referral to couple or family
counselling. In addition, it is worthwhile to offer family members the opportunity to discuss
concerns and, if deemed appropriate, offer referral to an appropriate counsellor.

Concerns for new relationships (post diagnosis)
There is little research to guide health professionals in how to assist patients who are faced
with concerns about negotiating new relationships.Available evidence highlighting the benefits
of expression of emotional concerns following the diagnosis and treatment of cancer

88

Clinical practice guidelines for the psychosocial care of adults with cancer

(Level I)15 suggests that asking about concerns is appropriate, with consideration of referral
for specialist counselling if there is severe or ongoing distress.

Severe emotional, stress and adjustment difficulties
Emotional, stress and adjustment problems compromise psychological health, functioning
and quality of life.There are a range of interventions that may be of benefit. For instance,
studies have shown that psycho-educational interventions and anxiety reduction strategies
such as relaxation training and visual imagery (Level I)15 are often useful for patients with
cancer experiencing distress, and the use of coping strategies reduces the level of emotional
stress (Level III-3).601 A review of the role of exercise in women with breast cancer has
suggested that exercise as an adjunctive treatment may also have a favourable impact on
psychological distress (Level III-3).600
Patients suffering from severe difficulties may benefit from specialised psychological
interventions such as cognitive behavioural therapy or supportive psychotherapy, (see Tables
4.1B and 4.1C) conducted by practitioners trained and skilled in these techniques. Referral of
these patients may prevent the development of more enduring or disabling emotional
disorders, such as depression.

Anxiety
When talking to people with cancer about their concerns and psychological well-being, it is
helpful to ask specifically about anxiety. For example:
‘Not surprisingly, many people with cancer experience some level of anxiety. Often
it settles over time, but sometimes it can make things very hard for people. Do you
feel that anxiety has been an issue for you?’
For the person who raises concerns, further questions will clarify the extent of anxiety
symptoms and their impact:
‘Are there any particular things that make you feel anxious?’
‘Are there any specific times when you feel more anxious?’
‘How often do you feel this way?’
‘Are there any times when the anxiety is almost overwhelming?’
‘How would you say these feelings affect your life? Do these feeling affect your
relationship?’
‘Is there anything you’re avoiding because of this anxiety?’
Cognitive behavioural techniques such as relaxation therapy, guided imagery, systematic
desensitisation, problem solving, education and other supportive interventions have been
demonstrated to be effective in reducing anxiety (see Tables 4.1B and 4.1C). In some cases
however, anxiolytic medication is also required. (See Section 4.2 for a full discussion of the
use of medication for the treatment of anxiety and depression).
When anxiety problems become severe, specialist treatment is required.Assessment by a
clinical psychologist or psychiatrist is recommended for people reporting intrusive or
difficult-to-manage anxiety. Prompt consultation is recommended when an acute anxiety state
or panic threatens to impede or complicate treatment.164 The treatment team also needs to be
alert to signs of chronic anxiety disorders developing, and recommend consultation before
enduring and disabling conditions develop.
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Depression
Due to its relatively high prevalence, all members of the treatment team need to be alert for
signs of clinical depression in people with cancer. Clinicians can indicate they are interested
in the patient’s adjustment and coping, by making statements such as:
‘Apart from the physical effects of cancer, we’re aware of the emotional toll it
can take on you and your family.We know that coping with cancer isn’t just
about physical issues, and we now recognise that the emotional impact is also
very important.’
This can then be followed with open-ended questions, such as:
‘Could you tell me about what the cancer has meant emotionally?’
‘How would you say you are feeling?’
‘Would you say that you had ever felt really sad or depressed?’
This can be followed with clarifying questions about the depth of any mood disturbance
which, in severe cases, the patient will often describe in terms such as ‘hopeless’ or
‘helpless’. It is also important to inquire about whether these feelings are transient (‘a bad
day’) or more frequent and lasting.
In assessing depression, clinicians also need to recognise the contribution of disease burden
and pain to depression, as one study of patients with newly diagnosed pancreatic cancer
found one-third to have inadequate pain relief.602
Cognitive behavioural techniques such as relaxation therapy, guided imagery, psycho-education,
problem solving, and other supportive interventions have been demonstrated to be beneficial
in reducing depressive symptoms (see Tables 4.1B and 4.1C).When concerned that a patient
may be becoming clinically depressed the clinician can explain that depression is common
and there are many effective treatments.Assessment, preferably conducted by a psychiatrist
or clinical psychologist, is recommended.
Table 3.7A: Effective strategies/techniques that can be utilised by treatment team
members to improve the psychological well-being of patients
Body image concerns

Support, education and exercise598 (Level III-3)599,600

Stress and adjustment
difficulties

Psycho-education, relaxation training visual imagery (Level I),15
the use of coping strategies(Level III-3),601 and exercise
(Level III-3)600

Anxiety

Relaxation therapy, guided imagery, systematic desensitisation,
problem solving, education and other supportive
interventions (Level I)15,16

Depressive symptoms

Relaxation therapy, guided imagery, psycho-education,
problem solving, and other supportive interventions
(Level I)15,16,603-605

Note: Specialised interventions that can be conducted by appropriately qualified health
professionals are outlined in Chapter 4.
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Asking about suicidal thoughts
There is no evidence that asking about suicidal thoughts will prompt suicidal behaviour in
someone who had not previously considered the possibility of suicide.606 Sensitive
exploration of suicidal thoughts, plans and access to means is crucial.
Introductory questions might be along the lines of:
‘Sometimes people feel so overwhelmed by things that they feel everything is “just
too much”.Would you say you have ever felt like that?’
‘Have you ever felt that you can’t keep going? Do you feel that things will get better?’
This can be followed by clarifying questions such as:
‘Have you thought that you could end it all?’
‘Have you wished you were dead? If yes, what have you thought about doing?’
Urgent psychiatric consultation should be considered for any patient who appears
at risk of suicide.

Traumatic symptoms
In view of the emerging evidence about the frequency of ongoing traumatic symptomatology,
it is worthwhile to ask patients directly about this.As with many other emotionally distressing
symptoms, patients may be reluctant to mention them unless they are specifically asked:
‘Can you tell me about the way the diagnosis of cancer has affected you?’
‘How much do you feel that thoughts about the cancer intrude on your life?’
‘Have you found that you are feeling jumpy and easily upset?’
If the person responds in the affirmative, it is worth checking in more detail the extent and
type of intrusive thoughts, and offering referral for specialist assessment.

Supporting people who have survived cancer
Emotional responses, needs and expectations change depending on the stage of disease and
treatment, and the characteristics and social circumstances of the individual.There is clear
evidence of the value of providing support for patients with cancer, and their families, at the
time of diagnosis, and during treatment for cancer. However, there has been less research
regarding the nature of assistance that is likely to be of benefit to those who have survived
cancer and insufficient evidence to make clear recommendations about specific strategies to
assist patients who have survived cancer.
Given the potential for individual differences, and the emerging evidence about the nature
and potential extent of physical and emotional issues for patients, it is prudent for health
professionals to continue to assess emotional adjustment and explore specific concerns even
in longer-term follow up of patients who have been treated for cancer. It is also important to
be aware of the potential need for specialised treatment if patient concerns are persistent or
severe, or associated with disruptions in relationships and functioning.
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Table 3.7B: Example clinician questions to screen for psychological difficulties
General questions to assess emotional well-being
•

‘In addition to looking at the medical/surgical issues, I am interested in hearing how things are
going more generally for you’

•

‘How have you been feeling emotionally?’

•

‘Could you tell me how your mood is?’

•

‘How would you say the diagnosis and treatment has affected you?’

Specific clinical issues
•

‘Diagnosis and treatment for cancer is often stressful for the couple and members of the
family. Can you tell me how things are at home? How are your partner and family handling it?’

•

‘Depression is pretty common during treatment, but once we pick it up, we can offer effective
treatment.Would you say that depression has been an issue for you?’

•

‘Anxiety is pretty common when people are diagnosed with cancer, and coping with
treatment can make it hard as well.Would you say that anxiety has been an issue for you?’

•

‘Many people who have been treated for cancer feel that their whole outlook on life has
changed. Changes in your body and how it functions mean having to make a lot of adjustments
too. Are you able to tell me about how you feel about these things? Are there any particular
issues that concern you? Do things like this affect the way you think about treatment?’

•

‘Sometimes it can seem difficult to discuss, but self-image and intimate relationships are often
affected by cancer, and this has a big impact on how people feel overall. Can you tell me if
there are things like that that are worrying you?’

Physical symptoms and or difficulties
As previously discussed, a person with cancer may experience a number of illness and
treatment-related physical symptoms (refer to Chapter 2).Treatment team members need to
be alert to these difficulties and assess their impact on the psychological and physical
well-being of the patient.
Inquiring about the presence of and adjustment to physical symptoms is part of routine
clinical care and follow up. Support, and where necessary, appropriate referral to specialised
services should be provided for physical symptoms.
In addition it is important to assess the degree of psychological distress resulting from
physical symptoms.The following comments may be helpful:
‘Having pain or other symptoms certainly makes a big difference to the way we
feel emotionally as well. It is important for me to have a sense of how troublesome
these symptoms are for you, and how much they are affecting your life.’
Any patient experiencing severe psychological distress may benefit from referral to
psychological specialists for interventions, such as cognitive behavioural, supportive or
crisis interventions, that may assist in reducing the distress and impairment associated
with physical symptoms, and in some cases to reduce the severity of the symptom itself
(see Tables 4.1B and 4.1C).

92

Clinical practice guidelines for the psychosocial care of adults with cancer

Chemotherapy induced nausea and vomiting
Patients suffering from persistent nausea and vomiting may benefit from psychological
interventions, including cognitive behavioural techniques such as progressive muscle
relaxation, guided imagery and systematic desensitisation, supportive interventions and
education (Level I),15 (Level II).525,607-610 Therapies such as relaxation and meditation
(Level I),15 (Level III-2),455 and exercise (Level II),611 (Level III-3)600,612 have also been found
to be effective in reducing a patient’s level of nausea and vomiting613 (Level I).15

Pain
The potential causes of pain are complex and multifactorial. History taking, examination and
appropriate investigation and treatment of pain are key aspects of clinical care and can
effectively relieve pain in over 95% of cases.536 Pain also has an emotional dimension and for
patients with serious illness, the interpretation of the meaning of pain may influence the way
the individual deals with it, as may social, family, personality and cultural factors (Level III-2).212,213
A number of psychological approaches have been shown to be effective in the management
of acute and chronic pain in patients with cancer.These include progressive muscle relaxation,
guided imagery, distraction, controlled breathing and other techniques.212,614,615 (Level II)616
Therapies such as meditation and prayer493 (Level I),15 (Level III-3),617 are also effective in
reducing distress and in some instances reduction in pain. In addition antidepressant
medication may be a useful adjunct when treatment with opioid analgesia is required.
Please refer to the discussion of psychological therapies and pharmacotherapy for the
treatment of anxiety and depression in Chapter 4.

Fatigue
Many patients fail to discuss fatigue with the treating team because of the belief that nothing
can be done to help.192 For those who do mention fatigue, bed rest or relaxation is commonly
recommended. However, there is emerging evidence that exercise is valuable in promoting
physical functioning in patients who have been treated with chemotherapy (Level II)611 and
differences in physical performance have also been demonstrated following an exercise
programme undertaken by those who have undergone high dose chemotherapy and
autologous peripheral stem cell transplantation (Level III-3).600 Comprehensive assessment is
required191 and it may be appropriate to consider referral to a therapist who can assist the
patient develop strategies in coping, such as an occupational therapist.

Fertility/Pregnancy
Awareness of fertility issues by clinicians and providing an opportunity for sensitive discussion,
may allow patients to consider the potential impact of treatment on their fertility (see
Section 2.3).When sexual dysfunction (impotence, libido, retrograde ejaculation) is likely as a
result of treatment, it is important to discuss this with the patient.The options of sperm
banking or preservation of ovarian tissue, oocytes or embryos should be discussed. Patients
wishing to explore these options may benefit from referral to a fertility clinic prior to treatment.
For pregnant women in whom a diagnosis of cancer has been made, it is important that a
multidisciplinary approach to treatment be instituted to ensure optimal care of both
mother and foetus. Referral to an endocrinologist for hormone assessment and therapy is
recommended for all women at the completion of treatment.Women who desire specific
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medical contraceptive methods or pregnancy termination can be treated by a gynaecologist.
Despite the lack of good scientific evidence, many women still fear that pregnancy could
cause a recurrence (see Section 2.3). For this reason the opportunity to discuss concerns and
receive appropriate information is important.
Patients and their partners may also benefit from couples and/or personal counselling
particularly if distressed or anxious about fertility loss, contraception, pregnancy effects on
prognosis or recurrence, termination of pregnancy or treatment effects on pregnancy.

Lymphoedema
Inquiring about the presence of limb or other swelling, or other symptoms is important, with
clinical assessment and referral as necessary. Recent studies have shown that complex
decongestive physiotherapy, administered by a therapist trained and experienced in the
procedure is an effective treatment for lymphoedema reduction. Initial reductions in volume
are maintained in the majority of patients and these patients typically report a significant
recovery from previous functional impairment and from the psychosocial limitations they
experience (Level III-3).153,618
Although intuitively early intervention seems ideal, there is no scientific evidence to support
this. However, because patients are concerned, early discussion about the prompt treatment
of lymphoedema and the availability of treatment may be beneficial. Contact details for
lymphoedema associations and support groups are listed in Appendix E.

Disfigurement
Potential disfigurement needs to be considered in discussion with the patient prior to
treatment. It is essential that patients are well informed about the nature of surgery or other
treatments anticipated, including details such as the length and nature of the wound and
subsequent scarring.This is so, particularly if an unsatisfactory cosmetic outcome is likely,111
however it needs to be recognised that there is considerable variation in what a patient may
consider a satisfactory cosmetic outcome. In addition, information about the appropriate
time, advantages and disadvantages of the various types of reconstructive surgery should be
provided to all patients who are undergoing procedures likely to cause disfigurement,
regardless of age, family situation or location,619 or site of surgery. Patients expressing a desire
for reconstructive surgery can be treated by clinicians experienced in these techniques such
as breast, gynaecological plastic or dermatological surgeons for advice and treatment.
If patients demonstrate obvious distress and anxiety relating to the nature of the outcome
following surgical procedure, sensitive discussion and opportunity for counselling can be
offered if deemed appropriate.

Odour
It is clear that psychological adjustment is intimately related to physical symptoms and
disease burden. Some symptoms in particular may pose a substantial emotional burden by
their very nature and their propensity to compromise social interactions and relationships
(see Section 2.3). For these reasons, expert management to reduce or eliminate such
symptoms, is likely to result in improved emotional adjustment for the patient, and reduce
the burden and distress to caregivers.
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There is a range of strategies useful in reducing or eliminating symptoms, depending on
the source of the odour, with the key resource person being the stoma therapist or the
specialist nurse.
Stomas: Well fitting appliances and odour suppressing tablets, eg aspirin in the bag, are
helpful (Level IV).199 Oral charcoal has also been suggested.
Enterocutaneous fistulae: Active assistance from a stomal therapist in devising
containment of any discharge is vital and surgical opinion should be sought regarding
the possibility of surgical intervention, even in those with advanced disease. For
example, percutaneous pyelostomy may be considered as urinary diversion in the
terminally ill where a formal major urinary diversion is contra-indicated, bearing in
mind technical aspects of nursing care.
Incontinence: In the case of faecal incontinence active bowel management to keep the
bowel clear is indicated, unless the patient is clearly in the terminal phase of the illness.
Catheterisation may solve the problem of urinary incontinence.
Vaginal odour: resulting from infection of necrotic tumours can be managed with
metronidazole delivered either orally or topically (Level IV).620 Even in advanced
terminal disease, palliative radiation using one or several large fractions may decrease
these problems especially if this is in association with bleeding (Level IV).199,200
Malignant wounds: Odour associated with malignant wounds results from infection
associated with necrotic tumours.As with vaginal odour, oral or topical metronidazole
and radiation therapy can significantly reduce the odour (Level IV).620
Fungal infection in skin folds, groin or genital regions: Careful hygiene and antifungal
creams help the immediate infection. On a longer term basis maintenance of the skin’s
acid mantle may decrease these problems. Diluted vinegar (1:3) with water as a rinse
may help.
Halitosis
• Pilocarpine has been used to increase saliva production and relieve symptoms
following radiation for head and neck cancer (Level II),621 (Level III-3)622
• Reduction of oral flora by good oral hygiene brushing teeth and cleaning of the
buccal mucosa is the first step in the management of halitosis.Antibiotics and
Metronidazole may be helpful if there is a necrotic tumour in the oropharynx
or lungs.623

Communication difficulties
Support from speech therapists/pathologists is recommended for patients with communication
difficulties as this has been found to be strong predictor of communication adaptation.624 For
patients who have had a total laryngectomy, rapid, effective restoration of voice and speech is
one of the primary focuses of rehabilitation and is pivotal to the prevention of potential
psychosocial and economic consequences (Level IV).267 Method and success of voice
restoration will vary between patients. Sixty percent of patients who have had a laryngectomy
report being satisfied with speech rehabilitation programmes266 and more than half achieve
successful communication by oesophageal speech. Success in this is usually associated with
minimal problems in other areas.208
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Nutrition
Patients suffering from nutritional deficiencies may benefit from consultations with a
nutritionist. For some, for instance patients with head and neck cancer, this may be most
beneficial before the start of treatment as thorough nutrition assessment and management
before treatment can have significant impact on the course of treatment and the patient’s
quality of life (Level IV),625 particularly in view of the fact that alcohol abuse is a risk factor
for these cancers, and is often associated with poor nutrition and general health.
Numerous strategies including education, dietary supplements and appetite stimulants
(Level II),273 or enteral tube feedings (Level II),274 (Level III-3),275 are useful in improving
the nutritional status and quality of life of the patient. However, as noted previously in
Chapter 2, some patients experience distress with enteral tube feeding.
A multidisciplinary approach including pre-therapy dental evaluation, oral care, antibiotic
therapy and analgesic therapy can decrease oral discomfort and ameliorate or prevent oral
complications that impact on nutritional status.626,627 Teaching patients and significant
others how to perform oral assessments correctly so that they can report oral changes is
also helpful.627

Respiratory symptoms
Patients with respiratory symptoms may benefit from exercises in breathing control, activity
pacing and relaxation techniques (Level II)628 conducted by therapists experienced in these
techniques such as physiotherapists or occupational therapists. For patients with pleural
effusions, pleural drainage will relieve the symptoms but there is a high recurrence rate.
Systemic therapy, change in systemic therapy or other medical or surgical procedures may
be required.A full discussion of the treatment of pleural effusions can be found in the clinical
practice guidelines for the management of advanced breast cancer.372

Other
Consultation with physiotherapists or occupational therapists may be beneficial for patients
with incontinence, bowel or swallowing difficulties. Dental assessment at the time of
diagnosis, and regular dental review, is recommended for patients with head and neck cancer
as this has been shown to decrease the risk of dental complications (Level IV).190 Patients
experiencing erectile dysfunction require medical management by a specialist with an
interest in the area.
For all people who have been treated for cancer, care needs to be taken to ensure that
returning to work after a period of absence is well planned, taking into account the person’s
overall physical health and psychological well-being. It may be necessary to consider a
gradual re-entry to the workforce, and open discussion with patients about their expectations
and concerns is valuable in this regard.

General health condition
Open discussion about diet, nutrition, supplements, natural therapies (refer to discussion in
Section 3.2.3) etc would be beneficial as many patients may choose to explore these options
in efforts to improve their general well-being. Offering referral to a nutritionist and or advice
on how to access safe and appropriate information is also worthwhile. In addition exercise
may be beneficial, especially in cases where weight loss is a problem.A review of the role of
exercise in women with breast cancer has suggested that exercise as an adjunctive treatment
may have a favourable impact on weight gain.600
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Table 3.7C: Effective psychological and complementary strategies and techniques
that can be utilised by treatment team members to reduce the impact
of physical symptoms
General

Opportunity for sensitive discussion and the expression of
thoughts and feelings

Chemotherapy induced
nausea/vomiting

Progressive muscle relaxation, guided imagery, systematic
desensitisation, support and education, meditation, relaxation,
exercise (Level I),15 (Level II),525,607-611 (Level III-2),455
(Level III-3)600,612

Pain

Progressive muscle relaxation, guided imagery, distraction,
controlled breathing, meditation, prayer212,493,614,615 (Level I),15,212
(Level II),616 (Level III-3)617

Fatigue

Exercise, relaxation (Level II),611 (Level III-3)600

Respiratory symptoms

Exercises in breathing control, activity pacing and relaxation
techniques (Level II)628

Nutrition

Education and nutrition therapies are useful in improving
nutritional status and quality of life (Level II)273,274

Screening for Major Psychological Disorder
The prompt recognition and effective treatment of disorders such as anxiety and
depression are critical aspects of care in oncology.374
Due to the serious consequences of failure to recognise conditions such as depression, it is
important to have a comprehensive approach to diagnosis375 part of which includes attention
to risk factors and active monitoring of symptoms. Risk factors for adverse psychological
outcomes are outlined in Table 3.7D.There may be some variation with the type of cancer.
For example, young age at onset of disease and having children under 21 years of age are risk
factors for women with breast cancer.629-631 In addition to attention to risk factors it is also
important to be aware of symptoms such as irritability, social withdrawal, and increased
difficulty coping with physical symptoms.
The nature and severity of psychological distress can vary over time; hence it is worthwhile
to elicit emotional concerns regularly during treatment, particularly at times of known risk
such as the diagnosis of recurrence. It is also important to be aware of symptoms such as
irritability, social withdrawal, and increased difficulty coping with physical symptoms. Based
on more general research about clinical depression, early diagnosis can lead to more effective
treatment.Tables 3.7B and 3.7E outline recommended procedures for the routine screening
of patients for psychological problems.
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Table 3.7D: Factors associated with an increased risk of psychosocial problems
Factors

Research Studies

Characteristics of the individual:
•

younger

Level III-I629,630

•

single, separated, divorced or widowed

Level III-211,632

•

living alone

Level III-361,99,392,631,633-637

•

children younger than 21 years

•

economic adversity

•

lack of social support, perceived poor social support

•

poor marital or family functioning

•

history of psychiatric problems

•

cumulative stressful life events

•

history of alcohol or other substance abuse

•

gender

Characteristics/stages of disease and treatment:
•

at the time of diagnosis and recurrence

Level III-213,238,638-640

•

during advanced stage of the disease

Level III-33,193,595,634,641-643

•

poorer prognosis

Level IV644

•

more treatment side-effects

•

greater functional impairment and disease burden

•

experiencing lymphoedema

•

experiencing chronic pain

•

fatigue

Note: references are from a variety of cancers as follows: Generic3,11,164,595,636,639,640;
Breast13,61,193,238,392,629-633,637,638,641; Head and neck634,635; Hodgkin’s Disease644; and Lung99,343,642,643
For more detailed information about breast cancer references, see report by Turner et al,26
available from the NBCC.

The use of self-report questionnaires for screening and
monitoring of anxiety and depression
Medical practitioners in both medical oncology and general practice settings have been
found to have difficulties identifying patients with depression (Level III-2),645
(Level IV).594,596,646,647 Clinical audit and prospective studies indicate that clinicians are frequently
unaware of psychological concerns, for example sexual problems and disorders such as
depression, experienced by their patients (Level III-2).645 In one study, oncology staff correctly
identified 79% of anxiety problems but misdiagnosed 40% of patients as anxious who were
not, and only identified 40% of patients with a depressive illness (Level IV).647
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The use of questionnaires in oncology settings has been suggested as a way of improving the
identification of patients most likely to be clinically anxious or depressed.There are a
number of self-report questionnaires that have been used in research and clinical settings to
monitor change in anxiety and depression symptoms, and to detect people likely to meet
criteria for an anxiety or mood disorder.These include the General Health Questionnaire
(GHQ28 or GHQ12),648 the Rotterdam Symptom Check List (RSCL)649 and the Hospital Anxiety
and Depression Scale (HADS).650
However, attempts to establish the validity of the use of self-report psychological
questionnaires as psychiatric screening instruments in oncology have so far had mixed
results (Level III-2).651 One multi-centred trial, however, found that the best results in
detecting people with major psychological problems were obtained by matching the type of
questionnaire with the person’s current disease and treatment status (Level III-2).652 Further
work needs to be done before specific recommendations can be made.Any use of
questionnaires for this purpose should be done in consultation with a psychologist who is
trained in questionnaire use and analysis.
Key point
Medical practitioners have been found to have difficulties identifying, or are unaware
of, psychological concerns of their patients, or of disorders such as depression
(Level III-2),645 (Level IV).596,646,647
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Table 3.7E: Recommended steps for screening people with cancer for significant
psychological problems
These steps are recommended in conjunction with the general interactional skills in
Table 3.1.
Identify and document high risk factors (Table 3.7D)
•

High risk characteristics of the patient

•

High risk disease characteristics

Ask a patient about their general psychological and emotional well-being
Ask about specific clinical issues including
•

Anxiety

•

Depression

•

Interpersonal functioning

•

Coping with physical symptoms

•

Body image and sexuality

Referral for counselling (See also Table 4.1A)
If you or the patient is concerned about their emotional well-being you should consider a referral
for counselling.
•

Inform the patient about the benefits of both individual and group counselling and ask them if
they have any questions

•

Provide the patient with information about available individual or group counselling

•

Ask the patient if they would like a referral and assistance arranging the appointment
(see also Figure 2)

•

Consider endocrine assessment if a treatment-induced hormonal dysfunction is likely

Refer to Figure 2 for a summary of the process to be followed to ensure the psychological
needs of patients are met, including screening for and referral of patients with significant
psychological problems.
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CHAPTER 4

4.1

REFERRAL FOR SPECIALISED
CARE

TYPES AND BENEFITS OF SPECIALISED CARE

People with cancer who are experiencing significant psychological distress or who have
significant physical impairment or severe physical symptoms that impact on their quality of
life require specialised interventions.These include psychological and/or other supportive
interventions for specific physical difficulties, eg as physiotherapy, speech pathology, etc.
Table 4.1A outlines the appropriate service provider and specialised interventions with
demonstrated effectiveness for specific problems. Collaboration between the treatment team,
including general practitioner, and mental health specialists, is crucial to decreasing the
psychological burden experienced by people with cancer with significant psychological
distress. Recommendations about how to make a referral are discussed in detail in Section
4.3.When a patient is referred to specialised care, it is important to follow up at a later date,
whether the referral was taken up by the patient, and also whether the referral was appropriate.
It should be noted that local circumstances and the availability of resources may limit the
opportunity to implement some of the recommendations. For example, difficulties in
obtaining access to specialist staff such as psychiatrists, clinical psychologists or specialist
oncology nurses may limit the implementation of some recommendations. Depending on
regional and site specific constraints, and the training of staff, some interventions may be
appropriately provided by a general practitioner or specialist registered nurse.

Psychological therapies
Psychological interventions include cognitive behavioural therapy, psychotherapy, group
therapy, family and/or couple therapy, telephone counselling, and complementary therapies.
Features of therapy common to all psychological interventions include empathetic manner,
listening, affirmation, reassurance and support.
The most appropriate psychological therapy will depend on the patient, on the issues at
hand and the training and skills of the therapist.Therapies may be delivered individually, or
via a group or family model and may be face-to-face or remote.While some people will be
more comfortable with the privacy of individual counselling, others will benefit from group
counselling where they can gain from sharing the commonality of their experience.
Benefits of psychological therapies
There is clear evidence that psychosocial interventions are effective in reducing distress, and
promoting adjustment of patients with cancer, much of the data being Level I or II evidence.28
In some cases it may also reduce the severity of physical symptoms suffered by the cancer
patient (Level I).15 Table 4.1B outlines the types and benefits of therapies available and Table
4.1C provides a brief summary of the effectiveness of therapies/intervention techniques for
specific problems.
In a meta-analysis of 45 randomised controlled trials in adults with cancer, those receiving
psychological therapies showed statistically significant mean improvements of 12% in emotional
adjustment, 10% in social functioning, 14% in treatment- and disease-related symptoms, and 14%
in overall improvement in quality of life, compared to those not receiving psychological therapy
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(Level I).17 In most trials, the therapy was provided by a specially trained counsellor, nurse,
social worker or psychologist. However, greater effects have been demonstrated when
psychological therapies were conducted by more highly trained therapists and continued for
longer periods of time (Level I).16
Although many interventions have been directed towards patients themselves, a recent
review highlights that interventions that provide support for partners of patients with cancer
are likely to be effective in reducing distress.653 Furthermore, there may be indirect benefits
for patients whose partners have participated in such a program. In a study evaluating a
six-week weekly psycho-educational group program for partners of 36 patients with cancer,
three-month follow-up evaluation showed reduced mood disturbance in patients (who did
not attend the program themselves) as well as partners (Level II).654
Most of the studies of psychosocial interventions have evaluated face-to-face individual or
group support. Information about novel service delivery methods is now emerging.A small
study evaluated a telephone counselling service in 14 women receiving high-dose
chemotherapy, and 10 male partners. On average the women received 16 sessions, the male
partners 11 sessions.Although participants appeared satisfied, rating the service as good to
excellent, as yet there is no data about other outcomes such as mood and anxiety (Level III-3).655
Trials comparing the relative effectiveness of different types of psychological interventions
haveindicated that most therapies have a similar effect (Level I).15-17 It is evident for example
that professionally-led group therapies are as effective as individual-based therapy (Level I).16
It may be that the features of therapy common to all psychological interventions such as
empathetic manner, listening, affirmation, reassurance and support generate the observed outcome.

Specialised services for specific physical difficulties
Specialist services or therapies, accessed as needed, can markedly improve cancer patients’
physical well-being and functioning, and are therefore likely to improve emotional well-being.
Specialist services include speech therapy/pathology, physiotherapy, occupational therapy,
nutritional services, dentistry, etc (see Table 4.1A for a complete list of therapies or services).
Patients may need to see more than one service provider.
Benefits of specialised services for specific physical problems
It is beyond the scope of these guidelines to include comprehensive details of the impact of
each specific specialised service on the physical well-being of the patient with cancer.
Research in each of the relevant domains does however indicate that these services assist in
reducing pain, and or restoring or improving physical functioning or appearances.
The following table outlines the appropriate service provider and specialised interventions
with demonstrated effectiveness for specific problems experienced by people with cancer. It
should be noted that although there are no studies demonstrating the effectiveness of
pastoral care, clinical experience and patient expectations indicate that it is worthwhile to
consider the particular existential and spiritual needs of the individual and offer referral for
pastoral care and support as desired by the patient.
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Table 4.1A: A guide to appropriate referral and specialised interventions for
specific problems
Problem

Discipline to refer to

Specialised interventions with
demonstrated effectiveness

Anxiety

Clinical psychologist/
Psychiatrist

Education; cognitive behavioural therapy
including relaxation therapy or graded
exposure; supportive psychotherapy
(including existential therapy); crisis
intervention; drug therapy (see Section 4.2);
alone or in combination

Depression

Clinical psychologist/
Psychiatrist

Education; cognitive behavioural therapy
including problem-solving, and challenging
negative cognitions; supportive
psychotherapy (including existential therapy);
often combined with antidepressant
medication. In severe cases, ECT may be
considered, or psycho-stimulants in those
with advanced disease.
Thorough assessment, identification and
treatment of any specific stressors including
pain, other physical symptoms, delirium.
Treatment of identified depression, anxiety
(see above and Section 4.2)

Social worker*

Suicidal ideation

Psychiatrist

PTSD

Clinical psychologist/
Psychiatrist

Cognitive behavioural therapy; supportive
psychotherapy (including existential therapy),
often in combination with antidepressants
such as SSRIs (see Section 4.2)

Body image
concerns

Clinical psychologist/
Psychiatrist

Cognitive behavioural therapy; supportive
psychotherapy; crisis interventions;
complementary therapies, eg exercise.
Treatment of depression or anxiety which
can compound the body image distress

Social worker*
Sexuality concerns

Clinical psychologist/
Psychiatrist

Personal and or couples counselling

Social worker*

Interpersonal
problems

Endocrinologist

Endocrine assessment and or therapy if
hormonal basis for the problem appears likely

Clinical psychologist/
Psychiatrist

Couples counselling; family counselling

Social Worker*
Severe emotional
problems

Clinical psychologist/
Psychiatrist

Cognitive behavioural therapy; supportive
psychotherapy
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Physical
symptoms

Clinical psychologist/
Psychiatrist
Other specialists

Fertility concerns

Education; cognitive behavioural therapy
including relaxation therapy, guided imagery;
supportive psychotherapy; complementary
therapies such as exercise; speech therapy,
physiotherapy, occupational therapy,
nutritional services, dentistry, endocrinology,
reconstructive surgery, specialist pain
services, odour management

Clinical psychologist/
Psychiatrist

Personal and or couples counselling

Endocrinologist

Hormone assessment and or therapy

Fertility clinic/
Women’s Health
Nurse/Family Planning

Fertility counselling, storage of ovarian
tissue/oocytes/embryos and sperm,
in vitro fertilisation

Notes:
*Only applies if the social worker is trained in this area as the skills required are not generic.
In addition to the specialities listed above, there may be other local practitioners trained in the
interventions listed eg occupational therapists, specialist nurses. Many GPs will also have training
in the above interventions.
For people experiencing sexual concerns referral to a gynaecologist/ urologist is also
recommended because of all the practical issues involved.
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Table 4.1B: Types of interventions and their impact on patients with cancer
Type

Description/Benefits

Research

Cognitive
behavioural
therapy

Includes cognitive, cognitive behavioural and behavioural
therapies.Teaches skills in problem-solving, reframing
attitudes, eg challenging “black and white” thinking,
coping with stress and anxiety. Relaxation therapy,
guided imagery or cognitive skills might be used in
dealing with stressful situations such as particular
treatments, or to reduce nausea associated with
chemotherapy.Techniques to enable gradual adaptation
might also be included

Level
Level
Level
Level

I15,17
II659-662
III-1663
III-2664

Improvement in emotional distress, coping, anxiety,
depression and psychiatric morbidity; Decrease in nausea,
vomiting and insomnia; Increase in control over illness
For more detailed descriptions refer to: Moorey & Greer,
1989;656 Rose, 1989;657 Ellis, 1992;658 Kissane et al, 1997138
Supportive
psychotherapy

Encourages the expression of emotions, validates the
experiences of the individual, and offers support through
emphatic listening and encouragement, and provision of
information. Reflects on the strengths of the individual
and encourages use of adaptive coping techniques.
Sometimes called supportive, existential or
supportive-expressive

Level I15,17
Level II667

Improvement in mood, coping and physical and
functional adjustment
For more detailed descriptions refer to Spiegel & Spira,
1991;665 Mullan, 1992666
Group therapy

Places emphasis on sharing of experiences among
patients with a comparable stage of disease. Participants
feel that their experiences are validated, and they can
contribute in a meaningful way to the well-being of other
members of the group. Can use cognitive behavioural or
supportive psychotherapy, and include educational and
information components

Level I16
Level II564,565,668-670

Improvement in mood, coping and adjustment, anxiety
and depression; Positive immune function changes
Family therapy

Enhances improved communication, cohesion and
conflict resolution within the family system, including
the needs of children. Can use cognitive behavioural or
supportive psychotherapy
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Couples therapy Targets problems and issues within the couple
relationship. Can use cognitive behavioural or
supportive psychotherapy

Level II548,568,671
Level III-3672

Reduces levels of depression and psychological distress
Beneficial in increasing sexual satisfaction
Telephone
counselling

Provides geographically-isolated patients with an
opportunity for cognitive behavioural or supportive
psychotherapy interventions

Level II566
Level III-3

655

Level IV673
Also useful for providing casework support,
eg reassurance, information provision and referral
Other
therapies

Other therapies may include art therapies, eg music,
painting, reading and poetry, wellness programs,
meditation, hypnosis, acupuncture, relaxation,
exercise, prayer, laughter etc.

Level I15,17,674
Level II607,611,675,676
Level III-3600,677
Level IV678-680

Improvement in mood, coping, anxiety, depression,
breathing; Reduction in nausea, pain
Other specialist
services

Includes speech therapy, physiotherapy, occupational
therapy, dentistry, endocrine therapy, plastic surgery,
reconstructive surgery, nutritionist, fertility services,
specialized pain services

Refer to
research in
relevant
domains

Target specific physical symptoms or impairments
resulting from the disease or treatment. Assist in
reducing pain, restoring or improving physical
functioning or appearance
Note: references are from a variety of cancers as follows: Generic15-17,549,563-565,568,607,660-662,664,668-670663,667;
Breast548,566,611,655,659,671-673; Hodgkin’s Disease600 For more detailed information, see also report by
Kissane & Burke24 available from the NBCC.
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Table 4.1C: Demonstrated effectiveness of therapies/intervention techniques for
specific psychological problems
Problem

Effective intervention techniques

Evidence

Anxiety

Relaxation therapy, guided imagery, systematic
desensitisation, problem-solving, crisis intervention,
supportive interventions, other combinations of
education and behavioural or non-behavioural
interventions, and anti-anxiety medications

Level I15,16
Level II661,681

Depression

Relaxation therapy, guided imagery, psycho-education,
problem-solving, supportive interventions, other
combinations of education and behavioural or
non-behavioural interventions, and anti-depressants
and cognitive behavioural therapy, and electroconvulsive
therapy (ECT), taking account of the specific physical
status of the patient

Level I15,16,603-605
Level II569,580,661,671,682

PTSD

Supportive psychotherapy and cognitive behavioural
interventions, often in combination with antidepressants
such as SSRIs (see Section 4.2)

Level I683

Physical
symptoms

Relaxation therapy, guided imagery, systematic
desensitisation, supportive interventions and education
together with cognitive behavioural interventions;
complementary therapies, exercise

Level I15
Level II525,607609,611,661

Level III-3600

Body image
concerns

Cognitive behavioural interventions, supportive
interventions, crisis interventions, complementary
therapies, eg exercise

Level II527

Sexuality
concerns

Personal and or Couples therapy

Level II548

Interpersonal
problems

Couples therapy, Family therapy

Level III-3672

Note: references are from a variety of cancers as follows: Generic15,16,525,607-609,661,682;
Breast527,548,569,580,611,671,672,681; Hodgkin’s Disease.600 For more detailed information, see also report by
Kissane & Burke24 available from the NBCC

4.2

T R E AT M E N T O F A N X I E T Y A N D D E P R E S S I O N

It is important for all health professionals involved in the care of patients with cancer to have
an understanding of common conditions such as anxiety and depression, and to be aware of
the effective treatment modalities that exist for these conditions. Staff who are inadequately
informed about conditions such as anxiety and depression are less likely to recognise these
conditions, and be able to appropriately discuss treatment options or referral for such
patients. In addition, staff who are well-informed will be able to more confidently support the
patient who is receiving specialised psychological treatment. In this context, depression
refers to a pervasive and sustained lowering of mood, often associated with tearfulness, guilt

Clinical practice guidelines for the psychosocial care of adults with cancer

107

or irritability, and loss of pleasure or interest in usual activities.Anxiety refers to a diffuse,
unpleasant, often vague feeling of apprehension, often associated with bodily sensations of
pounding heart or sweating.
Treatment of anxiety and depression in the cancer patient must include attention to the
complex physical problems that may be involved, in particular pain which is a major risk
factor for depression (Level III-2).639,684 Psychotherapy, along with pharmacotherapy, is
regarded as an integral part of treatment of anxiety and depression,685 and has been
demonstrated to have a positive effect on depression in patients with cancer (Level II).149
In the patient with cancer, psychotherapy ideally includes specific attention to the unique
meaning of the cancer, and the fears and concerns of the particular patient. Specific
components may include facilitation of emotional expression, and coping skills training, as
well as cognitive techniques to deal with distressing thoughts and feelings.684 Cognitive
behavioural and stress management techniques have been shown to reduce depression in
women with breast cancer (Level III-2).686 See also Table 4.1B.
A range of pharmacological agents have been shown to have an effective role in the
management of anxiety or depressive disorders. Selection of the particular medication
involves a careful risk-benefit analysis matching the properties of the drug against the
patient’s physical status, the potential for drug interactions and key symptoms that are of
concern to the patient.687 In many instances, a psychiatrist will initiate treatment with these
medications. However it is important that all members of the treatment team recognise the
potential role of medication as part of the comprehensive treatment of psychological distress
in people with cancer.

Anxiety
The treatment of acute anxiety states and anxiety disorders often requires pharmacotherapy
in addition to relaxation or other psychological interventions.The drugs used for treatment
of anxiety include benzodiazepines, antipsychotics, antihistamines and antidepressants.
Choice of a particular agent depends on the acuteness or chronicity of the anxiety state, the
drug’s absorption rate, the available route for administration, concurrent medical problems
and potential drug-related adverse effects.688
• Benzodiazepines: These are the mainstay of pharmacological treatment of acute anxiety
and panic. Shorter-acting benzodiazepines, such as alprazolam, are safest but breakthrough
anxiety may occur, necessitating substitution with a longer-acting benzodiazepine, such as
diazepam. For those with hepatic disease, selection of an agent for which blood levels are
minimally affected by the liver metabolism, such as oxazepam, is recommended.164 Long
term use of benzodiazepines has been associated with dependence. Benzodiazepines
should never be ceased abruptly because of the risk of withdrawal symptoms, which may
include seizures.
• Selective Serotonin Reuptake Inhibitors (SSRIs): SSRIs have a useful role in the
longer-term management of panic (Level IV).689
• Neuroleptics: In cases of extreme agitation, low doses of antipsychotics, such as
haloperidol may be used, closely monitoring for the risk of extrapyramidal adverse
effects.164 The atypical antipsychotic agents, (such as risperidone), are associated with
fewer side-effects and likely to be of benefit in patients with cancer, although currently
there are no large studies of their use in the cancer population.
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Depression
The treatment of depression will incorporate psychotherapeutic interventions and the use of
medication.There is clear evidence of the efficacy of antidepressant medication in treating
depression in the medically ill, including patients with cancer (Level I).690,691 There is no
evidence that any particular antidepressant is superior to another (Level I).692 The concern
that antidepressant therapy poses an unacceptable side-effect burden is not supported by
research. In one study, about 80% of patients with cancer receiving antidepressants showed a
good clinical response, the majority having no significant adverse effects (Level IV).693
Starting with a low dose of the drug and increasing the dose slowly is likely to minimise the
occurrence of side-effects.
• Tricyclic antidepressants: The tricyclic antidepressants have been used for many years
for the treatment of depression.Their sedating properties are particularly useful for
management of the agitated, depressed person with insomnia.164 Their potentiation and
enhancement of opioid analgesia is also useful for those with pain.694
Anticholinergic side-effects may aggravate stomatitis secondary to chemotherapy and may
exacerbate constipation.These drugs also have the potential to affect cardiac rhythm,
patients with pre-existing interventricular conduction delays being at increased risk.687
Patients with cancer may respond to tricyclic antidepressants at a lower dose than
physically healthy people.
• Selective Serotonin Reuptake Inhibitors (SSRIs): SSRIs have been demonstrated to
be useful in treating depression in the medically ill, including patients with cancer
(Level I).690 Fluoxetine has been demonstrated to be effective in patients with cancer
(Level II),695 in people with medical illness 696 and has also been demonstrated to be
effective in treating depression in women with advanced cancer (Level II).697 The half-life
of fluoxetine, however, is long, with active metabolites, and in those with hepatic or renal
dysfunction, short-acting drugs, such as sertraline and paroxetine, are preferable.687
The SSRIs have fewer anticholinergic or cardiovascular side-effects and are less sedating
than the tricyclic antidepressants, but may be associated with some exacerbation of
anxiety or insomnia. Nausea may be a limiting side-effect in patients with cancer.The
potential for drug interactions, such as with warfarin, may limit the use of SSRIs.
• Selective Noradrenergic Reuptake Inhibitors (SNRIs): SNRIs, such as venlafaxine,
selectively inhibit reuptake of both noradrenaline and serotonin.They are associated with
fewer anticholinergic, histaminic, adrenergic effects than tricyclic antidepressants, and no
monoamine oxidase inhibition. In patients with hepatic disease, venlafaxine may be less
likely to disturb protein-binding of other medications than the SSRIs.687
• Electoconvulsive therapy (ECT): ECT may be considered in severe cases, particularly if
suicidal ideation is prominent, with careful consideration of the individual’s particular
symptoms and disease stage. ECT has demonstrated efficacy in the treatment of severe
depression, and is generally well-tolerated even in those with concurrent medical
conditions (Level I).603-605,683
• Psychostimulants: Patients with advanced cancer may experience some improvement
in depressed mood,appetite and well-being when treated with low-dose psychostimulants.698 They
are generally well-tolerated, and a particular benefit in terminally-ill patients is the rapid
onset of action.699 Side-effects include nervousness, over-stimulation, mild increases in
blood pressure and pulse rate, and tremor..164 Long-term use of these drugs is associated
with tolerance and dependence.
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4.3

H OW TO M A K E A R E F E R R A L

Establishing optimal methods for referring patients to professional help is vital in ensuring
good psychosocial care for patients with cancer.All health professionals need to develop
their own referral network for supportive and psychological care of their patients.This
network would optimally comprise psychiatrists, clinical psychologists, social workers and
occupational therapists with expertise in cancer issues and with whom the health
professional can communicate about their patients. Comprehensive care of the individual
may also require the involvement of other specialists, eg physiotherapists, speech
pathologists, dentists, endocrinologists, nutritionists, reconstructive/plastic surgeons,
fertility clinics etc.
It should be noted that local circumstances and the availability of resources may limit referral
options and the networks that can be developed.

Developing a referral network
Most oncology wards have a social worker with expertise in counselling patients with
cancer, as well as practical knowledge that may be of value to patients and their families.
An increasing number of oncology services also have access to a clinical psychologist who
is employed directly by the oncology unit or by the hospital’s Department of Psychology.
Most large metropolitan hospitals also have a psychiatric consultation-liaison service, staffed
by psychiatrists, clinical psychologists, registered mental health nurses and sometimes
occupational therapists who are qualified in counselling.These services exist not only to
assess medically ill patients with mental illness, but also to provide assessment and advice
about interventions for those coping with debilitating or life-threatening illness. In many
cases, these services can arrange appropriate longer-term follow-up, when indicated.
For those working within the private health sector, the lack of ready access to an existing
multidisciplinary team may mean the provision of psychosocial support for patients poses
some difficulty. Given the significant contribution of psychosocial factors to overall quality of
life, it is crucial that clinicians working in the private sector develop a referral network.

Optimal methods for referral and uptake of referral
A referral is only effective if taken up by the patient.A recent study conducted at the Peter
MacCallum Cancer Institute in Australia (Level II)700 evaluated an intervention designed to
improve psychosocial care, in which computerised patient-completed questionnaire data
were provided instantly to a patient advocate, whose role was to facilitate patient support
and referral.The study failed to demonstrate a difference between the intervention and
control groups.The authors speculated this could have been because many patients failed to
take up referrals made by the patient advocate to psychosocial professionals.
There are very few studies in the oncology field relating to optimal methods of referral to
psychosocial professionals.There are studies documenting health professionals’ attitudes to
psychosocial interventions701 and others demonstrating that both the establishment of a
formal psychiatric liaison service (Level III-2)702 and staff communication training in eliciting
emotional cues (Level III-3)703 result in increased referrals. Evidence is not available for
practical strategies to improve the uptake of referrals. However professional views concerning
barriers to effective referral, and possible strategies for addressing these, were gathered at an
Australian workshop for nursing and psychosocial health professionals involved in cancer
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care.These have been summarised below and may provide assistance to healthcare
professionals and institutions in addressing the issues around psychosocial referrals (see
Appendix G for a more detailed summary).

Discussing psychosocial referral with patients and their families
Some people may refuse referral.They may not want to acknowledge psychosocial difficulties
or their difficulty in coping with these. Such attitudes might also come from patients’ families
who feel they can look after their own or fear an adverse community response to
psychosocial referral. Patients might also resist referral if they do not wish to disclose
concerns to another person, or want to stay with a member of their treatment team with
whom they are already comfortable.
To overcome patient barriers, it is helpful to find an acceptable opening by exploring
physical issues like pain, and then moving to emotional issues. For example:
‘I notice you said you are fine, but you are not sleeping at night. That is an
important problem. Perhaps we could help you with that.’
It is important to recognise that the timing may not be right and it may be necessary to try
again at another time.The literature suggests that many people focus on emotional issues
after the treatment is over.
Stigma can be overcome by normalising emotions and psychosocial referral. Comments such
as the following may help:
‘Things were fairly normal for you but now you are undergoing an extraordinary
experience, and it is natural that you would need help.’
The use of analogies may also be helpful. For example:
‘People wouldn’t hide a broken leg, or use a band-aid to fix it up – why should we
respect emotional needs less?’
‘I know you are more than just your cancer.’
Ideally, psychosocial professionals should be part of the treatment team and introduced as an
available resource from the beginning. If necessary, advice should be obtained about what is
culturally appropriate for the patient and their family.
It may be necessary for health professionals to offer to communicate separately with family
members who may see the referral as negative, and to work with the patient on how they
will respond to negative feedback.
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The following chart provides an easy reference for the process to be followed to ensure the
psychological needs of the patient are met. It should be noted that these needs may be met
in acute care or in a community setting. It may be helpful to read this is conjunction with
Table 3.7B.

Figure 2: Summary of care and referral to psychological care
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CHAPTER 5

5.1

ISSUES REQUIRING SPECIAL
C O N S I D E R AT I O N

C U LT U R E

Cultural and linguistic diversity
Australia has one of the most multicultural populations in the world. In 1996 Census, 41% of
the total Australian population was either born overseas or had at least one parent born
overseas, and 13% born in a Non English speaking background (NESB) country.Australians
speak 193 languages, and 15% speak a language other than English at home.704 The pattern of
post-World War II migration, mostly from Europe, has resulted in a relatively higher mean
age among NESB populations.Ageing of the population is associated with increased cancer
morbidity and mortality.
Language barriers and lack of knowledge of the Australian health care system limit access of
NESB people to health information and health care services.705 In the last decade, there has
been an increased emphasis on programs communicating cancer-preventive messages to the
general public and promoting practices associated with its early detection. Some of these
programs addressed cultural and linguistic diversity of Australia’s population by translating
and printing materials into community languages.While good-quality printed materials
play a role in promoting cancer preventive actions, there is also a need for development
of comprehensive NESB communication strategies that are both culturally and linguistically
appropriate.
People from culturally and linguistically diverse backgrounds, especially those whose English
proficiency is poor, experience particular difficulties utilising existing health care services.
While the specific needs and sensitivities of people from diverse cultural and linguistic
backgrounds will vary, there are a number of issues that are likely to be important to
most communities.Therefore, utilisation of interpreting services is one of the strategies to
improve access of people with limited English skills to existing health services (see Tables
5.1A and 5.1B).

Working with interpreters
When involving an interpreter, the practitioner should explain the interpreter’s role and the
issues of confidentiality to the client.The client must agree to the interpreter being present at
the consultation.
Professional interpreters who are accredited by the National Accreditation Authority for
Translators and Interpreters (NAATI) are strongly recommended. Involvement of family
members, friends or other unqualified people to assist with interpreting is not prudent
practice. For various reasons family/friends may seek to censor or alter information, or their
language skills may also be inadequate.Where possible, the gender of the interpreter and the
client should be matched.
Interpreted consultations are most effective if the health professional talks directly to the
individual, rather than to the interpreter, keeping sentences short and pausing after a few
sentences to allow time for the interpretation.
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The professional interpreting services available in each State and Territory vary. NSW,Victoria
and the ACT, have health care interpreters who specialise in providing interpreter services
(telephone and on-site) for the health sector. South Australia provides interpreters through its
own state service. See Appendix H for the contact details of these services. Interpreters need
to be booked before a consultation.This is particularly important if requesting an interpreter
to be present at the consultation, and/or if requesting an interpreter in a rare language.
A telephone interpreter through the Translating and Interpreting Service (TIS) can usually be
provided promptly, although giving some notice is preferable.To effectively use a telephone
interpreter from the TIS, a hands-free speaker phone or a dual handset phone is all that is
needed. It is also possible to pre-book on-site interpreters through TIS, and a specific time
will need to be arranged for the interpreter to be present. If at all possible,TIS recommends
block bookings to maximise the use of interpreters’ time.

Provision of information
If possible, information provided to people whose native language is not English should be
in their own language (Level IV).706 Written information in community language booklets is
available from the State and Territory cancer organisations. For details about other sources
of written information, see Appendix E.
The Multicultural Cancer Information Service (MCIS) is a telephone service provided by the
Cancer Council NSW.This service provides information and emotional support for people
with cancer, their families and friends, in five languages:Arabic, Cantonese, Greek, Italian and
Mandarin. Health professionals and community workers can also make use of the service.The
MCIS is confidential, and special attention is paid to cultural sensitivities.Although the service
is only promoted within NSW, it can be accessed by all Australian callers for the cost of a
local call. Contact details are included in Appendix H.
Consent to medical treatment or other procedures can not be given by the patients without
their clear understanding of such treatment and procedures.This reinforces the need to
involve high quality interpreters in consultations where cancer treatment or other
procedures are explained in order to obtain an informed consent.

Cultural sensitivities
It is important to be aware that people from linguistically or culturally diverse backgrounds
may have a number of cultural sensitivities (Level IV).706,707 There may also be diversity within
cultural groups, as well as between cultures. Some of these cultural issues will be similar
across a number of ethnic groups, while others may be relevant to one group only.
A recent report examined cultural issues relating to breast cancer.708 This report identified
several issues relevant across a number of cultural groups and cancer diagnoses.These
include the following:
• many people will prefer to see a medical professional of their own sex. If that is not
possible, for female patients a female nurse or counsellor should be present during the
consultation
• a diagnosis of cancer may be viewed as a death sentence, regardless of the actual prognosis
• a diagnosis of cancer may be viewed as shameful, so sensitivity and reassurance may
be required
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• religion may play a fundamental role in the person’s attitude toward their disease and
treatment. Spiritual support from their religious group may be important
• family and extended families have a central role in many cultures. Rights, responsibilities
and decision-making are often shared by family members, and this may influence the
choice of treatment.

Support and support services
The concept of support may not be familiar to people from diverse cultural backgrounds. It
will be important to explain the concept of support in the Australian context, what it means,
and to give examples of the types of support available. Encourage people to seek support
from family and friends, and community, ethnic and religious organisations, if appropriate.
Wherever possible, offer the patient the opportunity to bring family members/friends with
them to consultations and treatment.
In some cultures, it is not considered appropriate to seek support from outside the family. It
is important to explain that formal support services can offer detailed information about
cancer, and may also offer the opportunity to talk to someone who has actually experienced
the disease themselves. For example, the BCSS offers volunteers from a number of ethnic
backgrounds, so it may be possible for women to talk with someone from a similar
background who has breast cancer.
Table 5.1A: Recommended steps involved in dealing with cultural issues
Working with interpreters
•

Book a trained interpreter from the Translating and Interpreting Services (TIS) if the person is
not proficient in English - 13 14 50

•

Explain the role of the interpreter and how confidentiality is maintained. Ensure that the
person agrees to their presence

•

Talk directly to the patient rather than the interpreter, keep sentences short and pause after a
few seconds to allow for interpretation

Provision of culturally sensitive services and support
•

Ask how the patient feels about their disease and treatment, and what meaning it has for
them within their culture, in particular cultural or religious issues which may influence treatment

•

Assess the patient’s understanding of their disease, treatment and prognosis

•

Always be aware of culturally-specific and individually-specific values, beliefs and modes
of behaviour

•

Provide culturally-appropriate health care workers, when possible

•

Provide women with access to a female medical professional or nurse, when possible

•

Explain how confidentiality is achieved within the medical setting

•

Offer to discuss issues and treatment options with the patient’s family

•

Explain the importance of social support and encourage the patient to seek support from
family, friends, support services and local cancer organisations

•

Arrange follow-up and support
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Provision of information
•

Provide written information in the appropriate language, if available

•

Information provided during the process of obtaining informed consent to medical treatment
or procedures should be presented in the client’s preferred language

People from Aboriginal and Torres Strait Islander backgrounds
There are limited data about the support needs of people with cancer in Aboriginal and
Torres Strait Islander populations. It has been shown that Aboriginal and Torres Strait Islander
women with breast cancer often do not receive culturally appropriate management and
support.709 While there is great diversity amongst these communities, and each community
may have their own specific guidelines, awareness and consideration of the following issues
discussed below are recommended. In addition it is recommended that health professionals
working in a particular community explore the community guidelines with them.
Community links – awareness, networking and utilisation
A range of different health workers are available to support, interpret, advocate and explain
on behalf of Aboriginal and Torres Strait Islander people. In different areas these health
workers may include Aboriginal Health Workers,Aboriginal Liaison Officers,Aboriginal Health
Education Officers and Aboriginal Nurses.They can be contacted through a range of
organisations that are detailed in the Appendix I.
Provision of information
There is very little culturally-specific information written for Aboriginal and Torres Strait
Islander people, which makes it difficult for people with cancer to access adequate
information about treatment options.709 The contacts listed above, as well as some State and
Territory cancer organisations, have information about what is available, and where to obtain it.
Cultural sensitivities
It is important to be aware that people from Aboriginal and Torres Strait Islander
backgrounds may have a number of cultural sensitivities. Ignoring these cultural values can
threaten the identity, security and ease of the patient, and have significant consequences on
the provision of treatment for their cancer.709,710
Issues that may be relevant to Aboriginal and Torres Strait Islander people include the following:
• many people may be concerned about how, and if, their personal information is protected
from other health professionals, researchers and members of their own community.
Clinicians should not only ensure confidentiality, but also explain how this is achieved
• breast and gynaecological cancers are considered to be part of the realm of women’s
business. Consequently, the use of female health professionals will improve the acceptability
of diagnosis and treatment
• the significance of ‘shame’ for Aboriginal people is not well understood by the
non-indigenous community. It is more than a sense of guilt or disgrace; it is a powerful
emotion resulting from the loss of the extended self; that is, identity in terms of kinship,
ritual and spiritual relationships, and responsibilities. Shame may be experienced when a
person acts, or is forced to act, in a manner not sanctioned by the group and that is in
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conflict with social and spiritual obligations. It may also be experienced when an
individual is singled out for either praise or blame. In the health care setting, shame is
perhaps the most complex and sensitive Aboriginal issue of which to be aware.
• family and kinship is central to the well-being of Aboriginal and Torres Strait Islander
people. Clinicians should be aware that family responsibilities may impact greatly on
treatment decisions and that involving family in the decision-making process may increase
the acceptability of treatment options, as well as completion of, and compliance
with, treatments
• the concept of ‘support’ is often not well understood; therefore, an explanation of social
support, including examples of available services (such as the BCSS) and how they can be
accessed, should be given to Aboriginal and Torres Strait Islander people
• Aboriginal people understand individual illness in terms of its impact on a person’s ability
to fulfil social and spiritual commitments. If treatment is seen to have a negative impact
on a person’s social or spiritual role, it is not uncommon for it to be refused or
discontinued.710
Table 5.1B: Recommended steps involved in providing psychosocial support to
Aboriginal and Torres Strait Islander people with cancer
Providing psychosocial support to Aboriginal and Torres Strait Islander people
with cancer
•

Recognise that there is great diversity among communities in terms of culture and
societal obligations

•

Be aware of the importance of potential conflicts between illness and treatment and a
patient’s social and spiritual obligations

•

Use indigenous health and community services to help provide information and support and
to interpret and advocate for the patient

•

Provide women with access to a female medical professional or nurse, when possible

•

Explain how confidentiality is achieved within the medical setting

•

Direct questioning and eye contact may be difficult for many people

•

Assess the person’s understanding of their disease, treatment and prognosis

•

Offer to discuss issues and treatment options with the patient’s family and involve them in
decision-making

•

Explain the importance of social support and encourage the person to seek support from
family, friends, support services and local cancer organisations

•

Provide written information in the appropriate language, if available

•

Arrange follow-up and support
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5.2

AGE

Responding to young patients with cancer
The diagnosis of cancer in young adults seems particularly incongruous, and treating such
patients is often highly stressful for staff.711 In addition to the sense of identifying with the
person (‘It could be me’), staff may experience distress and guilt about the needs of the
offspring of such patients, compounded by the lack of services and resources available to
assist families coping with a parent with cancer.
Health professionals tend to cope by avoiding or distancing themselves in situations where
they expect that they themselves will experience anxiety and distress.712 However, there is
evidence that younger patients are more vulnerable to psychosocial distress in the context of
cancer,629-631 and in a setting where health professionals avoid discussion of emotionally
charged issues, there is the risk that this distress in younger patients is not detected, or is
responded to inadequately. Participation in communication skills training is a powerful way
of improving the ability to respond to the specific needs of younger patients,712 as is access to
specialised health professionals who can assist in supporting staff, and treating disorder
in patients.

Responding to the older patient with cancer
With the aging of the population, issues surrounding cancer in the elderly will become more
pronounced. More cancers will be diagnosed and treated in this age group, with the potential
for increased numbers of elderly cancer survivors.
The elderly are not a homogenous population with respect to health and life expectancy,
ability to cope with the physical and psychosocial aspects of cancer, and expectations for
treatment and support.713,714 It is important to be wary of making presumptions about the
patient’s attitudes or needs based on stereotypes about age, as there is evidence that
physicians tend to rate the quality of life of older patients with chronic disease significantly
lower than ratings made by patients themselves (Level III-3),715 and there are suggestions of
under diagnosis and under treatment of older patients with cancer.713 Older patients may
present complex co-morbid problems, however with careful monitoring, conventional
therapies are usually well-tolerated.716,717
In older patients, it is particularly important to attend to the practical issues of coping with
the limitations imposed by diagnosis and treatment.718 Specific and early attention should also
be paid to pre-existing social problems such as alcoholism, and psychiatric disorders, such as
depression.717 Clinicians may need to question sensitively to discern the psychosocial needs
of older patients, which may be hidden under stoicism or the desire to be compliant. In one
study, two-thirds of elderly patients with cancer said they experienced problems or concerns,
but only 50% received adequate assistance in dealing with their emotional needs and 69% did
not receive sufficient spiritual support.719 There is little information about the acceptability
and effectiveness of psychosocial interventions in elderly patients.
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5.3

GEOGRAPHY

Emotional needs of rural patients with cancer
The limited available data suggests that patients with cancer who live in rural and remote
communities have emotional needs and concerns similar to those experienced by patients
living in urban areas. Studies of rural persons with cancer report psychological needs relating
to emotional concerns, fear of recurrence, worry about the family, interpersonal relationships
and communication.300,301,720,721
Studies comparing rural and urban population report few differences between these groups
in the nature and extent of these emotional needs, although time spent away from home for
treatment is disruptive of family life and work.85,453,721,722

Geographical isolation, travel and financial issues
Clinicians referring people from rural and remote communities to diagnostic, treatment and
support services for cancer should ensure that the patients and their families are informed
about assistance that is available to help with travel and accommodation costs that may be
incurred (see Section 3.4).
Descriptive studies suggest that people with cancer living in rural areas are more likely to
report problems and greater concerns associated with travel for treatment and follow up
care.300,301,723 One study has also suggested that, while women residing in non-urban, rural and
remote areas do not appear to incur substantially greater out-of-pocket expenses for medical
services involved in screening, diagnosing and treating breast cancer in comparison with
their urban counterparts, there may be additional travel and accommodation costs for
this population.724
A survey of women with breast cancer found that 32% had to travel more than 100 kilometres
for surgery. Sixty three percent of women who needed radiation therapy had to travel greater
than 100 kilometres to receive it, and were, on average, away from home for 43 days, and 36%
had to travel to receive their chemotherapy, which took them away from home for an average
of 20 days. Only 44% of these patients received any financial assistance, and some of these
people had trouble organising and obtaining the assistance they did receive. One quarter of
rural women surveyed were unaware that financial assistance was potentially available.85 (See
also Section 2.4).

Social support
Geographical and social isolation may present rural people with cancer with greater difficulties
in accessing social and practical support, although limited data is available about their use of
social and professional support networks. Descriptive studies have reported that patients and
families from rural areas perceive that geographical isolation may make it more difficult to
access health and community support services and programs.301,725,726
Treatment team members should be aware of telephone and Internet peer support groups
that may assist rural patients to overcome the lack of readily accessible community support
(see Section 3.3).
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Rural lifestyle
Some authors have suggested that the rural lifestyle is associated with a greater self reliance
and independent lifestyle, and that people from rural health may define health in more
practical and functional terms.727-729 While there are few studies that have investigated health
beliefs and practices of rural patients with cancer, rural patients with cancer may, on average,
rate functional aspects of quality of life more highly than patients from urban areas.73

Specific programs and interventions for providing support to
people with cancer in rural settings
A variety of models for providing cancer services to rural communities have been reported,
including rural hospital initiatives, shared care/outreach programs, and tele -oncology.731 While
these studies suggest shared outreach care was safe and could make specialist care more
accessible (Level III-2),731 they have focused primarily on provision of treatment services
rather than on programs or interventions for providing psychosocial care. Studies have
demonstrated some benefits of education and support provided by specialist cancer nurses
for patients in rural areas in terms of improved knowledge and psychosocial support
(Level IV).732,733 However, a demonstration project evaluating the role of specialist breast
nurses in treating women with breast cancer has noted some limitations to the role in rural
settings.The case study identified that the rural breast nurse treated significantly fewer
women than urban specialist nurses, and had less access to a larger multidisciplinary team to
facilitate coordination of care (Level IV) (see Section 3.5).

5.4

S E X U A L O R I E N TAT I O N

In general, homosexuals (gay men and lesbian women) and heterosexuals have similar health
risks and concerns. However, homosexuals may be faced with some issues and concerns not
experienced by their heterosexual counterparts.
It should be noted that there is a paucity of high-quality research about the health issues
related to sexual orientation and the impact of cancer on those who are homosexual. Most
of the literature consists of reports, review articles and descriptive studies.There is however
considerable research about HIV/AIDS that appears relevant. Studies report high levels of
illness concerns, social isolation, and lack of support in the homosexual population which
are associated with psychological distress, anxiety and depression.350,734-738

The health issues related to sexual orientation
Difficulties experienced by homosexuals
Individuals who identify themselves as homosexual often experience discrimination,
violence, and social isolation,739,740 all of which impact on health and wellbeing. In this
population there are higher rates of depression, suicide, substance abuse/alcoholism,
cardiovascular disease and certain cancers than in the heterosexual population.739-742 For some
homosexuals the stress of cancer can be a reminder of earlier stresses,94,743-745 resurgence of
stigmatisation and self doubt affecting sense of identity and well being.745
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Attitudes of health professionals
Homosexuals may encounter homophobic attitudes and heterosexist assumptions when
accessing health services.This may result in discrimination,94,743,744 and can be compounded if
health professionals lack sensitivity and/or have limited knowledge of homosexual health
issues and are therefore unable to answer questions about health risks.739,740,744 These factors
may lead to avoidance or delay in seeking care and follow-up treatment, and be associated
with the individual changing practitioners frequently.94,739,743,744,746 Individuals may not receive
appropriate interventions, education, or information94,740,744 if they have fewer health checks
and less screening and consequently, may experience reduced quality of medical care.
Cancer risk and screening
Evidence from review articles, large multi-centre studies and case studies indicate that gay
men are at increased risk of anal cancer747 (Level IV),748 Kaposi’s sarcoma, Non-Hodgkins
lymphoma, leiomyosarcoma and possibly Hodgkins Disease, testicular cancer and conjunctival
cancer (Level IV).748 Homosexuals with HIV/AIDS are at increased risk of Hodgkins Disease,
liver cancer, cancer of the salivary glands,749 Kaposi’s sarcoma750 and lymphoma.750,751
Findings from primarily descriptive studies suggest that lesbians may be at higher risk of
cervical, breast and ovarian cancer740-742,744,752,753 (Level IV).754,755 Studies have shown that
lesbians have less frequent screening for cervical cancer.741,742,744 (Level IV).754,755 In one study
of 100 lesbians, a quarter of the women indicated they had not had a pap smear within the
last 3 years including 7.6% who had never had a pap smear (Level IV).754 There is an
incorrect assumption among both women753 and some health professionals744,752 that lesbians
do not need routine pap smears because of their sexual orientation. However they may be at
risk for human papilloma virus, one of the major causes of cervical cancer, through contact
with women who may have had previous male partners.752 Lesbians may be at increased risk
of breast and ovarian cancer due to lower use of oral contraceptives, and lower likelihood of
having children or breast feeding,740,744 however breast screening and breast self-examination
appears to be less frequent in this population744 (Level IV).755

Impact of cancer on homosexual individuals
A descriptive study exploring the impact of breast cancer on lesbian and heterosexual
women756 identified no significant difference in psychological outcomes in relation to mood,
sexual activity or relationship issues. Lesbians experienced fewer problems with body image,
being more comfortable showing their bodies to others both prior to and following breast
cancer. Lesbians were more likely to obtain social support from their partners and friends
while heterosexuals received more support from relatives. Lesbians were less satisfied with
their physician’s care and the inclusion of their partner in medical treatment decisions.
In a study exploring the psychological impact of Kaposi’s sarcoma,757 patients ranked fear of
Kaposi’s sarcoma as high as fears of death, neurological impairment, pain, social stigma and
disfigurement. Severe weight loss, Kaposi’s sarcoma affecting visible parts of the body, and
other skin cancers associated with deformity or severe scarring can lead to a dramatic loss of
self esteem, avoidance of social situations and depression.

General interactional skills to improve care
An individual’s sexual orientation can affect levels of comfort with treatment interventions,
ability to obtain emotional support and coping, and communication with health care
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providers.94 Non disclosure of sexual orientation is common due to fear that negative
responses will lead to reduced standards of care.94,740,743,744,746
Health professionals can improve health seeking behaviours and provide more effective care
and improved interaction with homosexuals by: (see also Section 3.1)
• providing an environment in which patients feel safe and are encouraged to discuss their
sexual orientation740
• recognising the barriers to care that may have been previously experienced741,758
• adopting an inclusive approach741
• being supportive and non-judgemental759
• communicating sensitively746
• maintaining a non-homophobic attitude739
• distinguishing sexual behaviour from sexual identity739
• maintaining awareness that personal attitudes may affect clinical judgement739
• communicating with gender neutral terms.739
The approaches to exploration of specific concerns (as in body image and sexuality see Section 3.7) may provide a useful guide for the framing of questions in this context.

Providing emotional and social support
Health professionals should encourage and help patients to use existing sources of positive
social support and assist in finding support networks.
While there are few studies about the effectiveness of emotional and social support for
homosexuals with cancer, parallels can be drawn from studies of HIV patients. Social support,
either in the form of support groups or confiding relationships, has been found to decrease
stress and depression, feelings of hopelessness, and to facilitate empowerment737,738,760
(Level II),734 (Level III-3).761 Emotionally sustaining help is rated by individuals as more
desirable, available, frequently used and useful than problem-solving types of help.737

Psychological interventions
Psychological interventions can be effective in increasing morale, self esteem, coping ability
and sense of personal control, as well as improving social and physical functioning, reducing
distress, anxiety, and depression and should therefore be an integral aspect of care738,745
(Level III-3).762
Only a few studies have investigated the effectiveness of psychological interventions for
homosexuals with cancer and these are mainly in the areas of breast cancer and Kaposi’s
sarcoma. Interventions reported as effective in the HIV/AIDS literature, in either individual or
group format, include psycho-educational interventions, cognitive behavioural therapies and
supportive-expressive therapies738,745,763-765(Level III-3).762 See also Table 4.1B for more
information about these interventions and their benefits.
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Cognitive behavioural interventions
Interventions that focus on problem solving techniques, coping strategies, health education,
eliciting social support, stress management techniques (such as relaxation training and exercise),
emotional support and crisis intervention have been found to be helpful in reducing anxiety
and depression, and teaching more positive ways of coping, including seeking and improving
satisfaction with social support738,763,765 (Level III-3).761,766 Interventions may also need to
address the impact of stigmatisation on personal identity and well being.738,745,764
For patients with highly visible cancers such as Kaposi’s sarcoma, or those with extreme
weight loss, intensive help may be needed to assist the patient to mobilise resources and face
feared situations, as well as practical cosmetic advice.738
Psycho-educational interventions
Interventions that provide information about the implications of the disease, the nature of
treatments, advice about diet, exercise and minimisation of substance misuse may help
patients acquire a sense of control and mastery.738
Supportive expressive group therapy
Supportive expressive group therapy has been found to be effective in helping lesbians
with breast cancer adjust to their illness (Level III-3).762 In this study, the standard
supportive-expressive intervention (see Table 4.1B) was not altered in any way except that
the co-leaders of each of the sessions were lesbians. Over 12 month follow-up participants
reported reduced emotional distress, intrusive thoughts and avoidance, and improved coping.
These women also reported a reduction in conflict in the home, less pain and better sleep.

Partner support
Individual and group support, whether formal or informally led by peers, can be beneficial
for partners and relatives of homosexuals with cancer, particularly after bereavement.738
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APPENDICES

APPENDIX A: CLINIC AL PRACTICE
GUIDELINES FOR THE
PSYCHOSOCIAL CARE OF
A D U LT S W I T H C A N C E R :
STEERING GROUP
The Clinical Practice Guidelines for the Psychosocial Care of Adults with Cancers Steering
Group was established in 2001 to guide the development of the Clinical practice guidelines
for the psychosocial care of adults with cancer. These guidelines are an extensively revised
and expanded version of the Psychosocial clinical practice guidelines: providing
information support and counselling for women with breast cancer28 and are applicable to
adult patients with cancer.
The Steering Group is a multidisciplinary working group comprising representatives from a
range of cancers (including the five most frequently occurring cancers in Australia, as
identified in Appendix D) and from a range of specialties.

Terms of Reference
• To assist in reviewing the relevant research about psychosocial issues and cancer in order
to develop psychosocial guidelines relevant/applicable to all adult cancers
• To oversee the review of the Psychosocial clinical practice guidelines: providing
information, support and counselling for women with breast cancer to determine the
areas where modifications need to be made and/or where new issues need to be
incorporated to make them relevant/applicable for all adult cancers
• To assist in the development of psychosocial clinical practice guidelines for adult patients
with cancer by drafting material and by reviewing material drafted by other members of
the steering group
• To ensure that the guidelines are developed in accord with the NHMRC A Guide to the
development, implementation and evaluation of clinical practice guidelines.
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A P P E N D I X B : P E R S O N S I N V O LV E D I N T H E
DEVELOPMENT OF THE
PSYCHOSOCIAL CLINICAL
PRACTICE GUIDELINES:
P R O V I D I N G I N F O R M AT I O N A N D
SUPPORT FOR WOMEN WITH
BREAST CANCER
These lists provide only names and specialties. For full details, refer to the Psychosocial
clinical practice guidelines: providing information, support and counselling for women
with breast cancer.
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Dr Helen Zorbas, Clinical Director, NBCC

APPENDIX C:GUIDELINE DEVELOPMENT
PROCESS
The guidelines were funded through the NCCI and developed by the NBCC, through a
multidisciplinary Steering Group and secretariat staff (see Appendix A) in a manner
consistent with that prescribed by the NHMRC, and according to the standards indicated by
the Quality of Care in Health Outcomes (QCHOC).

Purpose and Scope of the guidelines
Need for generic evidenced based clinical practice guidelines
Despite the high level of need and evidence that demonstrates that psychosocial intervention
can benefit emotional adjustment and social functioning in patients with cancer there are
few guidelines available for the supportive care of people with cancer. For instance:
• evidence based information and treatment recommendations are documented in a series
of clinical practical guidelines (see Appendix E) but these only provide general
information about optimal standards of psychosocial care or devote one chapter to the area
• some consensus guidelines have been developed for specific aspects of information-giving
in cancer care (eg NSW Cancer Council’s Breaking Bad News)391
• The Psychosocial clinical practice guidelines: providing information, support and
counselling for women with breast cancer28 is the only comprehensive psychosocial
guidelines document currently available in Australia.
Emerging evidence in the discipline of psycho-oncology suggests that there are similar
themes in the psychological needs of people with cancer at different cancer sites.Therefore
there is potential clinical value in developing generic psychosocial guidelines.

Target audience
These psychosocial clinical practice guidelines were developed to equip all health
professionals with evidence-based recommendations for optimal psychosocial care
throughout the different stages of care, according to individual needs.

Scope of the guidelines
The objective of the guidelines is to assist clinician/health professional and patient decisions
about psychosocial care by providing a framework within which to apply a clinician’s/
health professional’s judgment and to assess and consider the patient’s individual needs
and circumstances.
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The guidelines are confined to the psychosocial aspects of care for all adults with cancer and
their families.They cover care related to all stages of the disease as well as survival.Topics
covered include: the way information about diagnosis and treatment may be delivered to a
patient and their family; how the members of the treatment team can provide emotional
support; how they can respond to specific psychological and physical concerns, screen for,
acknowledge and where necessary refer on more significant psychological problems;
ensuring continuity of care, facilitating the transition from curative to palliative care;
providing end of life support, or support for survivors; practical issues such as the availability
of, and access to, services and prostheses/aids, and or financial assistance for these; and
specific issues such as culture (including the use of interpreters), geography and assistance
for people from rural areas, and age issues.

Outcome focussed
The primary focus of the Clinical practice guidelines for the psychosocial care of adults
with cancer is to improve psychosocial and quality of life outcomes of the patient and their
family. Key outcomes may include the following:
Information and satisfaction with care
The guidelines make evidence-based recommendations regarding the provision of
information to enable greater levels of satisfaction with all aspects of care. Measurable
outcomes include consumers’ ratings of satisfaction with care and information, and
changes in the number of health complaints made on the basis of communication issues.
Improved information giving has also previously been found to affect outcomes such as
treatment compliance.
Psychological outcomes
The guidelines recommend evidence-based strategies to improve the early detection, referral
and treatment of patients with elevated levels of anxiety and depression, as well as specific
psychological conditions, such as body image distress. Recommendations are also made for
the provision of support and, where necessary, appropriate referral to specialised physical
and psychological services for patients experiencing distress as a result of physical
symptoms.The guidelines also make recommendations to assist in the reduction of
event-specific distress, such as communication of news of diagnosis or preparation for a
treatment. It is anticipated that measurable psychological outcomes may include: levels of
anxiety and depression; the prevalence, severity and chronicity of body image and sexual
distress; interpersonal problems; and changes to the psychosocial component of chronic and
impairing physical symptoms associated with cancer and its treatments.
Social functioning
The guidelines make recommendations to aid the provision of information about practical
and financial support for patients with cancer, particularly those from rural and remote
settings and those from cultural groups with special needs. Improved social functioning
includes reduced impact on the family, particularly when a patient is required to travel away
from home.
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Best available evidence
The comprehensive literature reviews, which formed the basis of the Psychosocial clinical
practice guidelines: information, support and counselling for women with breast cancer,
and the specific studies commissioned by the NBCC Psychosocial Working Group to
investigate areas of need identified in the reviews, have been utilised, and to some extent,
form the basis of these guidelines.These reviews covered the scientific literature prior to
1997 and identified and synthesised the best available evidence about the key practice
related psychosocial aspects of care. Comprehensive literature searches were also conducted
to identify additional relevant studies from 1997 to 2002.
Evidence was predominately obtained from research in the following cancers known to be
the most frequently occurring cancers in Australia: colorectal, breast, prostate, melanoma,
lung, gynaecological and Non-Hodgkin’s lymphoma. Head and neck cancers that result in
high impairment and pancreatic cancer which has a high mortality were also included (see
appendix D for incidence details).
The reviews and the subsequent literature searches included the following aspects of
psychosocial care:
• the nature, severity and impact of cancer on the emotional well-being of people with
cancer, including how to identify those who may benefit from additional psychosocial
support
• psychosocial support that is appropriate to be offered by members of the treatment team
• psychosocial support that is appropriate to be offered by groups outside the treatment team
• strategies for information-giving for health professionals providing care for people with
cancer, including telling a person they have cancer, discussion of treatment options and
prognosis.
The reviews and subsequent literature searches also included specific searches in areas
identified by members of the Steering Group as being applicable (for example, specific
physical difficulties, survival issues, gender issues). In these cases some of the searches
covered cancer areas outside those identified above.
The reviews and subsequent literature searches examined the design and quality of the
studies and rated the level of evidence in the prescribed method.As a result, extensive
reviews of the material were collated and in some cases independently published.
Studies from specific cancers, general oncology and health literatures were examined during
the review process. In many cases the supporting research is specifically related to a single
cancer type. In other instances the clinical issue has relevance to cancers in general, for
example discussing the diagnosis of cancer. Because of the variations in the extent to which
some themes and cancer types have been researched, there is an imbalance in the evidence
available.Therefore, in these guidelines the best available evidence is cited, and any major
deficiencies in the evidence base noted.
The reader is referred to the primary review documents from the Psychosocial clinical
practice guidelines: information, support and counselling for women with breast cancer
for detailed descriptions of the review methodology and a comprehensive discussion of the
literature reviewed up to 1997.These reviews are available from the National Breast Cancer
Centre on request and as noted above, cover the scientific literature for cancer, not just
breast cancer.The completed reviews include:
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Psychosocial impact of breast cancer: a summary of the literature 1986-1996,26
Psychosocial support for breast cancer patients provided by members of the
treatment team; 1976-199625; and
Psychosocial support for breast cancer patients: a review of interventions by
specialist providers – A summary of the literature 1976-199624
Supporting research reviews:
• Breaking bad news: a review of the literature20
• Effectively discussing treatment options for women with breast cancer: a
review of the literature21
• Preparing women diagnosed with breast cancer for mastectomy or breast
conserving therapy: a review of the literature22
• Talking about prognosis with women with early breast cancer.368
The comprehensive literature searches conducted to identify relevant studies post 1996
utilised the same review methodology as that outlined in the primary review documents.
The exception being the use of additional key words to those cited.

Consultation process
The guidelines have undergone an extensive consultation process.The key aspects of this
process and a list of all submissions received are outlined below.

Key aspects of the consultation process underpinning the
guideline development
• Public consultation as required by NHMRC, initiated in June 2002. Modifications were
made, based on submissions received by the end of August 2002 (listed below).
• The guidelines were also sent out to relevant experts, representatives of the professional
colleges and consumer representatives. Modifications were made, based on submissions
received by the end of August, 2002 (listed below).
• Modifications to the guidelines were presented to the Clinical practice guidelines for
the psychosocial care of adults with cancer steering group in September 2002 with
subsequent modifications by the Steering group.
• Final draft submitted to the NHMRC for endorsement.
Submissions received from the ‘Public’ and ‘Additional’ consultation
Dr Paul Ireland

Deputy Director
National Cancer Control Initiative
1 Rathdowne St
Carlton Vic 3053

Dr David Boadle

Chief Health Officer
Department of Health & Human
Services,Tasmania
GPO Box 125B
Hobart TAS 7001
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Dr Paul Mercer

Member of the Quality Care Committee,
Royal Australian College of General

Practitioners
Silky Oaks Medical Clinic
GPO Box 51193
Manly QLD 4179
Ms Lisbeth Lane

Psychologist
Illawarra Women’s Health
PO Box 61
Warilla NSW 2528

Mr Graeme Brien,AM

Executive Director
Queensland Cancer Fund
PO Box 201
Spring Hill QLD 4004

Ms Robyn Cross

Acting Deputy Director
Integrated Health Care Program
ACT Community Care
Level 3,ACT Community Care Building
Moore & Alinga Streets
Canberra ACT 2601

Dr Will Cairns

President
The Australian and New Zealand Society
of Palliative Medicine Inc.
The Townsville Hospital
PO Box 670
Townsville QLD 4810

Dr Fran Boyle

Chair
Medical Oncology Group Australia
The Bill Walsh Cancer Research Laboratory
Dept of Clinical Oncology
Royal North Shore Hospital
St Leonards NSW 2065

Dr Elizabeth Hindmarsh

Member of the Quality Care Committee,
Royal Australian College of General

Practitioners
71 Glebe Point Road
Glebe NSW 2037
Ms Susan Rooney

Chief Executive Officer
Cancer Foundation of WA Inc
46 Ventnor Avenue
West Perth WA 6005

Ms Lyn Swinburne

National Coordinator
Breast Cancer Network Australia
PO Box 4082
Auburn South VIC 3122
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Ms Lin Oke and
Ms Jane Pearson
Ms Louise Koelmeyer

Chief Executive Officer
OT Australia
6 Spring Street
Fitzroy Vic 3065

Professor Peter Ravenscroft

Chairman
Australasian Chapter of Palliative Medicine
145 Macquarie Street
Sydney NSW 2000

Dr Andrew Penman and
The Cancer Education Research
Program, University of Newcastle

Chief Executive Officer
The Cancer Council NSW
PO Box 572
Kings Cross NSW 1340

Dr Liz Kenny and
Dr Michael Black

Dean
Faculty of Radiation Oncology
The Royal Australian and New Zealand
College of Radiologists
Level 9
51 Druitt Street
Sydney NSW 2000

Mr Shane Solomon

Executive Director
Department of Human Services,VIC
Metropolitan Health & Aged Care Services
GPO Box 4057
Melbourne VIC 3001

Mr David Stokes and
Associate Professor J.Toumbourou,
National Chair,APS College of
Health Psychologists

Manager, Professional Issues
The Australian Psychological Society
Level 11
257 Collins Street
Melbourne VIC 3000

Dr H Lindner,
Victorian Chair,APS College of
Health Psychologists
Ms M Cobain
National Chair,APS College of
Counselling Psychologists
Dr S Ballinger
National Chair,APS College of
Clinical Psychologists
Mr A Stuart and
Ms K Robinson, Mental Health and
Special Programs Branch

First Assistant Secretary, Health Services Division
Commonwealth Department of
Health and Ageing,
Health Services Division
MDP 37, GPO Box 9848
Canberra ACT 2601
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Ms Lucinda Daley

Social worker
Sir Charles Gairdner Hospital
Hospital Avenue
Nedlands WA 6009

Professor David Kissane

Director
Centre for Palliative Care
University of Melbourne and
St Vincent’s Hospital
41 Victoria Parade
Fitzroy VIC 3065

Dr Richard White

Senior Staff Psychiatrist
Royal Prince Alfred Hospital
Missenden Road
Camperdown NSW 2050

Mr Max Gardiner

Support and Advocacy Committee
Prostate Cancer Foundation of Australia
PO Box 1332
Lane Cove NSW 1595 and
Cancer Voices NSW
PO Box 376
Vaucluse NSW 2030

Dissemination and Implementation
The psychosocial guidelines have a broad target area.This includes a range of health
professionals involved in the care of adult patients with cancer, such as specialist clinicians,
general practitioners, psychologists, nursing staff and social workers, and other groups
including allied health organizations.The guidelines are also of interest to consumers.
Strategies for dissemination and implementation of the guidelines have been considered,
taking into account the wide range of interested parties and the potential need to tailor plans
for various target groups.
Strategies for dissemination and implementation of the guidelines will be drawn from the
NBCC and their experience obtained through the implementation of the Psychosocial
clinical practice guidelines: information, support and counselling for women with breast
cancer. Evaluation and updating processes will be in accordance with NHMRC guidelines.

Endorsement
The guidelines were endorsed by the National Health and Medical Research Council in April
2003 and will be circulated to relevant stakeholders as a critical first step to aid
dissemination and implementation.

Dissemination
Information technology provides a means for ready access and dissemination of the
guidelines, a particular consideration given the extensive target audience.The guidelines
will be made available on the Internet websites of the NHMRC.
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Subject to funding, copies of the guidelines will be made available to relevant professional
groups, allied health organisations, State and Territory health authorities, cancer treatment
centres, consumer groups, professional colleges and associations, public policy makers and
professional journals.
The availability of the guidelines will be advertised through a variety of means.This will
include notification to relevant:
• professional groups, colleges and associations
• Cancer Councils/societies
• Commonwealth, State and Territory health authorities
• consumer groups and organisations
• hospitals and cancer treatment centres
• University medical schools
• public policy makers.
The guidelines will be advertised through newsletters published by the NBCC, NCCI and
other cancer organisations, and will be promoted through presentations at professional
meetings and conferences.
Information about communication skills training programs already developed by the NBCC,
which may assist health professionals to implement information aspects of the guideline
recommendations, will be publicised.

Consultation/feedback
Since acceptability of the guidelines by relevant stakeholders is a critical first step towards
their implementation, consultation is an integral part of the implementation process.The
guidelines have undergone an extensive consultation process that included both a public
consultation and additional consultation in which the guidelines were sent to professional
colleges and associations, and other interested parties such as Cancer Councils/societies,
consumer groups etc for review.

Consideration of local conditions and resource complaints
The guidelines have been framed in a manner that is flexible and mindful of the variation in
local conditions and resource considerations. However, the opportunity to implement some
of the recommendations may be limited by local circumstances and the availability of
resources such as access to psychiatrists, clinical psychologists or specialist oncology nurses.
Economic implications
Some of the recommendations in these guidelines are more independent of resource
constraints than others.The majority of the recommendations reflect changes in clinicianconsumer interaction and therefore incur no or trivial costs.A number of recommendations
also guide health professionals and consumers to information about available local resources
and resources that may be underutilised such as financial assistance for people traveling to
city treatment centres from rural settings.
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Some of these recommendations may lead to the patients themselves incurring costs for their
psychological care.
There are some recommendations that may be difficult to implement within current resource
arrangements, including the provision of trained professionals, such as psychiatrists or clinical
psychologists. Consideration has been given to undertaking projects to explore what is
required to meet these needs and develop resources, such as specialist nurses, in diverse
treatment settings.

Evaluation
An important part of the guideline development and implementation process is the
evaluation of their effectiveness.A strategy for evaluating the guidelines will be developed at
the implementation stage.

Revision
The psychosocial guidelines reflect the best available knowledge at the time of their
publication.The NBCC’s Psychosocial Expert Advisory Group meets regularly and provides a
mechanism to review advances in the field.

Further research
As a result of the review process, a number of areas of supportive care have been identified
as requiring additional research before stronger evidence-based recommendations can be
made.These include:
• sexuality and body image
• psychosocial needs of people with advanced cancer
• psychological intervention in palliative care and the transition to palliative care
• strategies to improve the detection of psychological difficulties in people with cancer
• psychosocial needs and the nature of support likely to benefit survivors of cancer
• management of chronic physical and cognitive symptoms, such as post treatment fatigue
• prevention and management of lymphoedema
• the information and support needs of the children of people with cancer
• the provision of support for patients who have concerns about new relationships
post diagnosis
• support needs of people with cancer in Aboriginal and Torres Strait Islander communities
• the effectiveness of pastoral care
• optimal methods for psychosocial referral and practical strategies to improve uptake
• the acceptability and effectiveness of psychosocial interventions in elderly patients.
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In addition, the review process has highlighted a number of other areas in which research is
very limited.These include:
• body image in cancer areas other than breast cancer
• fertility for cancers other than testicular cancer
• lymphoedema in cancer areas other than breast cancer
• traumatic symptomatology in cancer areas other than breast cancer
• the development and evaluation of the role of specialist nurses in cancer areas other than
breast cancer
• the use of social and professional support by people in rural areas.

APPENDIX D:INCIDENCE OF CANCERS IN
AUSTRALIA IN 1998
The following incidence tables have been developed from information presented in Cancer
in Australia 1998. Australian Institute of Health and Welfare (AIHW) 2001.

Table A.D.1: Most frequently occurring cancers in Australia in 1998*
Cancer
Colorectal
Breast
Prostate
Melanoma
Lung
Gynaecological (Uterine, Ovarian, Cervical)
Non Hodgkins Lymphoma
Unknown Site
Bladder
Kidney
Leukaemia’s
Stomach
Head and neck
Pancreatic
Brain
*This excludes non-melanocytic skin cancer.
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Persons
11289
10755
9869
7891
7795
3483
3208
3167
2803
2191
2106
1905
1750
1729
1262
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Table A.D.2: Most frequently occurring cancers in Australia in 1998 by gender
Males

Females

Cancer

Persons

Prostate
Colorectal
Lung
Melanoma
Bladder
Non Hodgkins Lymphoma
Unknown Site
Kidney
Stomach
Pancreatic

9869
6131
5307
4398
2068
1742
1629
1333
1238
860

Cancer
Breast
Colorectal
Melanoma
Lung
Unknown Site
Non Hodgkins Lymphoma
Uterine
Ovarian
Pancreatic
Cervical

Persons
10665
5158
3493
2488
1538
1466
1399
1216
869
868

A P P E N D I X E : R E S O U R C E S A N D C O N TA C T S
F O R PAT I E N T S A N D T H E
T R E AT M E N T T E A M

RESOURCES
Resources for patients
Consumer guidelines
The following consumer guidelines are available from the National Health and Medical
Research Council (NHMRC), the National Breast Cancer Centre (NBCC) or the Australian
Cancer Network (ACN):
• A guide for women with early breast cancer (booklet)
Available from the NHMRC and/or the NBCC
• A guide for women with metastatic breast cancer (booklet)
Available from the NHMRC and/or the NBCC
• Guidelines for the prevention, early detection and management of colorectal cancer:
a guide for patients, their families and friends
Available from the NHMRC and/or the ACN
• Localised prostate cancer: a guide for men and their families
Available free of charge from the ACN.
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Other
Detailed information about other available consumer resources for specific cancers can be
obtained from the Cancer Helpline or State and Territory cancer organizations outlined later
in this section.

Resources for health professionals
Guidelines and recommendations
The following guidelines are available from The National Health Medical Research Council
(NHMRC) publications website, the Australian Cancer Network (ACN), the National Cancer
Control Initiative (NCCI), or specific cancer websites:
• Clinical practice guidelines for the management of early breast cancer
Available from the NHMRC and/or the NBCC
• Clinical practice guidelines for the management of advanced breast cancer
Available from the NHMRC and/or the NBCC
• Clinical practice guidelines for the management of colorectal cancer
Available from the NHMRC, the ACN, and/or the NCCI
• Clinical practice guidelines for the management of colorectal cancer:
a guide for general practitioners
Available from the NHMRC, the ACN or the NCCI
• Clinical practice guidelines for the management of cutaneous melanoma
Available from the NHMRC and/or the ACN
• Familial aspects of cancer: a guide to clinical practice
Available from the NHMRC, and/or the ACN
• Familial aspects of bowel cancer: a guide for health professionals
Available from the NHMRC, and/or the ACN
• General guidelines for medical practitioners about providing information to patients
Available from the NHMRC
• The pathology reporting of breast cancer: a guide for pathologists, surgeons and
radiologists. Recommendations of the Australian Cancer Network working party
Available from the NHMRC, the ACN and/or the NBCC
• Psychosocial clinical practice guidelines: providing information, support and
counselling for women with breast cancer
Available from the NHMRC and/or the NBCC
• National palliative care strategy: a National framework for palliative care
service development
Available from the Commonwealth Department of Health and Ageing – Mental
Health and Special Programs Branch.
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At the time of publicaton, a number of other guidelines were also in development:
• Guidelines for the management of localized prostate cancer (final stage of NHMRC
review, available from the Prostate Cancer Foundation of Australia)
• Guidelines for the management of lung cancer
• Guidelines for the diagnosis and management of lymphoma
• Guidelines for the management of epithelial ovarian cancer.
Other
Detailed information about other available clinician resources for specific cancers can be
obtained from the Cancer Helpline or State and Territory cancer organizations outlined later
in this section.

Resources for patients and health professionals
Detailed information about available resources for specific cancers can be obtained from the
Cancer Helpline or State and Territory cancer organizations (see contact details listed later in
this section).
The Internet also has a considerable amount of information about cancer.A good place to
start searching the Internet is through the Home Page of reputable cancer organizations/
associations or support networks.A list of recommended Internet sites is also available in
Appendix J.

C O N TA C T S
To learn more about cancer and the services and support available to a patient and their
family, the following contacts may be helpful.

Nationally
Cancer Helpline
The Cancer Helpline provides general information as well as information about local
resources.This service can be accessed from anywhere in Australia for the cost of a local call,
connecting to local cancer organisations:
Ph: 13 11 20
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National Breast Cancer Centre (NBCC)
The NBCC is funded by the Australian Government to improve breast cancer control on a
national level by: analysing research and making it readily available to women and health
professionals; developing, disseminating and encouraging the adoption of clinical guidelines
to improve the diagnosis, treatment and support of women with breast cancer; providing
accurate and accessible information to well women, women with breast cancer, primary care
providers and breast cancer specialists; developing a national monitoring system to provide
information about all aspects of breast cancer. Contact details are:
Locked Bag 16
Camperdown NSW 1450,
Ph: (02) 9036 3030
Fax: (02) 9036 3077
Email: directorate@nbcc.org.au
Website: www.nbcc.org.au
The National Cancer Control Initiative (NCCI)
The NCCI is funded by the Australian Government and is a partnership between The Cancer
Council Australia and the Department of Health and Ageing.The NCCI is a key expert
reference body providing timely advice, identifying appropriate initiatives and making
specific recommendations to the Commonwealth Government and other key groups
regarding the prevention, detection, treatment and palliation of cancer for all Australians. The
Initiative works closely with other bodies and is a National Health Priority Area Initiative of
the Commonwealth Government. Contact details are:
1 Rathdowne St
Carlton VIC 3053
Ph: (03) 9635 5108
Fax: (03) 9635 5320
Email: enquiries@ncci.org.au
The Cancer Council Australia (TCCA)
Australia’s national non-government cancer control organisation. Its members are the eight
State and Territory cancer organisations.These work together to undertake and fund cancer
research, prevent and control cancer and provide information and support for people
affected by cancer. Contact details are:
Level 5, Medical Foundation Building
92-94 Parramatta Rd
Camperdown NSW 2050
Ph: (02) 9036 3100
Fax: (02) 9036 3101
Email: info@cancer.org.au
Website: www.cancer.org.au
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Australian Cancer Network (ACN)
Established by The Cancer Council Australia and the Clinical Oncological Society of Australia
to improve cancer management and promote collaboration between and with professional
bodies across Australia. It extends the outreach of The Cancer Council Australia to a large
number of professional colleges and societies.The ACN has developed and disseminated
evidence-based clinical practice guidelines for several areas of cancer management.
Contact details are:
Mail: GPO Box 4708
Sydney NSW 2001
Ph: (02) 9036 3120
Fax: (02) 9036 3121
Email: acn@cancer.org.au
National Health and Medical Research Council (NHMRC)
Government body that brings together and draws upon the resources of all components of
the Australian health system. It funds health and medical research, provides ethical guidance
on health and medical research issues, and provides health advice. It publishes guidelines,
information papers and pamphlets about a range of health issues, drawing on the best expert
advice and ensuring that the published advice is both current and relevant for the Australian
community. Contact details are:
GPO Box 9848
Canberra ACT 2601
Ph: (02) 6289 9184
Fax: (02) 6289 9197
Website: www.health.gov.au/nhmrc
BreastScreen Australia
Commonwealth initiative supported by all State and Territory governments that aims to
detect breast cancer at an early stage in women aged 50 years and over. Some BreastScreen
centres have designated counsellors available. Information about local BreastScreen services
can be accessed from anywhere in Australia for the cost of a local call:
For more information phone: 13 20 50
National Cervical Screening Program
A joint Commonwealth and States/Territories initiative to prevent cervical cancer.The
website includes information for health professionals and patients regarding cervical
screening and potential risk factors for cervical cancer.
Website: www.cervicalscreen.health.gov.au
Breast Cancer Support Service (BCSS)
This free and confidential service extends practical and one-to-one social support to women
diagnosed with breast cancer. BCSS support workers are themselves breast cancer survivors
who are matched to the woman according to relevant social and treatment characteristics.
For more information phone: 13 11 20
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Prostate Cancer Foundation of Australia
National organisation acting to reduce the impact of prostate cancer on Australian men, their
families and the community by: providing access to information, support and counselling;
funding research into the causes, detection, diagnosis and treatment of prostate cancer; and
raising community awareness. Contact details are:
Shop 3/115 Longueville Road
Lane Cove NSW 2066
Ph: (02) 9418 7942 or 1800 220 099
Fax: (02)9420 3635
Website: www.prostate.org.au
Australian Council of Stoma Associations (ACSA)
The ACSA represents all stoma associations throughout Australia. It provides liaison with the
Australian government and appliance suppliers and coordinates the Stoma Appliance Scheme,
The ACSA also coordinates support services for ostomates throughout Australia and publishes
a national journal.The ACSA can provide patients who have undergone stomal surgery access
to local associations and support groups, and information and advice about locally available
resources. Contact details are:
Website: www.australianstoma.org.au
Mental Health and Special Programs Branch
Department that provides information to health professionals, consumers, carers and families
about the Commonwealth Government’s national initiatives, available publications and
resources in the area of mental health and special access programs such as Palliative care and
Stoma appliances.
Website: www.mentalhealth.gov.au
Palliative Care Australia
Palliative Care Australia is the national peak body for palliative care in Australia with member
groups in each of the States and Territories.Their goal is to work toward the relief of pain
and suffering of dying people and the provision of the care they, and their families, need.
Contact details are listed below. State and Territory contact details can be obtained from the
national body.
PO Box 24
Deakin West ACT 2600
Ph: (02) 6232 4433
Fax: (02) 6232 4434
Email: pcainc@pallcare.org.au

State and Territory cancer organisations and associated numbers
State and Territory Cancer Councils provide information and educational resources about all
types of cancers. Some have lending libraries. Many cancer organisations also have developed
their own publications about cancer and treatments.To find out about cancer support groups
and other local services, State or Territory cancer organisations and the Cancer Helpline
should be contacted.
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The Cancer Council ACT
159 Maribyrnong Avenue
Kaleen ACT 2617
Ph: (02) 6262 2222
Fax: (02) 6262 2223
Email: actcancer@actcancer.org
Website: www.cancer.org.au/act/
The Cancer Council NSW
153 Dowling St
Woolloomooloo NSW 2011
Ph: (02) 9334 1900
Fax: (02) 9358 1452
Email: feedback@cancercouncil.com.au
Website: www.cancercouncil.com.au
The Cancer Council Northern Territory
Shop 3 Casi House
Van Derlyn Dr
Casuarina NT 0810
Ph: (08) 8927 4888
Fax: (08) 8927 4990
Email: uvstop@cancernt.org.au
Website: www.cancercouncilnt.citysearch.com.au
The Cancer Council Tasmania
140 Bathurst St
Hobart TAS 7000
Ph: (03) 6233 2030
Fax: (03) 6233 2123
Email: infotas@cancer.org.au
Website: www.cancer.org.au/tas
The Cancer Council Victoria
1 Rathdowne St
Carlton South VlC 3053
Ph: (03) 9635 5000
Fax: (03) 9635 5270
Email: enquiries@accv.org.au
Website: www.accv.org.au
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The Cancer Council South Australia
202 Greenhill Rd
Eastwood SA 5063
Ph: (08) 8291 4111
Fax: (08) 8291 4122
Email: cancersa@cancersa.org.au
Website: www.cancersa.org.au
Cancer Foundation of Western Australia
46 Ventnor Ave
West Perth WA 6008
Ph: (08) 9212 4354
Fax: (08) 9212 4399
Email: cancerwa@cancerwa.asn.au
Website: www.cancerwa.asn.au
Queensland Cancer Fund
553 Gregory Terrace
Fortitude Valley QLD 4006
Ph: (07) 3258 2200
Fax: (07) 3257 1306
Email: qldcf@qldcancer.com.au
Website: www.qldcancer.com.au

Action and support groups
Breast Cancer Network Australia
The Breast Cancer Network Australia is the national umbrella group that links individual
women with breast cancer and support and advocacy groups around Australia.The BCNA
also publishes a free, quarterly newsletter,The Beacon, which details and discusses issues,
information and resources for women with breast cancer.There is a BCNA representative
in every State and Territory, who can be contacted at:
PO Box 4082,
Auburn South Vic 3122
Ph: (03) 9805 2500
Fax: (03) 9805 2599
e-mail: beacon@bcna.org.au
http://www.bcna.org.au

Clinical practice guidelines for the psychosocial care of adults with cancer

145

OvCa Australia
OvCa Australia is a ‘not-for-profit’ organisation that aims to increase awareness of ovarian
cancer, to promote the need for effective early detection and to provide support to women
and families. OvCa has implemented a ‘Buddy Support’ program through which women with
ovarian cancer can access one-to-one support from a volunteer who is themselves either a
patient with ovarian cancer or a supporter or carer. Contact details are:
PO Box 2365
Fitzroy VIC 3065
Ph: 1300 660 334
Email: info@ovca.org
Website: http://www.ovca.org
The Support and Advocacy Committee of the Prostate Cancer Foundation
of Australia
This association is part of the Prostate Cancer Foundation of Australia. It aims to represent
the interests of all men diagnosed with the disease through a nationwide network of
affiliated support groups, the leaders of which have usually experienced treatment
successfully. Contact details for the association are:
Max Gardner, President Ph: (02) 9337 3371
Con Casey, Secretary

Ph: (02) 9938 2426

Website: www.prostatehealth.org.au or www.prostate.org.au
Contact details for local support groups can be obtained through:
Ph: 1800 220 099
Website: www.prostate.org.au or www.prostatehealth.org.au
Australian Prostate Cancer Collaboration
The Australian Prostate Cancer Collaboration is an organisation that aims to reduce mortality
and morbidity and improve the quality of life for men with prostate cancer, and to develop
strategies for the prevention of the disease. It also provides men with access to local support
groups and information and advice about locally available resources. Contact details are:
C/- Flinders Cancer Centre
Bedford Park, SA 5042
Phone: (08) 8204 4288
Email: cancer.centre@flinders.edu.au
Website: www.prostatehealth.org.au (Lions Australia Prostate Cancer website)
Men can also contact local Cancer Councils directly on the Cancer Helpline (13 11 20)
Other
For information about local action and/or support groups for specific cancers not listed
above, or teleconference support, patients can contact local State and Territory organisations
or the Cancer Helpline on 13 11 20.
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Support groups for specific difficulties
Lymphoedema Associations & Support Groups
These groups provide information about lymphoedema, local services and resources and
support. Some states and territories also have regional and special interest support groups.
The National organisation can provide contact details for all state and territory organisations
which in turn can provide details for local groups in their respective states.
The Lymphoedema Association of Australia
Dr Judith Casley-Smith (Director)
98 Cambridge Terrace
Malvern SA 5061
Ph: (08) 8271 2198
Fax: (08) 8271 8776
Email: casley@internode.on.net
Website: www.lymphoedema.org.au
The Australian Lymphology Association
8 Kergo Place
Wantirna South VIC 3152

Continence Support Groups
Continence Foundation of Australia
The Continence Foundation of Australia exists to serve the interests of incontinent people
throughout Australia by improving access to and availability of services, providing
information and advice and promoting education, support and research.The Foundation can
provide contact details for all state and territory bodies.The Foundation can be contacted at:
AMA House 293 Royal Parade
Parkville VIC 3052
Ph: (03) 9347 2522
Fax: (03) 9347 2533
Website: www.contfound.org.au
National Continence Helpline
The National Continence Helpline is a joint project of the Commonwealth Government and
the Continence Foundation of Australia. It provides free, professional and confidential advice
about any continence issue to people with incontinence, their families and carers.The
Helpline also provides supplementary information for medical and allied health professionals
Ph: 1800 330 066
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Look Good...Feel Better
A community service for women undergoing cancer treatment, sponsored by the Cosmetic,
Toiletry and Fragrance Association of Australia Inc., dedicated to teaching women beauty
techniques to help restore their appearance and self-image during chemotherapy and
radiotherapy.Workshops are held every 6-8 weeks at selected cancer treatment centres.
Further information and contact details for each state can be obtained from the:
National Helpline: 1800 650 960
Laryngectomy Associations and support groups
These groups provide information about local services, resources, meetings and support for
people who have undergone laryngectomy. Contact details for the Secretaries of the
Laryngectomy Associations for each state can be obtained from the:
The Cancer Council Australia Ph: (02) 9036 3100,Website: www.cancer.org.au or
Cancer Helpline: 13 11 20.
Stoma support
The Australian Council of Stoma Associations can provide patients who have undergone
stomal surgery access to local associations and support groups.
Website: www.australianstoma.org.au
Erectile dysfunction support
The Prostate Cancer Foundation and the organisations and associations listed under the ‘Peer
Support Groups’ section can provide patients with information about local associations and
support groups. In addition patients can call the Cancer Helpline on 13 11 20.
Infertility support
Information can be obtained from local State and Territory organisations or from the Cancer
Helpline on 13 11 20.
Other
For information about support groups for specific difficulties not listed above, patients can
contact local State and Territory organisations or the Cancer Helpline on 13 11 20.
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A P P E N D I X F : F I N A N C I A L A S S I S TA N C E F O R
T R AV E L A N D
A C C O M M O D AT I O N
Patients travelling to the city for treatment may be eligible for a government scheme to
provide financial assistance for travel and accommodation expenses. However, many patients
are unaware of their eligibility for this support.This scheme has a different name in each
State and Territory:
ACT

Interstate Patient Travel Assistance Scheme (IPTAS)

NSW

Isolated Patients’Travel and Accommodation Assistance Scheme (IPTAAS)

NT

Patient Assistance Travel Scheme (PATS)

QLD

Patient Travel Subsidy Scheme (PTSC)

SA

Patient Assistance Transport Scheme (PATS)

TAS

Patient Travel Assistance Scheme (PTAS)

VIC

Victorian Patient Transport Assistance Scheme (VPTAS)

WA

Patient Assisted Travel Scheme (PATS)

Patients should be advised that they may need to claim in advance in some states. In some
states, support is available for family members, and some states also have patient accommodation
available through the cancer organisations or hospitals at reduced costs.A list of available
resources can be attained from each State and Territory cancer organisation or local hospital.

A P P E N D I X G : R E C O M M E N D AT I O N S F O R
S T R AT E G I E S T O
OV E R C O M E B A R R I E R S
TO E F F E C T I V E
PSYCHOSOCIAL REFERRAL
A workshop about Communication Skills for Cancer for Nurses, Social Workers and
Psychologists, auspiced by the Clinical Oncological Society of Australia and the National
Breast Cancer Centre, was held in Melbourne in June 2001.Ten groups of four to seven
participants, each led by an expert facilitator, discussed (i) perceived barriers to effective
referrals, and (ii) possible strategies to overcome barriers and optimise the referral process.A
scribe in each group took extensive notes and the facilitators communicated the results back
to the whole group for discussion.The reports from each group and notes taken during the
large-group discussion were analysed for themes, which are summarised below.

System barriers
The most commonly cited system barrier to effective referral was the lack of psychosocial
professionals, especially in rural settings. Even in better resourced urban settings, hospital
staff were often uninformed about appropriate referral sources, or could not access the right
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person at the right time. Sometimes psychosocial professionals in private practices were
utilised, but only a proportion of patients could afford these services. Insufficient access to
interpreters was identified as another system barrier to effective referrals by workshop
participants.

Strategies to overcome system barriers
To overcome system barriers, participants identified the following strategies:
• identify patients’ current resources. For example, a friend, member of the family, family
physician or priest may be already providing good psychosocial care. Informing and
supporting this person may be less time-consuming and more effective than trying to
find a scarce psychosocial professional
• develop a service directory of local community resources, including support groups, the
relevant State or Territory Cancer Council, peer support networks and private practitioners.
Familiarise staff with the contents and location of the directory
• lobby to get more cancer-specific psychosocial positions
• explore the possibility of sharing psychosocial positions with other departments
• if insufficient psychosocial staff are available, introduce a consultative role, where the
psychosocial professional provides support, ideas and debriefing to existing staff, rather
than directly providing patient care.

Professional barriers
Participants thought that effective referral was much more difficult in a work culture that
emphasised physical, rather than emotional patient needs. If the oncology treatment team as
a whole did not agree on criteria for referral, and did not endorse time spent discussing
emotional issues and arranging a referral, individual staff members were less likely to give
this priority. Nurses felt they sometimes lacked control over the referral process if a formal
medical referral was required and the doctor disagreed with their assessment that a referral
was needed.
Participants felt that assessment of emotional distress might not be undertaken if staff felt
unskilled to deal with emotions or had insufficient time. Raising psychosocial issues was seen
as potentially ‘opening the Pandora’s box’. Participants also felt they could become ‘hardened’
to patients’ cancer experiences, and fail to recognise significant emotional distress.
Another problem identified by participants was that many health professionals are confused
about when and how to make a referral, and also knowing who should refer to whom.
General ignorance about psychosocial care was also noted as a problem. Staff may fear losing
a special bond they have built up with the patient if they refer on.They may feel that they
are the most qualified to help the patient because of that bond, even if they do not have specialist
psychosocial skills.They might also fear loss of control over the patient’s management plan.
Personal preferences and prejudices about psychosocial professionals might reduce willingness
to refer, as might concern about stigmatising the patient. Non-integration of psychosocial
professionals into the oncology team was thought to contribute to confusion about differing
psychosocial, nursing and doctor roles, and mistrust of psychosocial professionals. Further
referrals were also discouraged by a lack of feedback following a referral, or feedback from
the patient about a poor experience with the psychosocial professional.
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Strategies to overcome professional barriers
To overcome professional barriers, participants identified the following strategies:
• talk through team disagreements about priorities and responses to psychosocial concerns
• get the team involved in some psychosocial research and/or have experts present
psychosocial findings at staff meetings
• introduce psychosocial issues as part of regular case management
• educate and up-skill all staff to elicit patients’ emotional concerns and to respond to
these, with referrals as appropriate
• have an additional, separate psychosocial meeting if there are enough staff to focus
specifically on psychosocial issues
• define team roles, recognising overlap and team-member’s particular expertise
• develop formal and informal assessment procedures for psychosocial distress
(eg questionnaires and clinical strategies such as asking a psychosocial question in the
first 3 minutes of every consultation/interview)
• develop critical pathways for psychosocial care
• develop feedback mechanisms between psychosocial professionals and referring staff,
such as a copy of the letter sent to the consultant
• allow all staff to refer, providing the referral is documented
• introduce a psychosocial clinic for half a day or a full day, to which all staff can refer
patients for an initial assessment
• coach the patient to ask the consultant for a referral, if they want one; and
• introduce performance management and clinical supervision.

Patient barriers
Patients were thought to refuse a referral if they were ‘in denial’, and did not want to
acknowledge psychosocial difficulties.This might especially apply to older patients, who
believed in the ‘stiff upper lip’ and that psychosocial referral reflected their own failure to
cope as they should. Such attitudes might also come from patients’ families who feel they can
look after their own, and who fear loss of face in their community if psychosocial referral
became known.
Patients might also resist referral if they did not want to disclose concerns to another person,
or want to stay with a trusted staff member with whom they are already comfortable.

Strategies to overcome patient barriers
To overcome patient barriers, participants identified the following strategies:
Denial
• explore ‘allowed’ issues like pain, and then move to emotional issues
• find the ‘crack’ in the denial and negotiate, eg ‘You say you are fine, but you also say you
are not sleeping at night.That is an important problem. Perhaps we could help you with that’
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• try at another time. This may not have been the ‘right’ time. Research suggests that many
people focus on emotional issues after the treatment has concluded.
Stigma and resistance
• provide patients with written and verbal material (in appropriate language) about likely
emotions and help available. Normalise emotions and psychosocial referral: i.e. people
with cancer are normal people undergoing an extraordinary experience, and should
receive help. Encourage discussion of emotional issues
• use analogies, eg ‘you wouldn’t hide a broken leg, or use a band-aid to fix it up – why
respect emotional needs less?’ and ‘You are more than just your cancer’
• introduce psychosocial professionals early as part of the oncology team, and if possible,
face-to-face. Display a poster showing names and photos of the whole team, to emphasise
the multidisciplinary nature of the team. Explain special areas of expertise of each person
in the team, rather than using their titles and discipline
• separate (openly negotiated in front of all concerned) patient and family and explore
their separate needs if necessary
• if you believe a referral to be appropriate, discuss the person’s strengths, before the issues
underlying the need for referral
• suggest you are struggling with the issues they have raised, and would like some extra
support and expertise
• note that psychosocial professionals can provide an additional way of looking at things,
not necessary the solution. Present the referral as adding to the stock of tools they and
you are using – not as a failure of yourself or them. Suggest that the new person will
make a team of three working on the problem (you, the patient and the new person),
rather than changing from you to them
• re-frame asking for help as a strength
• initially, ask a psychosocial professional for advice, and bring back their ideas to the
patient, eg ‘Mary suggested this – she had some other ideas too, and would be happy to
talk with you herself at any time’
• offer to tell the patient’s story to the new health professional, so they don’t have to go
over it all again and facilitate the first contact, perhaps accompanying them
• positively promote the psychosocial service as evidence-based
• offer to communicate with family members who may see the referral as negative, and
work with the patient on how they will respond to negative feedback
• acknowledge that not all people get on, and ask the person to come back to you if they
are uncomfortable with the referral.This can reassure them that you are not abandoning them
• note that referral often involves only one visit, that the length of contact will be
negotiated, that there is no commitment to continue and that confidentiality is assured
• openly discuss financial issues, if they are relevant
• write a formal referral letter, to ensure both you and the patient are clear about why you
are referring, and why to that particular person
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• match the patient with an individual staff member (eg men may be better off seeing men,
even if the profession is not perfect)
• obtain advice about culturally appropriate care.

A P P E N D I X H :S E RV I C E S F O R P E O P L E F RO M
C U LT U R A L LY A N D
L I N G U I S T I C A L LY D I V E R S E
BACKGROUNDS

T H E T R A N S L AT I N G A N D I N T E R P R E T I N G S E RV I C E ( T I S )
The Translating and Interpreting Service (TIS) is a national service with offices in each State
and Territory.The service offers both telephone and face-to-face interpreting. If an interpreter
is needed to attend an appointment, this will need to be booked a few days in advance.TIS is
available 24 hours a day, 7 days a week.The TIS can be contacted from anywhere in Australia,
for the cost of a local telephone call, on 13 14 50.
Some states and territories also have other interpreter services available in a range of
community languages. Some have health interpreters who are specially trained to interpret
medical terms and procedures.The service is usually free of charge in public hospitals (some
services do charge a fee). In addition to the interpreter services listed below, the patient’s GP
or local Departments of Social Security may be able to provide information about additional
services in their area.

National (Australia Wide)
Translating and Interpreting Service (TIS) 13 14 50 (local call cost, 24 hour).To book an
on-site interpreter call 1300 655 081
ACT:

ACT Health Care Interpreters

NSW:

Health Care Interpreter Service

NT:

(02) 6205 3333

Central & South Eastern Sydney

(02) 9515 3222

Northern Sydney

(02) 9926 7560; (02) 9962 5772 (A/H)

South Western Sydney

(02) 9828 6088; (02) 9616 8111 (A/H)

Western Sydney & Wentworth

(02) 9840 3456; (02) 9840 3456 (A/H)

Hunter

(02) 4924 6285; (02) 4921 3000 (A/H)

Illawarra

(02) 4274 4211

Greater Murray and Southern

1800 247 272

All other country areas

1800 674 994

Northern Territory Interpreter and Translator Service
Darwin

1800 676 254
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Alice Springs

(08) 8951 5389

Aboriginal translator services
Darwin

(08) 8924 4300; (08) 8924 4223

Alice Springs

(08) 8951 5576; (09) 8924 3400

QLD:

No other accredited interpreter services call TlS

SA:

Interpreting and Translating Centre (ITC),

13 14 50

Multicultural and Ethnic Affairs Commission

(08) 8226 1990

TAS:

AMIGOS Translate

(03) 6288 5480

VIC:

Central Health Interpreting Service (CHIS)

(03) 9370 1222

Victorian Interpreting and Translating Service

(03) 9280 1955

No other accredited interpreter services call TIS

13 14 50

WA:

A U S T R A L I A N T R A N S C U LT U R A L M E N T A L
H E A LT H N E T W O R K
The Australian Transcultural Mental Health Network is a national body that links State and
Territory transcultural mental health centres and networks with the goal of improving mental
health outcomes for Australia’s diverse communities.The service provides information about
and access to:
• Australian transcultural mental health organisations
• Transcultural mental health centres
• National and peak bodies
• Linkage, advocacy and consumer groups
• Library and information services
• Research and policies
• Consumers and carers services - access to information about relevant national, state and
local agencies that cover issues for carers and consumers within a culturally and
linguistically diverse society.
Ph: (02) 9840 3333
Fax: (02) 9840 3388
Locked Bag 7118
Parramatta BC NSW 2150
Email: atmhn@wsahs.nsw.gov.au
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M U LT I C U LT U R A L C A N C E R I N F O R M AT I O N S E R V I C E
This is a telephone service in Arabic, Cantonese, Mandarin, Greek and Italian for those
diagnosed with cancer and their families.
What does the service provide?
• information about cancer in Arabic, Cantonese, Mandarin, Greek and Italian to those
diagnosed with cancer and their families
• a confidential telephone service
• information workers who speak Arabic, Cantonese, Mandarin, Greek and Italian.
Each information worker also speaks English
• emotional support for people diagnosed with cancer and their families and friends
• information about referral to other services related to cancer
• information about cancer including investigations and treatment options
• information about attitudes and beliefs related to cancer in people from non-English
speaking backgrounds for health care providers and community workers
• feedback to doctors and other health care providers about the person’s concerns (at the
person’s request)
• information for the media about cancer
• information sessions to language specific community groups
• some assistance to bilingual cancer support groups
• bilingual brochures about cancer.

About the Information Workers
The information workers are trained in the clinical, cultural and psychosocial aspects of
cancer.They have a background in nursing, social work and counselling.The information
workers receive regular debriefing sessions by a psychologist or counsellor.
For further details, contact the Cancer Helpline on 13 11 20.
Contact details for the Bilingual Information Workers:
These numbers may be called from NSW and anywhere in Australia for the cost of a local
call.The days listed are the ‘usual’ days of operation, but they may vary.
Arabic

Monday,Tuesday & Thursday

1300 301 625

Cantonese and Mandarin

Monday to Friday

1300 300 935

Greek

Tuesday,Thursday & Friday

1300 301 449

Italian

Monday,Thursday & Friday

1300 301 431
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A P P E N D I X I : S E R V I C E S A N D C O N TA C T S F O R
PEOPLE FROM ABORIGINAL
A N D TO R R E S S T R A I T I S L A N D E R
BACKGROUNDS
The following organisations can offer information to people from Aboriginal and Islander
Strait backgrounds about how to access Aboriginal or Torres Strait Islander health workers,
liaison officers, health education officers, social workers, community care workers, doctors
and nurses:
• Office for Aboriginal and Torres Strait Islander Health (OATSIH)
• Aboriginal Health Branches in each State and Territory Department of Health
• Aboriginal Health Coordinators in each State and Territory area or regional health service
• Aboriginal Liaison Officers at major hospitals
• National Aboriginal Community-Controlled Health Organisations (NACCHO) and State and
Territory equivalents
• Aboriginal Medical Services (AMS)
• Aboriginal Land Councils in each State and Territory
• Torres Strait Regional Authority (TSRA)
• Australian Indigenous Doctors Association (AIDA)
• Coalition of Aboriginal and Torres Strait Islander Social Workers Association (CATSISWA)
• Home and Community Care Workers (HACC).

APPENDIX J: RECOMMENDED INTERNET
SITES
This is not an exhaustive list but gives some indication as to what is available. Readers are
also directed to sites that have been included in Appendix E: Resources and Contacts for
Patients and the Treatment Team.
American Cancer Society
http://www.cancer.org
Useful site providing information about cancer including information about the American
Cancer Society, its publications, programs and local offices.
CancerBACUP
http://www.cancerbacup.org.uk
The UK’s leading cancer information service.
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National Cancer Institute
http://www.cancer.gov
Information developed by the US National Cancer Institute for health professionals, the
general public, and cancer researchers from a variety of sources.Also offers links to
Cancer Trials.
OncoLink
http://cancer.med.upenn.edu
Sponsored by the University of Pennsylvania Cancer Centre. Directed towards physicians,
health professionals, social workers, and cancer patients including their family and friends.
Clinical Trials Centre (NHMRC)
http://www.ctc.usyd.edu.au
Details of clinical trials and other research conducted in Australia.
Institute of Cancer Research
http://www.icr.ac.uk
Information about the Institute plus information for patients and families
International Agency for Research on Cancer
http://www.iarc.fr
Part of the World Health Organisation and responsible for coordinating and conducting
research about the causes of human cancer.
International Union Against Cancer
http://www.uicc.ch
Global non-government cancer organisation with more than 285 cancer control organisations
in 86 countries.
National Comprehensive Cancer Network (NCCN) and American Cancer
Society (ACS) Cancer Treatment Guidelines for patients
http://www.nccn.org
The NCCN and ACS have translated the NCCN Oncology Practice Guidelines into easy-tounderstand information that can assist patients and families in making medical decisions.
Four guidelines provide information about breast, colon and rectal, lung, and prostate cancer,
the others provide information about cancer related physical symptoms such as fatigue, pain,
and nausea and vomiting.Access is available by clicking on the ‘NCCN/ACN treatment
guidelines’ link in the above website.
PubMed
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi
US National Library of Medicine’s search service. Provides access to citations in MEDLINE and
other databases
Clinical practice guidelines for the psychosocial care of adults with cancer

157

REFERENCES
1.

Australian Institute of Health and Welfare (AIHW) and Australasian Association of Cancer
Registries (AACR). Cancer in Australia 1998: Incidence and Mortality Data for 1998.
Cancer Series No.17. 2001. Canberra,Australian Institute of Health and Welfare.

2.

Australian Institute of Health and Welfare (AIHW) and Australasian Association of Cancer
Registries (AACR). Cancer survival in Australia, Part 1:National summary statistics.
Cancer Series No 18. 2001. Australian Institute of Health and Welfare.

3.

Zabora J, BrintzenhofeSzocK, Curbow B, Hooker C, Piantadosi S.The prevalence of
psychological distress by cancer site. Psycho-Oncology 2001;10:19-28.

4.

Bodurka-Bevers D, Basen-Engquist K, Carmack CL, Fitzgerald MA,Wolf JK, de Moor C
et al. Depression, anxiety, and quality of life in patients with epithelial ovarian cancer.
Gynecol.Oncol. 2000;78:302-8.

5.

Australian Bureau of Statistics. Mental Health and Wellbeing Profile of Adults. 1998.
Canberra,ABS.

6.

Regier DA, Hirschfeld RM, Goodwin FK, Burke JD, Jr., Lazar JB, Judd LL.The NIMH
Depression Awareness, Recognition, and Treatment Program: structure, aims, and
scientific basis. Am.J.Psychiatry 1988;145:1351-7.

7.

Fallowfield LJ, Hall A, Maguire GP, Baum M. Psychological outcomes of different
treatment policies in women with early breast cancer outside a clinical trial [see
comments]. BMJ 1990;301:575-80.

8.

Royak-Schaler R. Psychological processes in breast cancer:A review of selected
research. Journal of Psychosocial Oncology 1991;9:71-87.

9.

Dean C. Psychiatric morbidity following mastectomy: preoperative predictors and types
of illness. J.Psychosom.Res. 1987;31:385-92.

10. Jacobsen PB, Bovbjerg DH, Redd WH.Anticipatory anxiety in women receiving
chemotherapy for breast cancer. Health Psychol. 1993;12:469-75.
11. Jenkins C, Carmody TJ, Rush AJ. Depression in radiation oncology patients: a preliminary
evaluation. J.Affect.Disord. 1998;50:17-21.
12. Bukberg J, Penman D, Holland JC. Depression in hospitalized cancer patients.
Psychosom.Med. 1984;46:199-212.
13. Hall A, Fallowfield L,A’Hern RP.When breast cancer recurs: a 3-year prospective study of
psychological morbidity. The Breast Journal 1996;2:197-203.
14. Jenkins PL, May VE, Hughes LE. Psychological morbidity associated with local
recurrence of breast cancer. Int.J.Psychiatry Med. 1991;21:149-55.
15. Devine EC,Westlake SK.The effects of psychoeducational care provided to adults with
cancer: meta-analysis of 116 studies. Oncol.Nurs.Forum 1995;22:1369-81.
16. Sheard T and Maguire P.The effect of psychological interventions on anxiety and
depression in oncology: results of two meta-analyses. 1996.Third World Congress of
Psycho-Oncology. 3-6-1996.

Clinical practice guidelines for the psychosocial care of adults with cancer

159

17. Meyer TJ, Mark MM. Effects of psychosocial interventions with adult cancer patients: a
meta-analysis of randomized experiments [see comments]. Health Psychol.
1995;14:101-8.
18. Holland J. National Cancer Control Network Practice Guidelines for the Management of
Psychosocial Distress. Oncology 1999;May:113-47.
19. National Health and Medical Research Council: Quality of Care and Health Outcomes
Committee. Guidelines for the development and implementation of clinical practice
guidelines. Canberra:Australian Government Publishing Service, 1995.
20. Bonevski B and Cockburn J. Breaking Bad News to Women about Recurrence of Breast
Cancer:A review of the literature. 1997.Woolloomooloo, NHMRC National Breast
Cancer Centre.
21. Bonevski B and Cockburn J. Effectively discussing treatment options with Patient with
Breast Cancer:A Review of the Literature. 1996.Woolloomooloo, NHMRC National
Breast Cancer Centre.
22. Bonevski B and Cockburn J. Preparing Women Diagnosed with Breast Cancer for
mastectomy or Breast Conserving Therapy;A Review of the Literature. 1997.
Woolloomooloo, NHMRC National Breast Cancer Centre.
23. Butow PN, Maclean M, Dunn SM,Tattersall MH, Boyer MJ.The dynamics of change:
Cancer patients’ preferences for information, involvement and support. Annals of
Oncology 1997;8:857-63.
24. Burke S and Kissane DW. Psychosocial support for breast cancer patients: a review of
interventions by specialist providers.A summary of the literature 1976–1996. 1998.
Woolloomooloo, NHMRC National Breast Cancer Centre.
25. Burke S and Kissane DW. Psychosocial support for breast cancer patients provided by
the members of the treatment team: a summary of the literature 1976–1996.
ISBN 1-876319-17-8. 1998.Woolloomooloo, NHMRC National Breast Cancer Centre.
26. Turner J,Wooding S, and Neil C. Psychosocial impact of breast cancer: a summary of the
literature 1986–1996. ISBN 1-876319-42-9. 1998.Woolloomooloo, NHMRC National
Breast Cancer Centre.
27. National Health and Medical Research Council.A guide to the development,
implementation and evaluation of clinical practice guidelines. Canberra:Australian
Government Publishing Service, 1999.
28. National Breast Cancer Centre. Psychosocial clinical practice guidelines: providing
information, support and counselling for women with breast cancer. Canberra:
Commonwealth of Australia, 2000.
29. Whippen DA, Canellos GP. Burnout syndrome in the practice of oncology: results of a
random survey of 1,000 oncologists [see comments]. J.Clin.Oncol. 1991;9:1916-20.
30. Yasko JM.Variables which predict burnout experienced by oncology clinical nurse
specialists. Cancer Nurs. 1983;6:109-16.
31. Jenkins JF, Ostchega Y. Evaluation of burnout in oncology nurses. Cancer Nurs.
1986;9:108-16.

160

Clinical practice guidelines for the psychosocial care of adults with cancer

32. Wilkinson SM. Stress in cancer nursing: does it really exist? J.Adv.Nurs. 1994;20:1079-84.
33. Herschbach P.Work-related stress specific to physicians and nurses working with cancer
patients. Journal of Psychosocial Nursing 992;10:79-99.
34. Catalan J, Burgess A, Pergami A, Hulme N, Gazzard B, Phillips R.The psychosocial impact
on staff of caring for people with serious diseases; the case of HIV infection and
oncology. Journal of Psychosomatic Research 1996;40:425-35.
35. Ramirez AJ, Graham J, Richards MA, Cull A, Gregory WM, Leaning MS et al. Burnout and
psychiatric disorder among cancer clinicians [see comments]. Br.J.Cancer
1995;71:1263-9.
36. Kent G,Wills G, Faulkner A, Parry G,Whipp M, Coleman R.The professional and personal
needs of oncology staff: the effects of perceived success and failure in helping patients
on levels of personal stress and distress. Journal of Cancer Care 1994;3:153-8.
37. Killeen ME. Getting through our grief. For caregivers of persons with AIDS.
Am.J.Hosp.Palliat.Care 1993;10:18-4.
38. Abeloff MD. Burnout in oncology—physician heal thyself [editorial; comment].
J.Clin.Oncol. 1991;9:1721-2.
39. Delvaux N, Razavi D, Farvacques C. Cancer care—a stress for health professionals.
Soc.Sci.Med. 1988;27:159-66.
40. Horowitz SA, Passick SD, Brish M, et al.A group intervention for staff on a
neuro-oncology service. Psycho-Oncology 1994;3:329-32.
41. Cronin-Stubbs D, Rooks CA.The stress, social support, and burnout of critical care
nurses: the results of research. Heart Lung 1985;14:31-9.
42. Kelly B,Varghese F.The emotional hazards of medical practice. In Sanders MR,
Mitchell C, Byrne GJA, eds. Medical Consultation Skills, pp 472-88. Melbourne:
Addison-Wesley, 1997.
43. Raleigh ED. Sources of hope in chronic illness. Oncol.Nurs.Forum 1992;19:443-8.
44. Feher S, Maly RC. Coping with breast cancer in later life:The role of religious faith.
Psycho-Oncology 1999;8:408-16.
45. Wonghongkul T. Uncertainty, appraisal, hope, and coping in breast cancer. Dissertation
Abstracts International: Section B: the Sciences and Engineering 60(11B), 5439. 2000.
46. Ell KO, Mantell JE, Hamovitch MB, et al. Social support, sense of control, and coping
among patients with breast, lung, or colorectal cancer. Journal of Psychosocial
Oncology 1989;7:63-89.
47. Van der Zee K, Buunk B, Sanderman R, Botke G, van den Bergh F. Social comparison and
coping with cancer treatment. Personality and Individual Differences 2000;28:17-34.
48. Northouse LL. Breast cancer in younger women, effects on interpersonal and family
relations. Journal of National Cancer Institute Monographs 1994;169:196.
49. Watson M, Haviland JS, Greer S, Davidson J, Bliss JM. Influence of psychological response
on survival in breast cancer: a population-based cohort study. Lancet 1999;354:1331-6.

Clinical practice guidelines for the psychosocial care of adults with cancer

161

50. Buddeberg C, Sieber M,Wolf C, Landolt-Ritter C, Richter D, Steiner R.Are coping
strategies related to disease outcome in early breast cancer? J.Psychosom.Res.
1996;40:255-64.
51. Graham J, Ramirez A, Love S, Richards M, Burgess C. Stressful life experiences and risk of
relapse of breast cancer: observational cohort study. BMJ 2002;324:1420.
52. Price MA,Tennant CC, Butow PN, Smith RC, Kennedy SJ, Kossoff MB et al. The role of
psychosocial factors in the development of breast carcinoma: Part II. Life event
stressors, social support, defense style, and emotional control and their interactions.
Cancer 2001;91:686-97.
53. Mathers C. Health differentials between Australian males and females: a statistical
profile. National Men’s Health Conference, 1995, Melbourne: Commonwealth
Department Human Services and Health, 1995.
54. Courtenay WH. Constructions of masculinity and their influence on men’s well-being: a
theory of gender and health. Soc.Sci.Med. 2000;50:1385-401.
55. Eckert JK, Rubinstein RL. Older men’s health. Sociocultural and ecological perspectives.
Med.Clin.North Am. 1999;83:1151-72, v.
56. Connell RW, Huggins AK. Men’s health. Med.J.Aust. 1998;169:295-6.
57. Bertakis KD,Azari R, Helms LJ, Callahan EJ, Robbins JA. Gender differences in the
utilization of health care services. J.Fam.Pract. 2000;49:147-52.
58. Merzel C. Gender differences in health care access indicators in an urban, low- income
community. Am.J.Public Health 2000;90:909-16.
59. Manuel GM, Roth S, Keefe FJ, Brantley BA. Coping with cancer. J.Human Stress.
1987;13:149-58.
60. Andersen BL. Stress and quality of life following cervical cancer. J.Natl.Cancer
Inst.Monogr 1996;65-70.
61. Roberts CS, Cox CE, Shannon VJ,Wells NL.A closer look at social support as a moderator
of stress in breast cancer. Health Soc.Work 1994;19:157-64.
62. Soellner W, Zschocke I, Zingg-Schir M, Stein B, Rumpold G, Fritsch P et al. Interactive
patterns of social support and individual coping strategies in melanoma patients and
their correlations with adjustment to illness. Psychosomatics 1999;40:239-50.
63. Cliff AM, McDonagh RP. Psychosocial morbidity in prostate cancer II;A comparison of
patients and partners. British Journal of Urology International 2000;86:834-9.
64. Kornblith AB, Herr HW, Ofman US, Scher HI, Holland JC. Quality of life of patients with
prostate cancer and their spouses.The value of a data base in clinical care.
Cancer 1994;73:2791-802.
65. Baider L, Denour AK. Psychological distress and cancer couples:A levelling effect. New
Trends in Experimental and Clinical Psychiatry 1999;15:197-203.
66. Compas BE,Worsham NL, Epping-Jordan JE, Grant KE, Mireault G, Howell DC et al.
When mom or dad has cancer: markers of psychological distress in cancer patients,
spouses, and children. Health Psychol. 1994;13:507-15.

162

Clinical practice guidelines for the psychosocial care of adults with cancer

67. Welch AS,Wadsworth ME, Compas BE.Adjustment of children and adolescents to
parental cancer. Parents’ and children’s perspectives. Cancer 1996;77:1409-18.
68. Cain EN, Kohorn EI, Quinlan DM, Schwartz PE, Latimer K, Rogers L. Psychosocial
reactions to the diagnosis of gynecologic cancer. Obstet.Gynecol. 1983;62:635-41.
69. Sprangers MA,Taal BG,Aaronson NK, te VA. Quality of life in colorectal cancer. Stoma vs.
nonstoma patients. Dis.Colon Rectum 1995;38:361-9.
70. Bergman B, Sullivan M, Sorenson S. Quality of life during chemotherapy for small cell
lung cancer. I.An evaluation with generic health measures. Acta Oncol. 1991;30:947-57.
71. Johnson JT, Casper J, Lesswing NJ.Toward the total rehabilitation of the alaryngeal
patient. Laryngoscope 1979;89:1813-9.
72. Morse SR, Fife B. Coping with a partner’s cancer: adjustment at four stages of the illness
trajectory. Oncol.Nurs.Forum 1998;25:751-60.
73. Manne SL, Pape SJ,Taylor KL, Dougherty J. Spouse support, coping, and mood among
individuals with cancer. Ann.Behav.Med. 1999;21:111-21.
74. Kuijer RG,Ybema JF, Buunk BP, DeJong GM,Thijs-Boer F, Sanderman R.Active
engagement, protective buffering, and overprotection:Three ways of giving support by
intimate partner of patients with cancer. Journal of Social and Clinical Psychology
2000;12:256-75.
75. Sormanti M, Kayser K. Partner support and changes in relationships during
life-threatening illness:Women’s perspectives. Journal of Psychosocial Oncology
2000;18:45-66.
76. Ben-Zur H.Your coping strategy and my distress: Inter-spouse perceptions of coping and
adjustment among breast cancer patients and their spouses. Families, Systems and
Health 2001;19:83-94.
77. Carey MS. Coping styles of breast cancer patients and spouses:The effect on patients’
psychological well-being and quality of life. Dissertation Abstracts International:
Section B: the Sciences and Engineering (Vol 59), 5074. 1999.
78. Boehmer U, Clark JA. Married couples’ perspectives on prostate cancer diagnosis and
treatment decision-making. Psycho-Oncology 2001;10:147-55.
79. Gray RE, Fitch M, Phillips C, Labrecque M, Fergus K. Managing the impact of illness:The
experiences of men with prostate cancer and their spouses. Journal of Health
Psychology 2000;5:531-48.
80. Gray RE, Klotz LH, Iscoe NA, Fitch MI, Franssen E, Johnson BJ et al. Prostate cancer
patients satisfaction with medical information. The Canadian Journal of Urology
1997;4:83-7.
81. Boehmer U, Clark JA. Communication about prostate cancer between men and their
wives. J.Fam.Pract. 2001;50:226-31.
82. Lavery JF, Clarke VA. Prostate cancer: patients’ and spouses’ coping and marital
adjustment. Psychology Health & Medicine 1999;4:289-302.
83. Gray RE, Fitch M, Phillips C, Labrecque M, Fergus K.To tell or not to tell: patterns of
disclosure among men with prostate cancer. Psycho-Oncology 2000;9:273-82.

Clinical practice guidelines for the psychosocial care of adults with cancer

163

84. Northouse LL, Mood D,Templin T, Mellon S, George T. Couples’ patterns of adjustment to
colon cancer. Soc.Sci.Med. 2000;50:271-84.
85. Williams P, Redman S, Rankin N et al. Is breast cancer care in accord with clinical
practice guidelines:A consumer audit. The Breast 2002; 11:509.515
86. Manne SL,Alfieri T,Taylor KL, Dougherty J. Spousal negative responses to cancer
patients: the role of social restriction, spouse mood, and relationship satisfaction.
J.Consult Clin.Psychol. 1999;67:352-61.
87. Gilbar O. Gender as a predictor of burden and psychological distress of elderly
husbands and wives of cancer patients. Psycho-Oncology 1999;8:287-94.
88. Hannum JW, Giese-Davis J, Harding K, Hatfield AK. Effects of individual and marital
variables on coping with cancer. Journal of Psychosocial Oncology 1991;9:1-20.
89. Harpur L.L.The effects of personal and social resources, and relationship-focused
coping on distress among couples confronted with gynaecological cancer. Disseration
Abstracts International: Section B: the Sciences and Engineering.Vol 58(12B), 6809. 1998.
90. Ybema JF, Kuijer RG, Buunk BP, DeJong GM, Sanderman R. Depression and perceptions
of inequity among couples facing cancer. Journal of Psychosocial Oncology 2001;27:3-13.
91. Nijboer C,Triemstra M,Tempelaar R, Mulder M, Sanderman R, van den Bos GA. Patterns
of caregiver experiences among partners of cancer patients. Gerontologist 2000;40:738-46.
92. Rees CE, Bath PA. Exploring the information flow: partners of women with breast
cancer, patients, and healthcare professionals. Oncol.Nurs.Forum 2000;27:1267-75.
93. Carlson LE, Ottenbreit N, St Pierre M, Bultz BD. Partner understanding of the breast and
prostate cancer experience. Cancer Nurs 2001;24:231-9.
94. Matthews AK. Lesbians and cancer support: clinical issues for cancer patients. Health
Care Women Int. 1998;19:193-203.
95. Curran VR, Church JG.A study of rural women’s satisfaction with a breast cancer
self-help network. J Telemed.Telecare. 1999;5:47-54.
96. Nelson E, Sloper P, Charlton A,While D. Children who have a parent with cancer: a pilot
study. J Cancer Educ. 1994;9:30-6.
97. Issel LM, Ersek M, Lewis FM. How children cope with mother’s breast cancer.
Oncol.Nurs.Forum 1990;17:5-12.
98. Shands ME, Lewis FM, Zahlis EH. Mother and child interactions about the mother’s
breast cancer: an interview study. Oncol.Nurs.Forum 2000;27:77-85.
99. Uchitomi Y, Mikami I, Kugaya A,Akizuki N, Nagai K, Nishiwaki Y et al. Depression after
successful treatment for nonsmall cell lung carcinoma. Cancer 2000;89:1172-9.
100. Gale Encyclopedia of Psychology. Detroit,MI: Gale Group, 2001.
101. Carver CS, Pozo-Kaderman C, Price AA, Noriega V, Harris SD, Derhagopian RP et al.
Concern about aspects of body image and adjustment to early stage breast cancer.
Psychosom.Med. 1998;60:168-74.
102. Hopwood P.The assessment of body image in cancer patients. Eur.J.Cancer
1993;29A:276-81.

164

Clinical practice guidelines for the psychosocial care of adults with cancer

103. Reaby LL, Hort LK. Postmastectomy attitudes in women who wear external breast
prostheses compared to those who have undergone breast reconstructions.
J.Behav.Med. 1995;18:55-67.
104. Mock V. Body image in women treated for breast cancer. Nurs.Res. 1993;42:153-7.
105. Hopwood P, Lee A, Shenton A, Baildam A, Brain A, Lalloo F et al. Clinical follow-up after
bilateral risk reducing (‘prophylactic’) mastectomy: mental health and body image
outcomes. Psycho-Oncology 2000;9:462-72.
106. Curran D, van Dongen JP,Aaronson NK, Kiebert G, Fentiman IS, Mignolet F et al. Quality
of life of early-stage breast cancer patients treated with radical mastectomy or
breast-conserving procedures: results of EORTC Trial 10801.The European Organization
for Research and Treatment of Cancer (EORTC), Breast Cancer Co-operative Group
(BCCG). Eur. J.Cancer 1998;34:307-14.
107. Clark JA,Wray N, Brody B,Ashton C, Giesler B,Watkins H. Dimensions of quality of life
expressed by men treated for metastatic prostate cancer. Soc.Sci.Med. 1997;45:1299-309.
108. Anderson BL, LeGrand J. Body image for women: Conceptualization, assessment, and a
test of its importance to sexual dysfunction and medical illness. Journal of Sex
Research 1991;28:457-78.
109. Gamba A, Romano M, Grosso IM,Tamburini M, Cantu G, Molinari R et al. Psychosocial
adjustment of patients surgically treated for head and neck cancer. Head Neck
1992;14:218-23.
110. Sullivan AK, Szkrumelak N, Hoffman L. Psychological risk factors and early
complications after bone marrow transplantation on adults. Bone Marrow Transplant.
1999;24:1109-20.
111. Cassileth BR, Lusk EJ,Tenaglia AN. Patients’ perceptions of the cosmetic impact of
melanoma resection. Plast.Reconstr.Surg. 1983;71:73-5.
112. DeSanto LW, Olsen KD, Perry WC, Rohe DE, Keith RL. Quality of life after surgical
treatment of cancer of the larynx. Ann.Otol.Rhinol.Laryngol. 1995;104:763-9.
113. Bello LK, McIntire SN. Body image disturbances in young adults with cancer.
Implications for the oncology clinical nurse specialist. Cancer Nurs. 1995;18:138-43.
114. Pickard-Holley S.The symptom experience of alopecia. Semin.Oncol.Nurs. 1995;11:235-8.
115. Maguire P. Can communication skills be taught? Br.J.Hosp.Med. 1990;43:215-6.
116. Ginsburg ML, Quirt C, Ginsburg AD, Mackillop WJ. Psychiatric illness and psychosocial
concerns of patients with newly diagnosed lung cancer. CMAJ. 1995;152:701-8.
117. Marks D.A prospective study of the effects of high-dose chemotherapy and bone
marrow transplantation on sexual function in the first year after transplant.
Bone Marrow Transplant. 1997;19:819-22.
118. Schain WS, d’Angelo TM, Dunn ME, Lichter AS, Pierce LJ. Mastectomy versus conservative
surgery and radiation therapy. Psychosocial consequences. Cancer 1994;73:1221-8.
119. Maguire GP, Lee EG, Bevington DJ, Kuchemann C, Crabtree RJ, Cornell C. Psychiatric
problems in the first year after mastectomy. BMJ 1978;i:963-5.

Clinical practice guidelines for the psychosocial care of adults with cancer

165

120. Cull A, Cowie VJ, Farquharson DI, Livingstone JR, Smart GE, Elton RA. Early stage cervical
cancer: psychosocial and sexual outcomes of treatment. Br.J.Cancer 1993;68:1216-20.
121. Arai Y, Kawakita M, Okada Y,Yoshida O. Sexuality and fertility in long-term survivors of
testicular cancer. J Clin Oncol 1997;15:1444-8.
122. Corney RH, Everett H, Howells A, Crowther ME. Psychosocial adjustment following
major gynaecological surgery for carcinoma of the cervix and vulva.
J.Psychosom.Res. 1992;36:561-8.
123. Lilleby W, Fossa SD,Waehre HR, Olsen DR. Long-term morbidity and quality of life in
patients with localized prostate cancer undergoing definitive radiotherapy or radical
prostatectomy. Int.J.Radiat.Oncol.Biol.Phys. 1999;43:735-43.
124. Alagaratnam TT, Kung NY. Psychosocial effects of mastectomy: is it due to mastectomy
or to the diagnosis of malignancy? Br.J.Psychiatry 1986;149:296-9.
125. Hughson AVM, Cooper AF, McArdle CS, Smith DC. Psychosocial consequences of
mastectomy: levels of morbidity and associated factors. Journal of Psychosomatic
Research 1988;32:383-91.
126. Spranger MAG,Te Velde A,Aaronson NK,Taal BG. Quality of life following surgery for
colorectal cancer: a literature review. Psycho-Oncology 1993;2:247-59.
127. Kunkel EJ, Bakker JR, Myers RE, Oyesanmi O, Gomella LG. Biopsychosocial aspects of
prostate cancer. Psychosomatics 2000;41:85-94.
128. Aass N, Grunfeld B, Kaalhus O, Fossa SD. Pre- and post-treatment sexual life in testicular
cancer patients: a descriptive investigation. Br.J.Cancer 1993;67:1113-7.
129. Heidenreich A, Hofmann R. Quality-of-life issues in the treatment of testicular cancer.
World J.Urol. 1999;17:230-8.
130. Ganz PA, Rowland JH, Desmond K, Meyerowitz BE,Wyatt GE. Life after breast cancer:
understanding women’s health-related quality of life and sexual functioning.
J.Clin.Oncol. 1998;16:501-14.
131. van Basten JP, van Driel MF, Jonker-Pool G, Sleijfer DT, Schraffordt KH, van de Wiel HB
et al. Sexual functioning in testosterone-supplemented patients treated for bilateral
testicular cancer. Br.J.Urol. 1997;79:461-7.
132. Kaplan HS.A neglected issue: the sexual side effects of current treatments for breast
cancer. J.Sex Marital Ther. 1992;18:3-19.
133. Makar K, Cumming CE, Lees AW, Hundleby M, Nabholtz JM, Kieren DK et al. Sexuality,
body image and quality of life after high dose or conventional chemotherapy for
metastatic breast cancer. The Canadian Journal of Human Sexuality 1997;6:1-8.
134. Rose DP, Davis TE. Effects of adjuvant chemohormonal therapy on the ovarian and
adrenal function of breast cancer patients. Cancer Res. 1980;40:4043-7.
135. Joly F, Brune D, Couette JE, Lesaunier F, Heron JF, Peny J et al. Health-related quality
of life and sequelae in patients treated with brachytherapy and external beam
irradiation for localized prostate cancer. Ann.Oncol. 1998;9:751-7.
136. Schover LR, Fife M, Gershenson DM. Sexual dysfunction and treatment for early stage
cervical cancer. Cancer 1989;63:204-12.

166

Clinical practice guidelines for the psychosocial care of adults with cancer

137. Flay LD, Matthews JH.The effects of radiotherapy and surgery on the sexual function of
women treated for cervical cancer. Int.J.Radiat.Oncol.Biol.Phys. 1995;31:399-404.
138. Kissane DW, Bloch S, Miach P, Smith GC, Seddon A, Keks N. Cognitive-existential group
therapy for patients with primary breast cancer—techniques and themes.
Psycho-Oncology 1997;6:25-33.
139. Potosky AL, Legler J,Albertsen PC, Stanford JL, Gilliland FD, Hamilton AS et al. Health
outcomes after prostatectomy or radiotherapy for prostate cancer: results from the
Prostate Cancer Outcomes Study. J.Natl.Cancer Inst. 2000;92:1582-92.
140. Hamilton AB. Psychological aspects of ovarian cancer. Cancer Invest 1999;17:335-41.
141. Madalinska JB, Essink-Bot ML, de Koning HJ, Kirkels WJ, van der Maas PJ, Schroder FH.
Health-related quality-of-life effects of radical prostatectomy and primary radiotherapy
for screen-detected or clinically diagnosed localized prostate cancer.
J.Clin.Oncol. 2001;19:1619-28.
142. Schover LR,Yetman RJ,Tuason LJ, Meisler E, Esselstyn CB, Hermann RE et al. Partial
mastectomy and breast reconstruction.A comparison of their effects on psychosocial
adjustment, body image, and sexuality. Cancer 1995;75:54-64.
143. Lewis FM, Hammond MA. Psychosocial adjustment of the family to breast cancer: a
longitudinal analysis. J.Am.Med.Womens Assoc. 1992;47:194-200.
144. Friedman LC, Baer PE, Nelson DV, Lane M, Smith FE, Dworkin RJ.Women with breast
cancer: perception of family functioning and adjustment to illness. Psychosom.Med.
1988;50:529-40.
145. Gluhoski VL, Siegel K, Gorey E. Unique stressors experienced by unmarried women
with breast cancer. Journal of Psychosocial Oncology 1998;15:173-83.
146. Cohen MM. Psychosocial morbidity in cancer: A clinical perspective. In Cohen J, Cullen
J, Martin R, eds. Psychosocial aspects of cancer, pp 117-28. New York: Raven Press, 1982.
147. Frost MH, Suman VJ, Rummans TA, Dose M. Physical, psychological and social well-being
of women with breast cancer:The influence of disease phase. Psycho-Oncology
2000;9:221-31.
148. Smith MY, Redd WH, Peyser C,Vogl D. Post-traumatic stress disorder in cancer: a review.
Psycho-Oncology 1999;8:521-37.
149. Sellick SM, Crooks DL. Depression and cancer: an appraisal of the literature for
prevalence, detection, and practice guideline development for psychological
interventions. Psycho-Oncology 1999;8:315-33.
150. de Haes JC, van Oostrom MA,Welvaart K.The effect of radical and conserving surgery
on the quality of life of early breast cancer patients. Eur.J.Surg.Oncol. 1986;12:337-42.
151. Penman DT, Bloom JR, Fotopoulos S, Cook MR, Holland JC, Gates C et al. The impact of
mastectomy of self-concept and social function: a combined cross-sectional and
longitudinal study with comparison groups. Journal of Psychosocial Oncology
1987;101-30.
152. Dropkin MJ.Anxiety, coping strategies, and coping behaviors in patients undergoing
head and neck cancer surgery. Cancer Nurs. 2001;24:143-8.

Clinical practice guidelines for the psychosocial care of adults with cancer

167

153. Boris M,Weindorf S, Lasinkski S. Persistence of lymphedema reduction after noninvasive
complex lymphedema therapy. Oncology (Huntingt) 1997;11:99-109.
154. Millar K, Jelicic M, Bonke B,Asbury AJ.Assessment of preoperative anxiety: comparison
of measures in patients awaiting surgery for breast cancer. Br.J.Anaesth. 1995;74:180-3.
155. Wirsching M, Hoffmann F, Stierlin H,Weber G,Wirsching B. Prebioptic psychological
characteristics of breast cancer patients. Psychother.Psychosom. 1985;43:69-76.
156. Harter M, Reuter K,Aschenbrenner A, Scgretzmann B, Marschner A, Hasenburg A et al.
Psychiatric disorders and associated factors in cancer: results of an interview study with
patients in inpatient, rehabilitation and outpatient treatment. European Journal of
Cancer 2001;37:1385-93.
157. Noyes R, Holt CS, Massie MJ.Anxiety disorders. In Holland J, ed. Psycho-Oncology,
pp 548-63. New York: University Press, 1998.
158. Pinder KL, Ramirez AJ, Black ME, Richards MA, Gregory WM, Rubens RD. Psychiatric dis
order in patients with advanced breast cancer: prevalence and associated factors.
Eur.J.Cancer 1993;29A:524-7.
159. Campora E, Naso C,Vitullo MT, Giudici S, Camoirano A, Repetto L et al. The impact of
chemotherapy on the quality of life of breast cancer patients. J.Chemother. 1992;4:59-63.
160. Maraste R, Brandt L, Olsson H, Ryde-Brandt B.Anxiety and depression in breast cancer
patients at start of adjuvant radiotherapy. Relations to age and type of surgery.
Acta Oncol. 1992;31:641-3.
161. Loge JH,Abrahamsen AF, Ekeberg O, Kaasa S. Hodgkin’s disease survivors more fatigued
than the general population. J.Clin.Oncol. 1999;17:253-61.
162. Gregurek R, Labar B, Mrsic M, Batinic D, Ladika I, Bogdanic V et al. Anxiety as a possible
predictor of acute GVHD. Bone Marrow Transplant. 1996;18:585-9.
163. Benedict S.The suffering associated with lung cancer. Cancer Nurs. 1989;12:34-40.
164. Breitbart W. Identifying patients at risk for, and treatment of major psychiatric
complications of cancer. Support.Care Cancer 1995;3:45-60.
165. Loge JH,Abrahamsen AF, Ekeberg O, Hannisdal E, Kaasa S. Psychological distress after
cancer cure: a survey of 459 Hodgkin’s disease survivors. Br.J.Cancer 1997;76:791-6.
166. Sartorius N.The economic and social burden of depression. J.Clin.Psychiatry 2001;
62 Suppl 15:8-11.
167. Katon W, Sullivan MD. Depression and chronic medical illness. J.Clin.Psychiatry 1990;
51 Suppl:3-11.
168. Creed F, Morgan R, Fiddler M, Marshall S, Guthrie E, House A. Depression and anxiety
impair health-related quality of life and are associated with increased costs in general
medical inpatients. Psychosomatics 2002;43:302-9.
169. DiMatteo MR, Lepper HS, Croghan TW. Depression is a risk factor for noncompliance
with medical treatment: meta-analysis of the effects of anxiety and depression on
patient adherence. Arch.Intern.Med. 2000;160:2101-7.
170. Colleoni M, Mandala M, Peruzzotti G, Robertson C, Bredart A, Goldhirsch A. Depression
and degree of acceptance of adjuvant cytotoxic drugs. Lancet 2000;356:1326-7.

168

Clinical practice guidelines for the psychosocial care of adults with cancer

171. Passik SD, Breitbart WS. Depression in patients with pancreatic carcinoma. Diagnostic
and treatment issues. Cancer 1996;78:615-26.
172. Massie MJ. Depression. In Holland JC, Rowland JH, eds. Handbook of Psychooncology,
pp 283-90. New York: Oxford University Press, 1989.
173. Allebeck P, Bolund C, Ringback G. Increased suicide rate in cancer patients.A cohort
study based on the Swedish Cancer-Environment Register. J.Clin.Epidemiol.
1989;42:611-6.
174. Allebeck P, Bolund C. Suicides and suicide attempts in cancer patients. Psychol.Med.
1991;21:979-84.
175. Chochinov HM,Wilson KG, Enns M, Lander S. Depression, Hopelessness, and suicidal
ideation in the terminally ill. Psychosomatics 1998;39:366-70.
176. Cordova MJ,Andrykowski MA, Kenady DE, McGrath PC, Sloan DA, Redd WH. Frequency
and correlates of posttraumatic-stress-disorder-like symptoms after treatment for breast
cancer. J.Consult Clin.Psychol. 1995;63:981-6.
177. Green BL, Rowland JH, Krupnick JL, Epstein SA, Stockton P, Stern NM et al. Prevalence of
posttraumatic stress disorder in women with breast cancer. Psychosomatics
1998;39:102-11.
178. Jacobsen PB,Widows MR, Hann DM,Andrykowski MA, Kronish LE, Fields KK.
Posttraumatic stress disorder symptoms after bone marrow transplantation for breast
cancer. Psychosom.Med. 1998;60:366-71.
179. Widows MR, Jacobsen PB, Fields KK. Relation of psychological vulnerability factors to
post traumatic stress disorder symptomatology in bone marrow transplant recipients.
Psychosom.Med. 2000;62:873-82.
180. Roper K.D. Posttraumatic stress disorder in women breast cancer survivors treated with
high-dose chemotherapy and autologous hematopoietic progenitor stem cell transplant.
Dissertation Abstracts International: Section B: the Sciences and Engineering.
Vol 60(9-B), 4907.
181. Tjemsland L, Soreide JA, Malt UF.Traumatic distress symptoms in early breast cancer I:
Acute response to diagnosis. Psycho-Oncology 1996;5:1-8.
182. Andrykowski MA, Cordova MJ. Factors associated with PTSD symptoms following
treatment for breast cancer: test of the Andersen model. J.Trauma Stress.
1998;11:189-203.
183. Hampton MR, Frombach I.Women’s experience of traumatic stress in cancer treatment.
Health Care Women Int. 2000;21:67-76.
184. Andrykowski MA, Cordova MJ, McGrath PC, Sloan DA, Kenady DE. Stability and change
in posttraumatic stress disorder symptoms following breast cancer treatment: a 1-year
follow-up. Psycho-Oncology 2000;9:69-78.
185. Smith MY, Redd W, DuHamel K,Vickberg SJ, Ricketts P.Validation of the PTSD
Checklist-Civilian Version in survivors of bone marrow transplantation.
J.Trauma Stress. 1999;12:485-99.

Clinical practice guidelines for the psychosocial care of adults with cancer

169

186. Newell S, Sanson-Fisher RW, Girgis A,Ackland S.The physical and psycho-social
experiences of patients attending an outpatient medical oncology department: a
cross-sectional study. Eur.J.Cancer Care (Engl.) 1999;8:73-82.
187. Boakes RA,Tarrier N, Barnes BW,Tattersall MH. Prevalence of anticipatory nausea and
other side-effects in cancer patients receiving chemotherapy. Eur.J.Cancer
1993;29A:866-70.
188. Fitch MI, Johnson B, Gray R, Franssen E. Survivors’ perspectives on the impact of
prostate cancer: implications for oncology nurses. Can.Oncol.Nurs.J. 1999;9:23-34.
189. Munro AJ, Potter S.A quantitative approach to the distress caused by symptoms in
patients treated with radical radiotherapy. Br.J.Cancer 1996;74:640-7.
190. Epstein JB, Emerton S, Kolbinson DA, Le ND, Phillips N, Stevenson-Moore P et al. Quality
of life and oral function following radiotherapy for head and neck cancer.
Head Neck 1999;21:1-11.
191. Curt GA. Fatigue in cancer. BMJ 2001;322:1560.
192. Curt GA, Breitbart W, Cella D, Groopman JE, Horning SJ, Itri LM et al. Impact of
cancer-related fatigue on the lives of patients: new findings from the Fatigue Coalition.
Oncologist. 2000;5:353-60.
193. Maunsell E, Brisson J, Deschenes L.Arm problems and psychological distress after
surgery for breast cancer. Can.J.Surg. 1993;36:315-20.
194. Cohen S, Payne D,Tunkel R. Lymphoedema: strategies for management.
Cancer 2001;92:980-7.
195. Gould N, Kamelle S,Tillmanns T, Scribner D, Gold M,Walker J et al. Predictors of
complications after inguinal lymphadenectomy. Gynecol.Oncol. 2001;82:329-32.
196. Hughes S,Thomas J. Combined inguinal and pelvic mode dissection for stage III
melanoma. Brit J of surg 1999;85:1493-8.
197. Ewald H. Radiotherapy of ENT tumors and risk of lymphedema. Z.Lymphol. 1996;20:21-6.
198. de Leeuw JR, de Graeff A, Ros WJ, Hordijk GJ, Blijham GH,Winnubst JA. Negative and
positive influences of social support on depression in patients with head and neck
cancer: a prospective study. Psycho-Oncology 2000;9:20-8.
199. Jacob MJ, Markstein C, Liesse MM, Deckers C.What about odor in terminal cancer?
J.Palliat.Care 1991;7:31-4.
200. Van Toller S. Invisible wounds: the effects of skin ulcers maladours. Journal of wound
care 1994;3:103-5.
201. Carvalhal GF, Smith DS, Ramos C, Krygiel J, Mager DE,Yan Y et al. Correlates of
dissatisfaction with treatment in patients with prostate cancer diagnosed through
screening. J.Urol. 1999;162:113-8.
202. Giovagnoli AR. Quality of life in patients with stable disease after surgery, radiotherapy,
and chemotherapy for malignant brain tumour. J.Neurol.Neurosurg.Psychiatry
1999;67:358-63.

170

Clinical practice guidelines for the psychosocial care of adults with cancer

203. Joly F, Henry-Amar M,Arveux P, Reman O,Tanguy A, Peny AM et al. Late psychosocial
sequelae in Hodgkin’s disease survivors: a French population-based case-control study.
J.Clin.Oncol. 1996;14:2444-53.
204. Calrsson MA, Strang P, Bjurstrom C.Treatment modality affects long-term quality of life
in gynaecological cancer. Anticancer research 2000;20:563-8.
205. Armstrong E, Isman K, Dooley P, Brine D, Riley N, Dentice R et al.An investigation into
the quality of life of individuals after laryngectomy. Head Neck 2001;23:16-24.
206. Hilgers FJ,Ackerstaff AH,Aaronson NK, Schouwenburg PF,Van Zandwijk N. Physical and
psychosocial consequences of total laryngectomy. Clin.Otolaryngol. 1990;15:421-5.
207. Montazeri A, McEwen J, Gillis CR. Quality of life in patients with ovarian cancer: current
state of research. Support.Care Cancer 1996;4:169-79.
208. Dhillon RS, Palmer BV, Pittam MR, Shaw HJ. Rehabilitation after major head and neck
surgery - the patients’ view. Clin.Otolaryngol. 1982;7:319-24.
209. Schover LR. Psychosocial issues associated with cancer in pregnancy.
Semin. Oncol. 2000;27:699-703.
210. Damewood MD, Grochow LB. Prospects for fertility after chemotherapy or radiation for
neoplastic disease. Fertil.Steril. 1986;45:443-59.
211. Schover LR, Rybicki LA, Martin BA, Bringelsen KA. Having children after cancer.A pilot
survey of survivors’ attitudes and experiences. Cancer 1999;86:697-709.
212. Loscalzo M. Psychological approaches to the management of pain in patients with
advanced cancer. Hematol.Oncol.Clin.North Am. 1996;10:139-55.
213. Spiegel D, Bloom JR. Pain in metastatic breast cancer. Cancer 1983;52:341-5.
214. Andrykowski MA, Curran SL, Lightner R. Off-treatment fatigue in breast cancer
survivors: a controlled comparison. J.Behav.Med. 1998;21:1-18.
215. Maste ME. Correlates of fatigue in survivors of breast cancer.
Cancer Nurs 1998;21:136-42.
216. Creasman WT, Henderson D, Hinshaw W, Clarke-Pearson DL. Estrogen replacement
therapy in the patient treated for endometrial cancer. Obstet.Gynecol. 1986;67:326-30.
217. Helzlsouer KJ, Couzi R. Hormones and breast cancer. Cancer 1995;76:2059-63.
218. Petrek JA. Breast cancer and pregnancy. J.Natl.Cancer Inst.Monogr 1994;113-21.
219. Otton G, Higgins S, Phillips K, Quinn M.A case of early-stage epithelial ovarian cancer in
pregnancy. Int.J.Gynecol Cancer 2001;11:413-7.
220. Neifert M. Breastfeeding after breast surgical procedure or breast cancer.
NAACOGS.Clin.Issu.Perinat.Womens Health Nurs. 1992;3:673-82.
221. Santoro A, Bonadonna G,Valagussa P, Zucali R,Viviani S,Villani F et al. Long-term results
of combined chemotherapy-radiotherapy approach in Hodgkin’s disease:superiority of
ABVD plus radiotherapy versus MOPP plus radiotherapy. J Clin Oncol 1987;5:27-37.
222. Salha O, Picton H, Balen A, Rutherford A. Human oocyte cryopreservation.
Hosp.Med. 2001;62:18-24.

Clinical practice guidelines for the psychosocial care of adults with cancer

171

223. Picton HM, Kim SS, Gosden RG. Cryopreservation of gonadal tissue and cells.
Br.Med.Bull. 2000;56:603-15.
224. Kim SS, Battaglia DE, Soules MR.The future of human ovarian cryopreservation and
trans plantation: fertility and beyond. Fertil.Steril. 2001;75:1049-56.
225. Hartmann JT,Albrecht C, Schmoll HJ, Kuczyk MA, Kollmansberger C, Bokemeyer C.
Long-term effects on sexual function and fertility after treatment of testicular cancer.
Br J Cancer 1999;80:801-7.
226. Chatterjee R, Goldstone AH. Gonadal damage and effects on fertility in adult patients
with haematological malignancy undergoing stem cell transplantation.
Bone Marrow Transplant. 1996;17:5-11.
227. Kuczyk M, Machtens S, Bokemeyer C, Schultheiss D, Jonas U. Sexual function and fertility
after treatment of testicular cancer. Curr.Opin.Urol. 2000;10:473-7.
228. Rieker PP, Fitzgerald EM, Kalish LA, Richie JP, Lederman GS, Edbril SD et al. Psychosocial
factors, curative therapies, and behavioral outcomes.A comparison of testis cancer
survivors and a control group of healthy men. Cancer 1989;64:2399-407.
229. Rieker PP, Fitzgerald EM, Kalish LA.Adaptive behavioral responses to potential infertility
among survivors of testis cancer. J.Clin.Oncol. 1990;8:347-55.
230. Schover LR. Sexuality and fertility in urologic cancer patients. Cancer 1987;60:553-8.
231. Ash P.The influence of radiation on fertility in man. Br.J.Radiol. 1980;53:271-8.
232. Pont J,Albrecht W. Fertility after chemotherapy for testicular germ cell cancer.
Fertil.Steril. 1997;68:1-5.
233. Sweet V, Servy EJ, Karow AM. Reproductive issues for men with cancer: technology and
nursing management. Oncol.Nurs.Forum 1996;23:51-8.
234. House of Representatives standing committee on community affairs. Report on the
Management and Treatment of Breast cancer. 1995. Canberra,ACPS.
235. Browning C. Lymphoedema: prevalence, risk factors and management: a review of
research. Redman, S., Pillar, C.,Turner, J., and Boyle, F. 1997.Woolloomooloo, NHMRC
National Breast Cancer Centre.
236. Zang S, Sood A, Sorosky J,Anderson B, Buller R. Preservation of the saphenous vein
during inguinal lymphadenectomy decreases morbidity in patients with carcinoma of
the vulva. Cancer 2000;89:1520-5.
237. Mirolo BR, Bunce IH, Chapman M, Olsen T, Eliadis P, Hennessy JM et al. Psychosocial
benefits of postmastectomy lymphedema therapy. Cancer Nurs. 1995;18:197-205.
238. Tobin MB, Lacey HJ, Meyer L, Mortimer PS.The psychological morbidity of breast
cancer-related arm swelling. Psychological morbidity of lymphoedema.
Cancer 1993;72:3248-52.
239. Passik SD, Newman ML, Brennan M,Tunckel R. Predictors of psychological distress,
sexual dysfunction and physical functioning among women with upper extremity
lymphoedema related to breast cancer. Psycho-Oncology 1995;4:255-63.

172

Clinical practice guidelines for the psychosocial care of adults with cancer

240. Pappas CJ, O’Donnell TF, Jr. Long-term results of compression treatment for
lymphedema. J.Vasc.Surg. 1992;16:555-62.
241. Weissleder H,Weissleder R. Lymphedema: evaluation of qualitative and quantitative
lymphoscintigraphy in 238 patients. Radiology 1988;167:729-35.
242. Brennan MJ. Lymphedema following the surgical treatment of breast cancer: a review of
pathophysiology and treatment. J.Pain Symptom.Manage. 1992;7:110-6.
243. Maguire P,Tait A, Brooke M, et al. Effect on counselling on the psychiatric morbidity
associated with mastectomy. BMJ 1980;281:1454-6.
244. Williams P, Johnston D.The quality of life of rectal excision for low rectal cancer.
British Journal of Surgery 2001;1983:460-2.
245. von Smitten K, Husa A, Kyllonen L. Long term results of sigmoidostomy in patients with
anorectal malignancy. Acta Scandinavica 1986;152:211-3.
246. Renner K, Rosen HR, Novi G, Holbling N, Schiessel R. Quality of life after surgery for
rectal cancer: do we still need a permanent colostomy? Dis.Colon Rectum
1999;42:1160-7.
247. Fitch MI, Gray RE, DePetrillo D, Franssen E, Howell D. Canadian women’s perspectives
on ovarian cancer. Cancer Prev.Control 1999;3:52-60.
248. Otto S. Oncology Nursing. St Louis: Mosby, 2001.
249. Sykes N. Constipation and diarrhoea. In Doyle D, Hanks G, MacDonald N, eds. Oxford
text book of palliative medicine, Oxford,UK: Oxford University Press, 1998.
250. Cull A, Stewart M,Altman DG.Assessment of and intervention for psychosocial problems
in routine oncology practice. Br.J.Cancer 1995;72:229-35.
251. Wieneke MH, Dienst ER. Neuropsychological assessment of cognitive functioning
following chemotherapy for breast cancer. Psycho-Oncology 1995;4:61-6.
252. Schagen SB, van Dam FS, Muller MJ, Boogerd W, Lindeboom J, Bruning PF. Cognitive
deficits after postoperative adjuvant chemotherapy for breast carcinoma.
Cancer 1999;85:640-50.
253. Brezden CB, Phillips KA,Abdolell M, Bunston T,Tannock IF. Cognitive function in breast
cancer patients receiving adjuvant chemotherapy. J.Clin.Oncol. 2000;18:2695-701.
254. Ahles TA, Silberfarb PM, Herndon J, Maurer LH, Kornblith AB,Aisner J et al. Psychologic
and neuropsychologic functioning of patients with limited small-cell lung cancer
treated with chemotherapy and radiation therapy with or without warfarin: a study by
the Cancer and Leukemia Group B. J.Clin.Oncol. 1998;16:1954-60.
255. van-Dam FA, Schagen SB, Muller KJ, Boogerd W, v.d.Wall E, Droogleever-Fortuyn ME.
Impairment of cognitive function in women receiving adjuvant treatment for high-risk
breast cancer: high-dose versus standard dose chemotherapy. J.Natl.Cancer Inst.
2001;90:210-8.
256. Walker LG,Walker MB, Heys SD, Lolley J,Wesnes K, Eremin O.The psychological and
psychiatric effects of rIL-2 therapy: a controlled clinical trial. Psycho-Oncology
1997;6:290-301.

Clinical practice guidelines for the psychosocial care of adults with cancer

173

257. Hjermstad M, Holte H, Evensen S, Fayers P, Kaasa S. Do patients who are treated with
stem cell transplantation have a health-related quality of life comparable to the general
population after 1 year? Bone Marrow Transplant. 1999;24:911-8.
258. Weitzner MA, Meyers CA. Cognitive functioning and quality of life in malignant glioma
patients: a review of the literature. Psycho-Oncology 1997;6:169-77.
259. Meyers CA, Geara F,Wong PF, Morrison WH. Neurocognitive effects of therapeutic
irradiation for base of skull tumors. Int.J.Radiat.Oncol.Biol.Phys. 2000;46:51-5.
260. Taylor BV, Buckner JC, Cascino TL, O’Fallon JR, Schafer JA, Dinapoli RP et al. Effects of
radiation and chemotherapy on cognitive function in patients with high-grade glioma.
J.Clin.Oncol. 1998;16:2195-201.
261. Osaba D,Aaronson NK, Muller M, Sneeuw K, Hsu MA,Yung WK et al. Effect of
neurological dysfunction on health-related quality of life in patients with high-grade
glioma. Journal of Neuro-Oncology 1997;34:263-78.
262. Carr MM, Schmidbauer JA, Majaess L, Smith RL. Communication after laryngectomy: an
assessment of quality of life. Otolaryngol. Head Neck Surg. 2000;122:39-43.
263. Devins GM, Stam HJ, Koopmans JP. Psychosocial impact of laryngectomy mediated by
perceived stigma and illness intrusiveness. Can.J.Psychiatry 1994;39:608-16.
264. Herranz J, Gavilan J. Psychosocial adjustment after laryngeal cancer surgery.
Ann.Otol.Rhinol.Laryngol. 1999;108:990-7.
265. Natvig K. Laryngectomees in Norway. Study No. 3: Pre- and postoperative factors of
significance to esophageal speech acquisition. J.Otolaryngol. 1983;12:322-8.
266. de Boer MF, Pruyn JF, van den BB, Knegt PP, Ryckman RM,Verwoerd CD. Rehabilitation
outcomes of long-term survivors treated for head and neck cancer.
Head Neck 1995;17:503-15.
267. Lehmann W, Krebs H. Interdisciplinary rehabilitation of the laryngectomee. Recent
Results Cancer Res. 1991;121:442-9.
268. Karnell LH, Funk GF, Hoffman HT.Assessing head and neck cancer patient outcome
domains. Head Neck 2000;22:6-11.
269. Thomas R, O’Connor AM,Ashley S. Speech and language disorders in patients with high
grade glioma and its influence on prognosis. J.Neurooncol. 1995;23:265-70.
270. Osoba D, Brada M, Prados MD,Yung WK. Effect of disease burden on health-related
quality of life in patients with malignant gliomas. Neuro.-oncol. 2000;2:221-8.
271. Dreizen S, McCredie KB, Keating MJ,Andersson BS. Nutritional deficiencies in patients
receiving cancer chemotherapy. Postgrad.Med. 1990;87:163-7, 170.
272. Daly JM, Redmond HP, Lieberman MD, Jardines L. Nutritional support of patients with
cancer of the gastrointestinal tract. Surg.Clin.North Am. 1991;71:523-36.
273. McMillan DC,Wigmore SJ, Fearon KC, O’Gorman P,Wright CE, McArdle CS.A
prospective randomized study of megestrol acetate and ibuprofen in gastrointestinal
cancer patients with weight loss. Br.J.Cancer 1999;79:495-500.

174

Clinical practice guidelines for the psychosocial care of adults with cancer

274. Daly JM,Weintraub FN, Shou J, Rosato EF, Lucia M. Enteral nutrition during multimodality
therapy in upper gastrointestinal cancer patients. Ann.Surg. 1995;221:327-38.
275. Roberge C,Tran M, Massoud C, Poiree B, Duval N, Damecour E et al. Quality of life and
home enteral tube feeding: a French prospective study in patients with head and neck
or oesophageal cancer. Br.J.Cancer 2000;82:263-9.
276. Bokhorst-de Van der Schuer MA, Langendoen SI,Vondeling H, Kuik DJ, Quak JJ,Van
Leeuwen PA. Perioperative enteral nutrition and quality of life of severely malnourished
head and neck cancer patients: a randomized clinical trial. Clin.Nutr 2000;19:437-44.
277. Feuz A, Rapin CH.An observational study of the role of pain control and food adaptation
of elderly patients with terminal cancer. J.Am.Diet.Assoc. 1994;94:767-70.
278. Seligman PA, Fink R, Massey-Seligman EJ.Approach to the seriously ill or terminal cancer
patient who has a poor appetite. Semin.Oncol. 1998;25:33-4.
279. Saral R. Oral complications of cancer therapies. Management of acute viral infections.
NCI.Monogr 1990;107-10.
280. Holmes S.The oral complications of specific anticancer therapy. Int.J.Nurs.Stud.
1991;28:343-60.
281. de Graeff A, de Leeuw JR, Ros WJ, Hordijk GJ, Blijham GH,Winnubst JA. Long-term
quality of life of patients with head and neck cancer. Laryngoscope 2000;110:98-106.
282. Sonis S, Clark J. Prevention and management of oral mucositis induced by antineoplastic
therapy. Oncology (Huntingt) 1991;5:11-8.
283. Eisen D, Essell J, Broun ER. Oral cavity complications of bone marrow transplantation.
Semin.Cutan. Med.Surg. 1997;16:265-72.
284. Carl W. Oral complications of local and systemic cancer treatment. Curr.Opin.Oncol.
1995;7:320-4.
285. Zuydam AC, Rogers SN, Brown JS,Vaughan ED, Magennis P. Swallowing rehabilitation
after oro-pharyngeal resection for squamous cell carcinoma. Br.J.Oral Maxillofac.Surg.
2000;38:513-8.
286. Thiel HJ, Fietkau R, Sauer R. Malnutrition and the role of nutritional support for
radiation therapy patients. Recent Results Cancer Res. 1988;108:205-26.
287. Saunders M, Dische S, Barrett A, Harvey A, Gibson D, Parmar M. Continuous
hyperfractionated accelerated radiotherapy (CHART) versus conventional radiotherapy
in non-small-cell lung cancer: a randomised multicentre trial. CHART Steering
Committee. Lancet 1997;350:161-5.
288. Ball D, Bishop J, Smith J, O’Brien P, Davis S, Ryan G et al. A randomised phase III study of
accelerated or standard fraction radiotherapy with or without concurrent carboplatin
in inoperable non-small cell lung cancer: final report of an Australian multi-centre trial.
Radiother.Oncol. 1999;52:129-36.
289. Kaasa S, Mastekaasa A,Thorud E.Toxicity, physical function and everyday activity
reported by patients with inoperable non-small cell lung cancer in a randomized trial
(chemotherapy versus radiotherapy). Acta Oncol. 1988;27:343-9.
290. Stringer S. Managing dysphagia in palliative care. Prof.Nurse 1999;14:489-92.

Clinical practice guidelines for the psychosocial care of adults with cancer

175

291. Donnelly S,Walsh D, Rybicki L.The symptoms of advanced cancer: identification of
clinical and research priorities by assessment of prevalence and severity. J.Palliat.Care
1995;11:27-32.
292. Mercadante S, Casuccio A, Fulfaro F.The course of symptom frequency and intensity in
advanced cancer patients followed at home. J.Pain Symptom.Manage. 2000;20:104-12.
293. Muers MF, Round CE. Palliation of symptoms in non-small cell lung cancer: a study by
the Yorkshire Regional Cancer Organisation Thoracic Group. Thorax 1993;48:339-43.
294. O’Driscoll M, Corner J, Bailey C.The experience of breathlessness in lung cancer.
Eur.J.Cancer Care (Engl.) 1999;8:37-43.
295. Roberts DK,Thorne SE, Pearson C.The experience of dyspnea in late-stage cancer.
Patients’ and nurses’ perspectives. Cancer Nurs. 1993;16:310-20.
296. Farncombe M. Dyspnea: assessment and treatment. Support.Care Cancer 1997;5:94-9.
297. Langendijk JA,Aaronson NK, ten Velde G, de Jong JM, Muller MJ,Wouters EF.
Pretreatment quality of life of inoperable non-small cell lung cancer patients referred
for primary radiotherapy. Acta Oncol. 2000;39:949-58.
298. Langendijk JA,Aaronson N,Aaronson NK, ten Velde GP, Muller MJ, Lamers RJ et al.
Prospective study on quality of life before and after radical radiotherapy in
non-small-cell lung cancer. J.Clin.Oncol. 2001;19:2123-33.
299. Ringbaek TJ,Viskum K, Lange P. Non-continuous home oxygen therapy: utilization,
symptomatic effect and prognosis, data from a national register on home oxygen
therapy. Respir.Med. 2001;95:980-5.
300. McGrath P, Patterson C,Yates P,Treloar S, Oldenburg B, Loos C.A study of postdiagnosis
breast cancer concerns for women living in rural and remote Queensland. Part I:
Personal concerns. Aust.J.Rural.Health 1999;7:34-42.
301. Davis C, Girgis A,Williams P, Beeney L. Needs assessment of rural and remote women
travelling to the city for breast cancer treatment. Aust.N.Z.J.Public Health 1998;22:525-7.
302. Sarna L.Women with lung cancer: impact on quality of life. Qual.Life Res. 1993;2:13-22.
303. Hewitt M, Breen N, Devesa S. Cancer prevalence and survivorship issues: analyses of the
1992 National Health Interview Survey. J.Natl.Cancer Inst. 1999;91:1480-6.
304. Priestman TJ. Quality of life after cytotoxic chemotherapy: discussion paper. J.R.Soc.Med.
1984;77:492-5.
305. Sutherland HJ, Lockwood GA, Boyd NF. Ratings of the importance of quality of life
variables: therapeutic implications for patients with metastatic breast cancer.
J.Clin.Epidemiol. 1990;43:661-6.
306. Hopwood P, Howell A, Maguire P. Psychiatric morbidity in patients with advanced
cancer of the breast: prevalence measured by two self-rating questionnaires. Br.J.Cancer
1991;64:349-52.
307. Bruera E, Brenneis C, Michaud M, Rafter J, Magnan A,Tennant A et al. Association
between asthenia and nutritional status, lean body mass, anemia, psychological status,
and tumor mass in patients with advanced breast cancer. J.Pain Symptom.Manage.
1989;4:59-63.

176

Clinical practice guidelines for the psychosocial care of adults with cancer

308. Glover J, Dibble SL, Dodd MJ, Miaskowski C. Mood states of oncology outpatients: does
pain make a difference? J.Pain Symptom.Manage. 1995;10:120-8.
309. Massie MJ, Holland JC.The cancer patient with pain: psychiatric complications and their
management. Med.Clin.North Am. 1987;71:243-58.
310. Sanson-Fisher R, Girgis A, Boyes A, Bonevski B, Burton L, Cook P.The unmet supportive
care needs of patients with cancer. Supportive Care Review Group.
Cancer 2000;88:226-37.
311. Northouse LL, Laten D, Reddy P.Adjustment of women and their husbands to recurrent
breast cancer. Res.Nurs.Health 1995;18:515-24.
312. Mahon SM, Cella DF, Donovan MI. Psychosocial adjustment to recurrent cancer.
Oncol.Nurs.Forum 1990;17:47-52.
313. Cella DF, Mahon SM, Donovan M.I. Cancer recurrence as a traumatic event.
Behavioral Medicine 1990;16:15-22.
314. Schulz R,Williamson GM, Knapp JE, Bookwala K, et al. The psychological, social and
economic impact of illness among patients with recurrent cancer.
Journal of Psychosocial Oncology 1995;13:21-45.
315. Brown JE, Brown RF, Miller RM, Dunn SM, King MT, Coates AS et al. Coping with
metastatic melanoma: the last year of life. Psycho-Oncology 2000;9:283-92.
316. Wagner MK,Armstrong D, Laughlin JE. Cognitive determinants of quality of life after
onset of cancer. Psychol.Rep. 1995;77:147-54.
317. Lin CC. Comparison of the effects of perceived self-efficacy on coping with chronic
cancer pain and coping with chronic low back pain. Clin.J.Pain 1998;14:303-10.
318. Kauser R,Akra M. Cognitive appraisal and coping of patient with terminal versus
non-terminal diseases. Journal of Behaviour Sciences 1998;9:12-28.
319. Giese-Davis J, Hermanson K, Koopman C,Weibel D, Spiegel D. Quality of couples’
relationship and adjustment to metastatic breast cancer. J.Fam.Psychol. 2000;14:251-66.
320. Classen C, Koopman C,Angell K, Spiegel D. Coping styles associated with psychological
adjustment to advanced breast cancer. Health Psychol. 1996;15:434-7.
321. Zagalegui A. Coping strategies and psychological distress in patients with advanced
cancer. Oncol Nurs Forum 1999;26:1511-8.
322. Cohen SR, Mount BM, Strobel MG, Bui F.The McGill Quality of Life Questionnaire: a
measure of quality of life appropriate for people with advanced disease. A preliminary
study of validity and acceptability. Palliat.Med. 1995;9:207-19.
323. Gotay CC.Why me? Attributions and adjustment by cancer patients and their mates at
two stages in the disease process. Soc.Sci.Med. 1985;20:825-31.
324. Taylor S.Adjustment to threatening events - a theory of cognitive adaptation. American
Psychology 1983;11:330-40.
325. Ellison CW. Spiritual well-being: conceptualisation and measurement. Journal of
Psychology and Theology 1983;11:330-40.

Clinical practice guidelines for the psychosocial care of adults with cancer

177

326. Schulz KH, Schulz H, Schulz O,Von Kerekjarto M. Family Structure and Psychosocial
Stress in Families of Cancer Patients. In Baider L, Cooper CL, De-Nour AK, eds. Cancer
and the Family, pp 225-55. Chichester: John Wiley and Sons Ltd, 1996.
327. Feldman-Stewart D, Brundage MD, Mackillop WJ.What questions do families of patients
with early-stage cancer want answered? Journal of Family Nursing 2001;7:188-207.
328. Given B, Given CW. Patient and family caregiver reaction to new and recurrent breast
cancer. J.Am.Med.Womens Assoc. 1992;47:201-6, 212.
329. Kissane D, Bloch S, Burns W, et al. Psychological morbidty in the families of patients
with cancer. Psycho-Oncology 1994;3:47-56.
330. Chapman KJ, Pepler C. Coping, hope, and anticipatory grief in family members in
palliative home care. Cancer Nurs. 1998;21:226-34.
331. Turner J and Magrath P. Needs of children of mothers with advanced breast cancer.
1997.Woolloomooloo, NHMRC National Breast Cancer Centre.
332. Lewis FM. Strengthening family supports. Cancer and the family. Cancer 1990;65:752-9.
333. Christ GH, Siegel K, Freund B, Langosch D, Hendersen S, Sperber D et al. Impact of
parental terminal cancer on latency-age children. Am.J.Orthopsychiatry 1993;63:417-25.
334. Nelson DV, Friedman LC, Baer PE, Lane M, Smith FE. Subtypes of psychosocial
adjustment to breast cancer. J.Behav.Med. 1994;17:127-41.
335. Wellisch DK, Gritz ER, Schain W,Wang HJ, Siau J. Psychological functioning of daughters
of breast cancer patients. Part II: Characterizing the distressed daughter of the breast
cancer patient. Psychosomatics 1992;33:171-9.
336. Siegel K, Raveis VH, Karus D. Pattern of communication with children when a parent
has cancer. In Baider L, Cooper C, De-Nour A, eds. Cancer and the family, pp 109-28.
Chichester:Wiley, 1996.
337. Lowenstein A, Gilbar O.The perception of caregiving burden on the part of elderly
cancer patients, spouses and adult children. Families, Systems and Health
2000;18:337-46.
338. Payne S, Smith P, Dean S. Identifying the concerns of informal carers in palliative care.
Palliat.Med. 1999;13:37-44.
339. Kelly B, Edwards P, Synott R, Neil C, Baillie R, Battistutta D. Predictors of bereavement
outcome for family carers of cancer patients. Psycho-Oncology 1999;8:237-49.
340. Gotay CC, Muraoka MY. Quality of life in long-term survivors of adult-onset cancers.
J.Natl.Cancer Inst. 1998;90:656-67.
341. Dow KH, Ferrell BR, Haberman MR, Eaton L.The meaning of quality of life in cancer
survivorship. Oncol.Nurs.Forum 1999;26:519-28.
342. Servaes P, van der Werf S, Prins J,Verhagen S, Bleijenberg G. Fatigue in disease-free
cancer patients compared with fatigue in patients with chronic fatigue syndrome.
Support.Care Cancer 2001;9:11-7.
343. Molassiotis A, Morris PJ. Quality of life in patients with chronic myeloid leukemia after
unrelated donor bone marrow transplantation. Cancer Nurs. 1999;22:340-9.

178

Clinical practice guidelines for the psychosocial care of adults with cancer

344. De Boer AG, Genovesi PI, Sprangers MA,Van Sandick JW, Obertop H,Van Lanschot JJ.
Quality of life in long-term survivors after curative transhiatal oesophagectomy for
oesophageal carcinoma. Br.J.Surg. 2000;87:1716-21.
345. Little M, Jordens C, Paul K, Sayer EJ. Surviving survival. Choice books,Australian
Consumers Association, 2001.
346. Kleineman A.The illness narratives- suffering, healing and the human condition. USA:
Basic Books, 1988.
347. Erikson VS, Pearson ML, Ganz PA,Adams J, Kahn KL.Arm edema in breast cancer
patients. J.Natl.Cancer Inst. 2001;93:96-111.
348. Ramsey SD,Andersen MR, Etzioni R, Moinpour C, Peacock S, Potosky A et al. Quality of
life in survivors of colorectal carcinoma. Cancer 2000;88:1294-303.
349. Weich S, Lewis G. Poverty, unemployment, and common mental disorders: population
based cohort study. BMJ 1998;317:115-9.
350. Brown RF, Butow PN, Dunn SM,Tattersall MH. Promoting patient participation and
shortening cancer consultations: a randomised trial. Br.J.Cancer 2001;85:1273-9.
351. Syrjala KL, Roth-Roemer SL,Abrams JR, Scanlan JM, Chapko MK,Visser S et al.
Prevalence and predictors of sexual dysfunction in long-term survivors of marrow
transplantation. J.Clin.Oncol. 1998;16:3148-57.
352. Abrahamsen AF, Loge JH, Hannisdal E, Holte H, Kvaloy S. Socio-medical situation for
long-term survivors of Hodgkin’s disease: a survey of 459 patients treated at one
institution. Eur.J.Cancer 1998;34:1865-70.
353. Holzner B, Kemmler G, Kopp M, Moschen R, Schweigkofler H, Dunser M et al. Quality of
life in breast cancer patients—not enough attention for long-term survivors?
Psychosomatics 2001;42:117-23.
354. Li C, Samsioe G, Iosif C. Quality of life in endometrial cancer survivors. Maturitas
1999;31:227-36.
355. Utley R.The evolving meaning of cancer for long-term survivors of breast cancer.
Oncol.Nurs.Forum 1999;26:1519-23.
356. Molassiotis A, Morris PJ.The meaning of quality of life and the effects of unrelated donor
bone marrow transplants for chronic myeloid leukaemia in adult long-term survivors.
Cancer Nurs 1998;21:205-11.
357. Ferrell BR, Grant MM, Funk BM, Otis-Green SA, Garcia NJ. Quality of life in breast cancer
survivors: implications for developing support services. Oncol.Nurs.Forum
1998;25:887-95.
358. National Health and Medical Research Council. Familial aspects of breast cancer: a guide
to clinical practice. Canberra: Commonwealth of Australia, 1999.
359. Sheard T, Maguire P.The effect of psychological interventions on anxiety and depression
in cancer patients: results of two meta-analyses. Br.J.Cancer 1999;80:1770-80.
360. Bottomley A. Psychotherapy groups and cancer patient survival: chasing fool’s gold?
Eur.J.Cancer Care (Engl.) 1998;7:192-6.

Clinical practice guidelines for the psychosocial care of adults with cancer

179

361. Trijsburg RW, van Knippenberg FC, Rijpma SE. Effects of psychological treatment on
cancer patients: a critical review. Psychosom.Med. 1992;54:489-517.
362. Moynihan C, Bliss JM, Davidson J, Burchell L, Horwich A. Evaluation of adjuvant
psychological therapy in patients with testicular cancer: randomised controlled trial.
BMJ 1998;316:429-35.
363. Roth AJ, Kornblith AB, Batel-Copel L, Peabody E, Scher HI, Holland JC. Rapid screening
for psychologic distress in men with prostate carcinoma: a pilot study.
Cancer 1998;82:1904-8.
364. NHMRC. Clinical Practice Guidelines for the Management of Early Breast Cancer.
Canberra:AGPS, 1995.
365. Northouse PG, Northouse LL. Communication and Cancer: Issues Confronting Patients,
Health Professionals, and Family Members. Journal of Psychosocial Oncology
1987;53:17-46.
366. Cockburn J. Effectively discussing treatment options with women with breast cancer.
1997.Woolloomooloo, NHMRC National Breast Cancer Centre.
367. Ley P, Llewelyn S. Improving patients understanding, recall, satisfaction and compliance.
Health Psychology Process and Applications, London: Chapman and Hall, 1992.
368. Lobb EA, Butow PN, and Kenny DT.Talking about prognosis with women who have
early breast cancer: what they prefer to know and guidelines to help explain it
effectively. 1998.Woolloomooloo, NHMRC National Breast Cancer Centre.
369. Hagopian GA.The effects of informational audiotapes on knowledge and self-care
behaviors of patients undergoing radiation therapy. Oncol.Nurs.Forum 1996;23:697-700.
370. Cassileth BR, Zuptis RV, Sutton-Smith K, March V. Information and participation
preferences among cancer patients. Annals of Internal Medicine 1980;92:836-66.
371. Sardell AN,Trierweiler SJ. Disclosing the cancer diagnosis. Procedures that influence
patient hopefulness. Cancer 1993;72:3355-65.
372. NHMRC National Breast Cancer Centre. Clinical Practice Guidelines for the
Management of Advanced Breast Cancer. Canberra:Australian Government Publishing
Services, 2001.
373. Girgis A and Foot G. Satisfaction with breast cancer care: a summary of the literature,
1984–1994. 1995. NHMRC National Breast Cancer Centre.
374. Breitbart W. Psycho-oncology: depression, anxiety, delirium. Semin.Oncol. 1994;21:754-69.
375. Newport DJ, Nemeroff CB.Assessment and treatment of depression in the cancer
patient. J.Psychosom.Res. 1998;45:215-37.
376. Hopwood P, Howell A, Maguire P. Screening for psychiatric morbidity in patients with
advanced breast cancer; validation of two self report questionnaires.
Br.J.Cancer 1991;64:353-6.
377. Cull A, Gould A, House A, Smith A, Strong V,Velikova G et al. Validating automated
screening for psychological distress by means of computer touchscreens for use in
routine oncology practice. Br J Cancer 2001;85:1842-9.

180

Clinical practice guidelines for the psychosocial care of adults with cancer

378. Sollner W, DeVries A, Steixner E, Lukas P, Sprinzl G, Rumpold G et al. How successful are
oncologists in identifying patient distress, perceived social support, and need for
psychosocial counselling? Br J Cancer 2001;84:179-85.
379. Razavi D, Delvaux N, Marchal S, Bredart A, Farvacques C, Paesmans M.The effects of a
24hr psychological training program on attitudes, communication skills and
occupational stress in oncology: a randomised study. Eur.J.Cancer 1993;29A:1858-63.
380. Fallowfield L, Lipkin M, Hall A.Teaching senior oncologists communication skills: results
from phase I of a comprehensive longitudinal program in the United Kingdom.
J Clin.Oncol. 1998;16:1961-8.
381. Bird J, Hall A, Maguire P, Heavy A.Workshops for consultants on the teaching of clinical
communication skills. Med.Educ. 1993;27:181-5.
382. Baile WF, Lenzi R, Kudelka AP, Maguire P, Novack D, Goldstein M et al. Improving
physician-patient communication in cancer care: outcome of a workshop for
oncologists. J.Cancer Educ. 1997;12:166-73.
383. Meredith C, Symonds P,Webster L, Lamont D, Pyper E, Gillis CR et al. Information needs
of cancer patients in west Scotland: cross sectional survey of patients’ views.
BMJ 1996;313:724-6.
384. Siminoff LA, Fetting JH,Abeloff MD. Doctor-patient communication about breast cancer
adjuvant therapy. J Clin Oncol 1989;7:1192-200.
385. Foot G. Needs assessment in tertiary and secondary oncology practice;A conceptual
and methodological exposition. 1996. University of Newcastle.
386. Luker KA, Beaver K, Leinster SJ, Owens RG. Information needs and sources of
information for women with breast cancer: a follow-up study. J Adv Nurs 1996;23:487-95.
387. Donabedian A.The quality of care. How can it be assessed? JAMA 1988;260:1743-8.
388. Girgis A, Sanson-Fisher RW, McCarthy WH. Communicating with patients: surgeons’
perceptions of their skills and need for training. Aust.N.Z.J.Surg. 1997;67:775-80.
389. Ley P. Communicating with patients. Improving Communications, Satisfaction &
Compliance. London: Croom Helm, 1988.
390. NSW Cancer Council. Effective communication skills for professionals: an overview.
1997.Woolloomooloo, NSW Cancer Council.
391. Girgis A and Sanson-Fisher RW. How to break bad news.An interactional skills training
manual for general practitioners, junior medical officers, nurses and surgeons.
1997.Woolloomooloo, NSW Cancer Council.
392. Roberts CS, Cox CE, Reintgen DS, Baile WF, Gibertini M. Influence of physician
communication on newly diagnosed breast patients’ psychologic adjustment and
decision-making. Cancer 1994;74:336-41.
393. Fogarty LA, Curbow BA,Wingard JR, McDonnell K, Somerfiels MR. Can 40 seconds of
compassion reduce patient anxiety? J Clin Oncol 1999;17:371-9.
394. Routaslo P. Physical touch in nursing studies: a literature review. J Adv Nurs
1999;30:843-50.

Clinical practice guidelines for the psychosocial care of adults with cancer

181

395. Ley P. Patients’ understanding and recall in clinical communication failure.
In Pendleton D, HJ, eds. Doctor-Patient Communication, London:Academic Press, 1983.
396. Roter DL. Patient participation in the patient-provider interaction: the effects of patient
question asking on the quality of interaction, satisfaction and compliance.
Health Educ.Monogr 1977;5:281-315.
397. Goldberg D.P., Steele J.J., Smith C, and Spivey l.Training family doctors to recognise
psychiatric disturbances. 1983. Rockville MD, National Institute Mental Health.
398. Tattersall MH, Butow PN, Griffin AM, Dunn SM.The take-home message: patients prefer
consultation audiotapes to summary letters. J Clin Oncol 1994;12:1305-11.
399. Hogbin B, Jenkins VA, Parkin AJ. Remembering ‘bad news’ consultations: an evaluation of
tape recorded consultations. Psycho-Oncology 1992;1:147-54.
400. Damian D,Tattersall MH. Letters to patients: improving communication in cancer care.
Lancet 1991;338:923-5.
401. McArdle JM, George WD, McArdle CS, Smith DC, Moodie AR, Hughson AV et al.
Psychological support for patients undergoing breast cancer surgery: a randomised
study. BMJ 1996;313:813-6.
402. Dowsett SM, Saul JL, Butow PN, Dunn SM, Boyer MJ, Findlow R et al. Communication
styles in the cancer consultation: preferences for a patient-centred approach.
Psycho-Oncology 2000;9:147-56.
403. Bertakis KD, Roter D, Putnam SM.The relationship of physician medical interview style
to patient satisfaction. J.Fam.Pract. 1991;32:175-81.
404. Turner J, Kelly B.The concept of debriefing and its application to staff dealing with
life-threatening illnesses such as cancer,AIDS and other conditions in. In Raphael B,
Wilson J, eds. Psychological debriefing: Theory, Practice and Evidence, pp 254-71.
Cambridge: Cambridge University Press, 2000.
405. Richard MA, Grob JJ,Avril MF, Delaunay M, Gouvernet J,Wolkenstein P et al. Delays in
diagnosis and melanoma prognosis (I): the role of patients. Int.J.Cancer 2000;89:271-9.
406. Allison PJ. Factors associated with smoking and alcohol consumption following
treatment for head and neck cancer. Oral Oncol. 2001;37:513-20.
407. Warnakulasuriya KA, Harris CK, Scarrott DM,Watt R, Gelbier S, Peters TJ et al. An
alarming lack of public awareness towards oral cancer. Br.Dent.J. 1999;187:319-22.
408. Demark-Wahnefried W, Peterson B, McBride C, Lipkus I, Clipp E. Current health
behaviors and readiness to pursue life-style changes among men and women diagnosed
with early stage prostate and breast carcinomas. Cancer 2000;88:674-84.
409. Campbell BH, Marbella A, Layde PM. Quality of life and recurrence concern in survivors
of head and neck cancer. Laryngoscope 2000;110:895-906.
410. Christensen AJ, Moran PJ, Ehlers SL, Raichle K, Karnell L, Funk G. Smoking and drinking
behavior in patients with head and neck cancer: effects of behavioral self-blame and
perceived control. J.Behav.Med. 1999;22:407-18.
411. American Psychiatric Association. Diagnostic and Statistical Manual for Mental
Disorders.Washingto DC:American Psychiatric Association, 1994.

182

Clinical practice guidelines for the psychosocial care of adults with cancer

412. Lampic C,Wennberg A, Schill JE, Glimelius B, Brodin O, Sjoden PO. Coping, psychosocial
well-being and anxiety in cancer patients at follow-up visits. Acta Oncol. 1994;33:887-94.
413. Nordin K, Glimelius B. Reactions to gastrointestinal cancer—variation in mental
adjustment and emotional well-being over time in patients with different prognoses.
Psycho-Oncology 1998;7:413-23.
414. Osowiecki D, Compas BE. Psychological adjustment to cancer: Control beliefs and
coping in adult cancer patients. Cognitive Therapy and Research 1998;22:483-99.
415. Brown JE, King MT, Butow PN, Dunn SM, Coates AS. Patterns over time in quality of life,
coping and psychological adjustment in late stage melanoma patients: an application of
multilevel models. Qual.Life Res. 2000;9:75-85.
416. Parker PA, Baile WF, de Moor C, Lenzi R, Kudelka AP, Cohen L. Breaking bad news about
cancer: patients’ preferences for communication. J.Clin.Oncol. 2001;19:2049-56.
417. Kim MK,Alvi A. Breaking the bad news of cancer: the patient’s perspective.
Laryngoscope 1999;109:1064-7.
418. Schofield PE, Beeney LJ,Thompson JF, Butow PN,Tattersall MH, Dunn SM. Hearing the
bad news of a cancer diagnosis: the Australian melanoma patient’s perspective.
Ann.Oncol. 2001;12:365-71.
419. National Health and Medical Research Council. General guidelines for medical
practitioners on providing information to patients. 1994. Canberra,Australian
Government Publishing Service.
420. Leydon G.M., Boulton M, Moynihan C, Jones A, Mossman J, Bondioni M et al. Cancer
patients’ information needs and information seeking behaviour: in depth interview
study. BMJ 2000;320:909-13.
421. Butow PN, Kazemi NJ, Beeney LJ, Griffin AM, Dunn SM,Tattersall MH.When the
diagnosis is cancer: patient communication experiences and preferences.
Cancer 1996;77:2630-7.
422. Weeks JC, Cook EF, O’Day SJ, Peterson LM,Wenger N, Reding D et al. Relationship
between cancer patients’ predictions of prognosis and their treatment preferences.
JAMA 1998;279:1709-14.
423. Gattellari M,Voight K, Butow P,Tattersall MHN.When the treatment goal is not cure: are
cancer patients equipped to make profound decisions?
Supportive Care Cancer 2002;10:314-21.
424. Leighl N, Gattellari M, Butow P, Brown R,Tattersall M. Discussing adjuvant cancer
therapy. JCO 2001;19:1768-78.
425. Lamont EB, Christakis NA. Prognostic disclosure to patients near the end of life.
Annals of Internal Medicine 2001;134:1096-105.
426. Butow P, Dowsett S, Haggerty R,Tattersall MHN. Communicating prognosis to patients
with metastatic disease:What do they really want to know? Supportive Care Cancer
2002;10:161-8.
427. Grey RE, Greer S, Fitch M, Sawka C, Hampson A, Labreque M et al. Information needs of
women with metastatic breast cancer. Cancer Prevention and Control 1998;2:57-62.

Clinical practice guidelines for the psychosocial care of adults with cancer

183

428. Sheldon JM, Fetting JH, Siminoff LA. Offering the option of randomized clinical trials to
cancer patients who overestimate their prognoses with standard therapies.
Cancer Invest 1993;11:57-62.
429. O’Connor AM. Effects of framing and level of probability on patients’ preferences for
cancer chemotherapy. J.Clin.Epidemiol. 1989;42:119-26.
430. McNeil BJ, Pauker SG, Sox HC, Jr.,Tversky A. On the elicitation of preferences for
alternative therapies. N.Engl.J.Med. 1982;306:1259-62.
431. Marteau TM. Framing of information: its influence upon decisions of doctors and
patients. Br.J.Soc.Psychol. 1989;28 (Pt 1):89-94.
432. Hughes KK. Decision making by patients with breast cancer: the role of information in
treatment selection. Oncol.Nurs.Forum 1993;20:623-8.
433. Hughes KK. Psychosocial and functional status of breast cancer patients.The influence
of diagnosis and treatment choice. Cancer Nurs. 1993;16:222-9.
434. Llewellyn-Thomas HA, McGreal MJ,Thiel EC. Cancer patients’ decision making and
trial-entry preferences: the effects of “framing” information about short-term toxicity
and long- term survival. Med.Decis.Making 1995;15:4-12.
435. Lloyd A, Hayes P, Bell PR, Naylor AR.The role of risk and benefit perception in informed
consent for surgery. Med.Decis.Making 2001;21:141-9.
436. Bless H, Betsch T, Franzen A. Framing the framing effect:The impact of context clues on
solutions to the “Asian disease” problem. European Journal of Social Psychology
1998;28:287-91.
437. Doyle JK. Judging cumulative risk. Journal of Applied Social Psychology 1997;27:500-24.
438. Nakao MA,Axelrod S. Numbers are better than words.Verbal specifications of frequency
have no place in medicine. Am.J.Med. 1983;74:1061-5.
439. Sutherland HJ, Lockwood GA,Tritchler DL, Sem F, Brooks L,Till JE. Communicating
probabilistic information to cancer patients: is there ‘noise’ on the line?
Soc.Sci.Med. 1991;32:725-31.
440. Kong A, Barnett GO, Mosteller F,Youtz C. How medical professionals evaluate
expressions of probability. N.Engl.J.Med. 1986;315:740-4.
441. Mazur DJ, Hickam DH.The effect of physician’s explanations on patients’ treatment
preferences: five-year survival data. Med.Decis.Making 1994;14:255-8.
442. Mazur DJ, Merz JF. How the manner of presentation of data influences older patients in
determining their treatment preferences. J.Am.Geriatr.Soc. 1993;41:223-8.
443. Miller SM, Mangan CE. Interacting effects of information and coping style in adapting to
gynecologic stress: should the doctor tell all? J.Pers.Soc.Psychol. 1983;45:223-36.
444. Steptoe A, Sutcliffe I,Allen B, Coombes C. Satisfaction with communication, medical
knowledge, and coping style in patients with metastatic cancer. Soc.Sci.Med.
1991;32:627-32.
445. National Health and Medical Research Council.What do women say about treatment for
breast cancer? 1-31. 1994. NMHRC.

184

Clinical practice guidelines for the psychosocial care of adults with cancer

446. Rosen A. Crisis management in the community. Med.J.Aust. 1997;167:633-8.
447. Tito F and Newby L. Medicolegal implications of clinical practice guidelines in the
diagnosis and treatment of breast cancer and legal implications of clinical practice
guidelines (a recommendation paper). 1998.Woolloomooloo (NSW), National Breast
Cancer Centre.
448. Presidents Commission for the Study of Ethical Problems in Medicine and Biomedical
Research. Making health care decisions;A report on the ethical and legal implications of
informed consent in the patient-practitioner relationship. 1982.Washington DC, US
Government Printing Office.
449. Redmond K.Assessing patients’ needs and preferences in the management of advanced
colorectal cancer. Br.J.Cancer 1998;77 Suppl 2:5-7.
450. Montgomery C, Lydon A, Lloyd K. Psychological distress among cancer patients and
informed consent. J.Psychosom.Res. 1999;46:241-5.
451. Jenkins V, Fallowfield L, Saul J. Information needs of patients with cancer: results from a
large study in UK cancer centres. Br.J.Cancer 2001;84:48-51.
452. Crawford ED, Bennett CL, Stone NN, Knight SJ, DeAntoni E, Sharp L et al. Comparison of
perspectives on prostate cancer: analyses of survey data. Urology 1997;50:366-72.
453. Steginga SK, Occhipinti S, Dunn J, Gardiner RA, Heathcote P,Yaxley J.The supportive
care needs of men with prostate cancer (2000). Psycho-Oncology 2001;10:66-75.
454. Magiros M, Norgrove JM,Arvin MP,Young JM,Ward JE.Women’s access to resources
about early breast cancer. Med.J.Aust. 2001;174:664-5.
455. National Cancer Alliance. Patient centred cancer services? What patients say. 1996.
The National Cancer Alliance.
456. Wiggers JH, Donovan K, Redman S, Sanson-Fisher RW. Cancer patient satisfaction with
care. Cancer 1990;66:610-6.
457. Jakobsson L, Hallberg IR, Loven L. Experiences of micturition problems, indwelling
catheter treatment and sexual life consequences in men with prostate cancer.
J.Adv.Nurs. 2000;31:59-67.
458. Moore KN, Estey A.The early post-operative concerns of men after radical
prostatectomy. J.Adv.Nurs. 1999;29:1121-9.
459. Degner LF, Kristjanson LJ, Bowman D, Sloan JA, Carriere KC, O’Neil J et al. Information
needs and decisional preferences in women with breast cancer. JAMA 1997;277:1485-92.
460. Wong F, Stewart DE, Dancey J, Meana M, McAndrews MP, Bunston T et al. Men with
prostate cancer: influence of psychological factors on informational needs and decision
making. J.Psychosom.Res. 2000;49:13-9.
461. Feldman-Stewart D, Brundage MD, Nickel JC, Mackillop WJ.The information required by
patients with early-stage prostate cancer in choosing their treatment. BJU.Int.
2001;87:218-23.
462. Feldman-Stewart D, Brundage MD, Hayter C, Groome P, Nickel JC, Downes H et al.
What questions do patients with curable prostate cancer want answered?
Med.Decis.Making 2000;20:7-19.

Clinical practice guidelines for the psychosocial care of adults with cancer

185

463. Davison BJ, Degner LF, Morgan TR. Information and decision-making preferences of men
with prostate cancer. Oncology Nurses Forum 1995;22:1401-8.
464. Miles BJ, Giesler B, Kattan MW. Recall and attitudes in patients with prostate cancer.
Urology 1999;53:169-74.
465. Steginga SK, Occhipinti S, Gardiner RA,Yaxley J, Heathcote P. Making decisions about
Prostate Cancer. British Journal of Urology International 2002;89.
466. Clacey R,Thomas C, Pearson H. Does counselling by nurses for mastectomy patients
work? In Watson M, Greer S,Thomas C, eds. Psychosocial Oncology, pp 159-68. Oxford:
Permagon, 1988.
467. Maguire P, Brooke M,Tait A,Thomas C, Sellwood R.The effect of counselling on physical
disability and social recovery after mastectomy. Clin.Oncol. 1983;9:319-24.
468. Hopkins MB. Information-seeking and adaptational outcomes in women receiving
chemotherapy for breast cancer. Cancer Nurs 1986;9:256-62.
469. Street RL, Jr.,Voigt B, Geyer C, Jr., Manning T, Swanson GP. Increasing patient
involvement in choosing treatment for early breast cancer. Cancer 1995;76:2275-85.
470. Dunn SM, Butow PN,Tattersall MH, Jones QJ, Sheldon JS,Taylor JJ et al. General
information tapes inhibit recall of the cancer consultation. J Clin Oncol 1993;11:2279-85.
471. O’Connor AM, Rostom A, Fiset V,Tetroe J, Entwistle V, Llewellyn-Thomas H et al. Decision
aids for patients facing health treatment or screening decisions: systemic review.
BMJ 1999;319:731-4.
472. O’Connor AM, Fiset V, de Grasse C, Graham I.D., Evans W, Stacey D et al. Decision aids
for patients considering options affecting cancer outcomes: evidence of efficacy and
policy implications. J Nat Cancer Inst 1999;25:67-80.
473. O’Connor AM, Llewellyn-Thomas HA, Sawka C, Pinfold SP,To T, Harrison DE. Physicians’
opinions about decision aids for patients considering systemic adjuvant therapy for
axillary-node negative breast cancer. Patient Education and Counselling 1997;30:143-53.
474. Whelan TJ, Levine MN, Gafni A, Lukka H, Mohide EA, Patel M et al. Breast irradiation
postlumpectomy: development and evaluation of a decision instrument.
J.Clin.Oncol. 1995;13:847-53.
475. Edwards A, Elwyn G.The potential benefits of decision aids in clinical medicine.
JAMA 1999;282:779-80.
476. Liaw T, Lawrence M, Rendell J.The effect of a computer-generated patient-held medical
record summary and/or a written personal health record on patients’ attitudes,
knowledge and behaviour concerning health promotion. Fam.Pract. 1996;13:289-93.
477. Cain EN, Kohorn EI, Quinlan DM, Latimer K, Schwartz PE. Psychosocial benefits of a
cancer support group. Cancer 1986;57:183-9.
478. Johnson J.The effect of a patient education course on persons with a chronic illness.
Cancer Nurs 1982;117-23.
479. Berglund G, Boland C, Gustafsson UL, et al. One year follow up of the ‘Starting Again’
rehabilitation program for cancer patients. European Journal of Cancer
1994;30A:1744-51.

186

Clinical practice guidelines for the psychosocial care of adults with cancer

480. Ferlic M, Goldman A, Kennedy BJ. Group counseling in adult patients with advanced
cancer. Cancer 1979;43:760-6.
481. Graling PR, Grant JM. Demographics and patient treatment choice in stage I breast
cancer. AORN J. 1995;62:376-84.
482. Mastaglia B, Kristjanson LJ. Factors influencing women’s decisions for choice of surgery
for Stage I and Stage II breast cancer in Western Australia. J.Adv.Nurs. 2001;35:836-47.
483. Nuffield Institute for Health.The management of primary breast cancer.
Effective Healthcare 1996;2:1-6.
484. Valanis BG, Rumpler CH. Helping women to choose breast cancer treatment
alternatives. Cancer Nurs 1986;8:167-75.
485. Margolis GJ, Carabell SC, Goodman RL. Psychological aspects of primary radiation
therapy for breast carcinoma. Am.J.Clin.Oncol. 1983;6:533-8.
486. Kumar TM, Udaya AS,Asadi A, et al. Which women prefer which treatment of breast
cancer. The Breast 1992;1:193-5.
487. Wolberg WH,Tanner MA, Romsaas EP,Trump DL, Malec JF. Factors influencing options in
primary breast cancer treatment. J.Clin.Oncol. 1987;5:68-74.
488. Ward S, Heidrich S,Wolberg W. Factors women take into account when deciding upon
type of surgery for breast cancer. Cancer Nurs. 1989;12:344-51.
489. Siminoff LA, Fetting JH. Factors affecting treatment decisions for a life-threatening
illness: the case of medical treatment of breast cancer. Soc.Sci.Med. 1991;32:813-8.
490. Henman MJ, Butow PN, Brown RF, Boyle F,Tattersall MH. Lay constructions of
decision-making in cancer. Psychooncology. 2002;11:295-306.
491. Batt S. Patient no more: the politics of breast cancer. Melbourne: Spinifex Press, 1996.
492. Love S, Lindsey K. Dr Susan Love’s breast book. Reading MA:Addison-Wesley, 1995.
493. Dossey I. Healing words: the power of prayer. San Francisco: Harper, 1993.
494. Boyle FM.Adverse interaction of herbal medicine with breast cancer treatment.
MJA 1997;167:286.
495. Begbie SD, Kerestes ZL, Bell DR. Patterns of alternative medicine use by cancer patients
[see comments]. MJA 1996;165:545-8.
496. Downer SM, Cody MM, McCluskey P,Wilson PD,Arnott SJ, Lister TA. Pursuit and practice
of complementary therapies by cancer patients receiving convential treatment
[see comments]. BMJ 1994;309:86-9.
497. Miller MJ, Moyer MJ, and Dunn SM.Why do Australian cancer patients use unproven
treatments? Proc.Ann.Meeting Am.Soc.Clin.Onc. 22, 76. 1995.
498. Paltiel O,Avitzour M, Peretz T, Cherny N, Kaduri L, Pfeffer RM et al. Determinants of the
use of complementary therapies by patients with cancer. J Clin.Oncol. 2001;19:2439-48.
499. Weijer C, Freedman B, Fuks A, Robbins J, Shapiro S, Skrutkowska M.What difference
does it make to be treated in a clinical trial? A pilot study. Clin.Invest Med. 1996;19:179-83.

Clinical practice guidelines for the psychosocial care of adults with cancer

187

500. Davis S,Wright PW, Schulman SF, Hill LD, Pinkham RD, Johnson LP et al. Participants in
prospective, randomized clinical trials for resected non-small cell lung cancer have
improved survival compared with nonparticipants in such trials. Cancer 1985;56:1710-8.
501. Segelov E,Tattersall MHN, Coates AS. Redressing the balance—the ethics of not entering
an eligible patient on a randomised clinical trial. Ann.Oncol. 1992;3:103-5.
502. Ellis PM, Butow PN,Tattersall MH, Dunn SM, Houssami N. Randomized clinical trials in
oncology: understanding and attitudes predict willingness to participate.
J Clin.Oncol. 2001;19:3554-61.
503. Cockburn J, Redman S, and Kricker A. Should women take part in clinical trials in breast
cancer? The issues and some solutions. 1999.Woolloomooloo, NHMRC National Breast
Cancer Centre.
504. Schutta KM, Burnett CB. Factors that influence a patient’s decision to participate in a
phase I cancer clinical trial. Oncol.Nurs Forum 2000;27:1435-8.
505. Slevin M, Mossman J, Bowling A, Leonard R, Steward W, Harper P et al. Volunteers or
victims: patients’ views of randomised cancer clinical trials. Br.J Cancer 1995;71:1270-4.
506. Verheggen FW, Nieman F, Jonkers R. Determinants of patient participation in clinical
studies requiring informed consent: why patients enter a clinical trial.
Patient.Educ.Couns. 1998;35:111-25.
507. Albrecht TL, Blanchard C, Ruckdeschel JC, Coovert M, Strongbow R. Strategic physician
communication and oncology clinical trials. J.Clin.Oncol. 1999;17:3324-32.
508. Degner LF, Sloan JA. Decision making during serious illness: what role do patients really
want to play? J.Clin.Epidemiol. 1992;45:941-50.
509. Beaver K, Luker KA, Owens RG, Leinster SJ, Degner LF, Sloan JA.Treatment decision
making in women newly diagnosed with breast cancer. Cancer Nurs. 1996;19:8-19.
510. Emmanuel EJ, Emanuel LL. Four models of the physician-patient relationship. Journal of
American Medical Association 1992;267:2221-1389.
511. Gafni A, Charles C,Whelan T.The physician-patient encounter: the physician as a perfect
agent for the patient versus the informed treatment decision-making model.
Soc.Sci.Med. 1998;47:347-54.
512. Quill TE, Brody H. Physician recommendations and patient autonomy: finding a balance
between physician power and patient choice. Ann.Intern.Med. 1996;125:763-9.
513. Sutherland H.J., Llewellyn-Thomas HA, Lockwood GA,Tritchler D.l.,Till JE. Cancer
patients: their desire for information and participation in treatment decisions.
Journal of the Royal Society of Medicine 1989;82:263.
514. Fallowfield L. Offering choice of surgical treatment to women with breast cancer.
Patient.Educ.Couns. 1997;30:209-14.
515. Guadagnoli E,Ward P. Patient participation in decision-making. Soc.Sci.Med.
1998;47:329-39.
516. Leinster SJ,Ashcroft JJ, Slade PD, Dewey ME. Mastectomy versus conservative surgery:
psychosocial effects of the patient’s choice of treatment.
Journal of Psychosocial Oncology 1989;7:179-92.

188

Clinical practice guidelines for the psychosocial care of adults with cancer

517. Blanchard CG, Labreque MS, Ruckdeschel JC, Blanchard EB. Information and
decision-making preferences of hospitalised adult cancer patients.
Soc Sci Med 1988;27:1139-45.
518. Gattelari M, Butow P,Tattersall MHN. Sharing decisions in cancer care.
Soc Sci Med 2001;51:1865-78.
519. Fallowfield LJ, Hall A, Macguire P, Baum M,A’Hern RP.A question of choice: results of a
prospective 3 year follow-up study of women with breast cancer.
The Breast 1994;3:202-8.
520. Fallowfield LJ, Hall A, Maguire P, Baum M,A’Hern RP. Psychological effects of being
offered choice of surgery for breast cancer. BMJ 1994;309:448.
521. Morris J, Royle GT. Choice of surgery for early breast cancer: pre- and postoperative
levels of clinical anxiety and depression in patients and their husbands.
Br.J.Surg. 1987;74:1017-9.
522. Levy SM, Herberman RB, Lee JK, Lippman ME, d’Angelo T. Breast conservation versus
mastectomy: distress sequelae as a function of choice. J.Clin.Oncol. 1989;7:367-75.
523. Johnston M,Voegele C. Benefits of psychological preparation for surgery:A
meta-analysis. Annals of Behavioral Medicine 1993;15:245-56.
524. Hathaway D. Effect of preoperative instruction on postoperative outcomes: a
meta- analysis. Nurs.Res. 1986;35:269-75.
525. Burish TG, Snyder SL, Jenkins RA. Preparing patients for cancer chemotherapy: effect of
coping preparation and relaxation interventions. J.Consult Clin.Psychol. 1991;59:518-25.
526. Flam B, Spice-Cherry P,Amsel R. Effects of preparatory information of a myelogram on
patients’ expectations and anxiety levels. Patient.Educ.Couns. 1989;14:115-26.
527. Burton MV, Parker RW, Farrell A, et al. A randomised controlled trial of pre-operative
psychological preparation for mastectomy. Psycho-Oncology 1995;4:1-19.
528. Wallace LM. Communication variables in the design of pre-surgical preparatory
information. Br.J.Clin.Psychol. 1986;25 (Pt 2):111-8.
529. Kaplan RM, Metzger G, Jablecki C. Brief cognitive and relaxation training increases
tolerance for a painful clinical electromyographic examination. Psychosom.Med.
1983;45:155-62.
530. Wilson JF, Moore RW, Randolph.S., Hanson BJ. Behavioural preparation of patients fo
gastrointestinal endoscopy: information, relaxation and coping style.
Journal of Human Stress 1982;8:13-23.
531. Cohen MZ, Ley CD. Bone marrow transplantation: the battle for hope in the face of fear.
Oncol.Nurs.Forum 2000;27:473-80.
532. Cockburn J. Preparing patients for potentially threatening clinical procedures. 1997.
Woolloomooloo, NHMRC National Breast Cancer Centre.
533. Woodruff R. Palliative Medicine. Oxford University Press, 1999.
534. Lo B, Quill T,Tulsky J. Discussing palliative care with patients. Annals of Internal
Medicine 1999;130:744-74.

Clinical practice guidelines for the psychosocial care of adults with cancer

189

535. Lowden B. Introducing palliative care: health professionals’ perceptions. Int J of
Palliative Nursing 1998;4:135-42.
536. World Health Organization. Cancer pain relief and palliative care: report of a WHO
Expert Committee. 1990. Geneva,World health Organization.World Health
Organization Technical Report Series no. 804.
537. Koedoot N, de Haes JC. Deciding to cease active cancer treatment:issues in process and
outcome. Progress in Palliative Care 1995;3:45-52.
538. Friedrichsen MJ, Strang PM, Carlsson ME. Breaking bad news in the transition from
curative to palliative cancer care—patient’s view of the doctor giving the information.
Support.Care Cancer 2000;8:472-8.
539. Maguire P. Improving communication with cancer patients. Eur.J.Cancer 1999;35:1415-22.
540. Pautler SE,Tan JK, Dugas GR, Pus N, Ferri M, Hardie WR et al. Use of the internet for
self-education by patients with prostate cancer. Urology 2001;57:230-3.
541. Dibble SL, Padilla GV, Dodd MJ, Miaskowski C. Gender differences in the dimensions of
quality of life. Oncol.Nurs.Forum 1998;25:577-83.
542. Duke J.An investigation to assess the needs experienced by men diagnosed with
prostate cancer. Newcastle: University of Newcastle. 2000. Newcastle, University
of Newcastle.
543. Znajda TL,Wunder JS, Bell RS, Davis AM. Gender issues in patients with extremity
soft-tissue sarcoma: a pilot study. Cancer Nurs. 1999;22:111-8.
544. Harrison J, Maguire P, Pitceathly C. Confiding in crisis: gender differences in pattern of
confiding among cancer patients. Soc.Sci.Med. 1995;41:1255-60.
545. Helgason AR, Dickman PW,Adolfsson J, Steineck G. Emotional isolation: prevalence and
the effect on well-being among 50- 80-year-old prostate cancer patients.
Scand.J.Urol.Nephrol. 2001;35:97-101.
546. Klemm P, Hurst M, Dearholt SL,Trone SR. Gender differences on Internet cancer
support groups. Comput.Nurs. 1999;17:65-72.
547. Speice J, Harkness J, Laneri H, Frankel R, Roter D, Kornblith AB et al. Involving family
members in cancer care: focus group considerations of patients and oncological
providers. Psycho-Oncology 2000;9:101-12.
548. Christensen DN. Postmastectomy couple counseling: an outcome study of a structured
treatment protocol. J.Sex Marital Ther. 1983;9:266-75.
549. Kissane DW, Bloch S. Family grief. Br.J.Psychiatry 1994;164:728-40.
550. Dunn J, Steginga SK, Rosoman N, and Millichap D.A review of peer support in the
context of cancer. Journal of Psychosocial Oncology. 2002.
551. Krizek C, Roberts C, Ragan R, Ferrara JJ, Lord B. Gender and cancer support group
participation. Cancer Pract. 1999;7:86-92.
552. Dunn J, Steginga SK, Occhipinti S,Wilson K. Evaluation of a peer support program for
women with breast cancer: Lessons for practitioners. Journal of Community & Applied
Social Psychology 1999;9:13-22.

190

Clinical practice guidelines for the psychosocial care of adults with cancer

553. George DS.Teleconferencing support: women with secondary breast cancer.
International Journal of Palliative Nursing 1998;4:115-9.
554. Scharf BF. Communicating breast cancer on-line: support and empowerment on the
Internet. Women & Health 1997;26:65-85.
555. Weinberg N, Schmale J, Uken J,Wessel K. Online help: cancer patients participate in a
computer-mediated support group. Health Soc.Work 1996;21:24-9.
556. Ashbury FD, Cameron C, Mercer SL, Fitch M, Nielsen E. One-on-one peer support and
quality of life for breast cancer patients. Patient.Educ.Couns. 1998;35:89-100.
557. Silverman-Dresner T. Self-help groups for women who have had breast cancer.
Imagination, Cognition and Personality 1990;9:237-43.
558. Coreil J, Behal R. Man to Man prostate cancer support groups. Cancer Pract.
1999;7:122-9.
559. Helgeson VS, Cohen S, Schulz R,Yasko J. Education and peer discussion group
interventions and adjustment to breast cancer. Arch.Gen.Psychiatry 1999;56:340-7.
560. Helgeson VS, Cohen S, Schulz R,Yasko J. Group support interventions for women with
breast cancer: who benefits from what? Health Psychol. 2000;19:107-14.
561. Helgeson VS, Cohen S, Schulz R,Yasko J. Long-term effects of educational and peer
discussion group interventions on adjustment to breast cancer.
Health Psychol. 2001;20:387-92.
562. Helgeson VS, Cohen S, Schulz R,Yasko J. Group support for people with cancer: Benefits
and hazards. In Baum A,Anderson BL, eds. pp 269-86.Washington:American
Psychological Society, 2001.
563. Whitman HH, Gustafson JP. Group therapy for families facing a cancer crisis.
Oncol.Nurs.Forum 1989;16:539-43.
564. Evans RL, Connis RT. Comparison of brief group therapies for depressed cancer patients
receiving radiation treatment [see comments]. Public Health Rep. 1995;110:306-11.
565. Telch CF,Telch MJ. Group coping skills instruction and supportive group therapy for
cancer patients: a comparison of strategies. J.Consult Clin.Psychol. 1986;54:802-8.
566. Sandgren AK and McCaul KD.Telephone therapy and coping with breast cancer. 1996.
New York,Third World Congress of Psycho Oncology. 3-10-1996.
567. Curran V, Church JG.A study of rural women’s satisfaction with a breast cancer self-help
network. J.Telemed.Telecare. 1999;5:47-54.
568. Heinrich RL, Schag CC. Stress and activity management: group treatment for cancer
patients and spouses. J.Consult Clin.Psychol. 1985;53:439-46.
569. Watson M, Denton S, Baum M, et al. Counselling breast cancer patients:A specialist
nurse service. Counselling Psychology Quarterly 1988;1:25-34.
570. Specialist Breast Nurse Project Team. Specialist breast nurses: an evidence based model
for Australian practice. 2000.
571. Boxhall S and Dougherty M.The role of the prostate care nurse in an outpatient
setting. 2001. Sydney,Australian Prostate Cancer Collaboration Annual Meeting,
Education Workshop.
Clinical practice guidelines for the psychosocial care of adults with cancer

191

572. Luxford L, Rainbird K. Multidisciplinary care for women with breast cancer:A national
demonstration program. NSW Public Health Bulletin 2001;12:277-9.
573. Tattersall MH, Griffin A, Dunn SM, Monaghan H, Scatchard K, Butow PN.Writing to
referring doctors after a new patient consultation.What is wanted and what was
contained in letters from one medical oncologist? [see comments]. Aust.N.Z.J.Med.
1995;25:479-82.
574. Gilhooly ML, McGhee SM. Medical records: practicalities and principles of patient
possession. J.Med.Ethics 1991;17:138-43.
575. Seidman AD, Portenoy R,Yao TJ, Lepore J, Mont EK, Kortmansky J et al. Quality of life in
phase II trials: a study of methodology and predictive value in patients with advanced
breast cancer treated with paclitaxel plus granulocyte colony-stimulating factor.
J.Natl.Cancer Inst. 1995;87:1316-22.
576. Coates A, Gebski V, Signorini D, et al. Prognostic value of quality of life scores during
chemotherapy for advanced breast cancer. J Clin Oncol 1992;12:1811-38.
577. Hearn J, Higginson IJ. Do specialist palliative care teams improve outcomes for cancer
patients? A systematic literature review. Palliat.Med. 1998;12:317-32.
578. Rimer B, Levy MH, Keintz MK, Fox L, Engstrom PF, MacElwee N. Enhancing cancer pain
control regimens through patient education. Patient Education and Counseling
1987;10:267-77.
579. Spiegel D, Bloom JR, Gottheil E. Family environment as a predictor of adjustment to
metastatic breast cancer. Journal of Psychosocial Oncology 1983;1:33-44.
580. Spiegel D, Bloom JR, Kraemer HC, Gottheil E. Effect of psychosocial treatment survival
of patients with metastatic breast cancer. The Lancet 1989;2:888-91.
581. Kellehear A. Dying of Cancer: the Final Year of Life. New York: Harwood Academic
Publishers, 1990.
582. Baer WM, Hanson LC. Families’ perception of the added value of hospice in the nursing
home. J.Am.Geriatr.Soc. 2000;48:879-82.
583. Commonwealth Department of Health and Ageing. National Palliative Care Strategy:A
National Framework for Palliative Care Service Development. 2000. Canberra,
Commonwealth of Australia.
584. Raphael B.The anatomy of bereavement: a handbook for the caring professions. Sydney:
Allen & Unwin, 1984.
585. Kissane DW, Smith GC. Consultation-liaison psychiatry in an Australian oncology unit.
Aust.N.Z.J.Psychiatry 1996;30:397-404.
586. Kissane DW, Bloch S, McKenzie M, McDowall AC, Nitzan R. Family grief therapy: a
preliminary account of a new model to promote healthy family functioning during
palliative care and bereavement. Psycho-Oncology 1998;7:14-25.
587. Parkes CM. Bereavement in adult life. BMJ 1998;316:856-9.
588. Glick IO,Weiss RS, Parkes CM.The first year of bereavement. New York:Wiley, 1974.

192

Clinical practice guidelines for the psychosocial care of adults with cancer

589. Start RD, Sherwood SJ, Kent G,Angel CA.Audit study of next of kin’s satisfaction with
clinical necropsy service. BMJ 1996;312:1516.
590. Sherwood SJ, Start RD, Birdi KS, Cotton DW, Bunce D. How do clinicians learn to request
permission for autopsies? Medical Education 1995;29:231-4.
591. Turner J, Raphael B. Requesting necropsies [[editiorial][see comments].
BMJ 1997;314:1499-500.
592. Colleoni M, Mandala M, Peruzzotti G, Robertson C, Bredart A, Goldhirsch A. Depression
and degree of acceptance of adjuvant cytotoxic drugs. Lancet 2000;356:1326-7.
593. Jorm AF. Mental health literacy. Public knowledge and beliefs about mental disorders.
Br.J.Psychiatry 2000;177:396-401.
594. Newell S, Sanson-Fisher RW, Girgis A, Bonaventura A. How well do medical oncologists’
perceptions reflect their patients’ reported physical and psychosocial problems? Data
from a survey of five oncologists. Cancer 1998;83:1640-51.
595. Pascoe S, Edelman S, Kidman A. Prevalence of psychological distress and use of support
services by cancer patients at Sydney hospitals. Aust.N.Z.J.Psychiatry 2000;34:785-91.
596. McDaniel JS, Musselman DL, Porter MR, Reed DA, Nemeroff CB. Depression in patients
with cancer. Diagnosis, biology, and treatment. Arch.Gen.Psychiatry 1995;52:89-99.
597. Turner J. Medically unexplained symptoms in secondary care. BMJ 2001;322:745-6.
598. Ghizzani A, Pirtoli L, Bellezza A,Velicogna F.The evaluation of some factors influencing
the sexual life of women affected by breast cancer. J.Sex Marital Ther. 1995;21:57-63.
599. Vestovich KC.An examination of the relationships between health locus of control,
health behaviour, and body image in breast cancer survivors. Dissertation Abstracts
International: Section B: the Sciences and Engineering Vol 59(9B), 5116. 1999.
600. Dimeo FC,Tilmann MH, Bertz H, Kanz L, Mertelsmann R, Keul J.Aerobic exercise in the
rehabilitation of cancer patients after high dose chemotherapy and autologous
peripheral stem cell transplantation. Cancer 1997;79:1717-22.
601. Fawzy FI, Fawzy NW, Hyun CS, Elashoff R, Guthrie D, Fahey JL et al. Malignant
melanoma. Effects of an early structured psychiatric intervention, coping, and affective
state on recurrence and survival 6 years later. Arch.Gen.Psychiatry 1993;50:681-9.
602. Kelsen DP, Portenoy RK,Thaler HT, Niedzwiecki D, Passik SD,Tao Y et al. Pain and
depression in patients with newly diagnosed pancreas cancer. J.Clin.Oncol.
1995;13:748-55.
603. Zwil AS, Pelchat RJ. ECT in the treatment of patients with neurological and somatic
disease. Int.J.Psychiatry Med. 1994;24:1-29.
604. Rebheru K.The use of electroconvulsive therapy in special patient populations.
Canadian Journal of Psychiatry 2001;46:710-9.
605. Royal Australian and New Zealand College of Psychiatrists. Electroconvulsive therapy.
Clinical memorandum #12(Revised April). 1999.
606. Valente SM, Saunders JM, Cohen MZ. Evaluating depression among patients with cancer.
Cancer Practice 1994;2:65-71.

Clinical practice guidelines for the psychosocial care of adults with cancer

193

607. Zimmerman L, Pozehl B, Duncan K, Schmitz R. Effects of music in patients who had
chronic cancer pain. West J.Nurs.Res. 1989;11:298-309.
608. Burish TG, Jenkins RA. Effectiveness of biofeedback and relaxation training in reducing
the side effects of cancer chemotherapy. Health Psychol. 1992;11:17-23.
609. Cotanch PH, Strom S. Progressive muscle relaxation as antiemetic therapy for cancer
patients. Oncol.Nurs.Forum 1987;14:33-7.
610. Morrow GR, Morrell C. Behavioral treatment for the anticipatory nausea and vomiting
induced by cancer chemotherapy. N.Engl.J.Med. 1982;307:1476-80.
611. Segal R, Evans W, Johnson D, Smith J, Colletta S, Gayton J et al. Structured exercise
improves physical functioning in women with stages I and II breast cancer: results of a
randomized controlled trial. J.Clin.Oncol. 2001;19:657-65.
612. Courneya KS, Keats MR,Turner AR. Physical exercise and quality of life in cancer
patients following high dose chemotherapy and autologous bone marrow
transplantation. Psycho-Oncology 2000;9:127-36.
613. Cousins N.Anatomy of an illness. New York: Bantam Books, 1979.
614. Breitbart W. Psychiatric management of cancer pain. Cancer 1989;63:2336-42.
615. Fields HI. Core curriculum for professional education in pain. Seattle: IASP press, 1995.
616. Kwekkeboom KL. Pain management strategies used by patients with breast and
gynecologic cancer with postoperative pain. Cancer Nurs. 2001;24:378-86.
617. Baider L, Uziely B, De Nour AK. Progressive muscle relaxation and guided imagery in
cancer patients. Gen.Hosp.Psychiatry 1994;16:340-7.
618. Ko DS, Lerner R, Klose G, Cosimi AB. Effective treatment of lymphedema of the
extremities. Arch.Surg. 1998;133:452-8.
619. Burcham J. Review of patient and professional resources about breast reconstruction.
1997.Woolloomooloo, NHMRC National Breast Cancer Centre.
620. Finlay I, Bowszyc J, Ramlau C, Gwiezdzinski Z.The effect of topical 0.75% metronidazole
gel on malodorous cutaneous lesions. Journal of Pain and Symptom Management
1996;11:158-62.
621. Johnson JT, Ferretti GA, Nethery WJ,Valdez IH, Fox PC, Ng D et al. Oral pilocarpine for
post-irradiation xerostomia in patients with head and neck cancer. N.Engl.J.Med.
1993;329:390-5.
622. Hawthorne M, Sullivan K. Pilocarpine for radiation-induced xerostomia in head and
neck cancer. Int.J.Palliative Nursing 2000;6:228-32.
623. Waller A, Caroline N. Oral complications and mouth care. In Waller A, Caroline N, eds.
Handbook of palliative care, pp 135-47. Butterworth-Heinemann, 2000.
624. Richardson JL, Graham JW, Shelton DR. Social environment and adjustment after
laryngectomy. Health Soc.Work 1989;14:283-92.
625. Ackerstaff AH, Hilgers FJ,Aaronson NK, Balm AJ. Communication, functional disorders
and lifestyle changes after total laryngectomy. Clin.Otolaryngol. 1994;19:295-300.

194

Clinical practice guidelines for the psychosocial care of adults with cancer

626. Barker GJ. Current practices in the oral management of the patient undergoing
chemotherapy or bone marrow transplantation. Support.Care Cancer 1999;7:17-20.
627. Madeya ML. Oral complications from cancer therapy: Part 2-Nursing implications for
assessment and treatment. Oncol.Nurs.Forum 1996;23:808-19.
628. Bredin M, Corner J, Krishnasamy M, Plant H, Bailey C,A’Hern R. Multicentre randomised
controlled trial of nursing intervention for breathlessness in patients with lung cancer.
BMJ 1999;318:901-4.
629. Ganz P, Hirji K, Sim M, Schag CA. Predicting psychosocial risk in patients with breast
cancer. Medical Care 1993;31:419-31.
630. Schag AC, Ganz P, Polinsky ML, Fred C, Hirji K, Petersen. LR. Characteristics of women at
risk for psychosocial distress in the year after breast cancer. J Clin Oncol 1993;11:783-93.
631. Maunsell E, Brisson J, Deschenes L. Psychological distress after initial treatment of breast
cancer: assessment of potential risk factors. Cancer 1992;70:120-5.
632. Omne-Ponten M, Holmberg L, Burns T,Adami HO, Bergstrom R. Determinants of the
psycho-social outcome after operation for breast cancer. Results of a prospective
comparative interview study following mastectomy and breast conservation.
European Journal of Cancer 1992;28A:1062-7.
633. Neuling SJ,Winefield HR. Social support and recovery after surgery for breast cancer:
Frequency and correlated of supportive behaviours by family, friends and surgeon.
Soc Sci Med 1988;27:385-92.
634. Kugaya A,Akechi T, Okuyama T, Nakano T, Mikami I, Okamura H et al. Prevalence,
predictive factors, and screening for psychologic distress in patients with newly
diagnosed head and neck cancer. Cancer 2000;88:2817-23.
635. Akechi T, Kugaya A, Okamura H, Nishiwaki Y,Yamawaki S, Uchitomi Y. Predictive factors
for psychological distress in ambulatory lung cancer patients. Support.Care Cancer
1998;6:281-6.
636. Nordin K, Berglund G, Glimelius B, Sjoden PO. Predicting anxiety and depression among
cancer patients: a clinical model. Eur.J.Cancer 2001;37:376-84.
637. Bloom JR, Kessler L. Risk and timing of counseling and support interventions for
younger women with breast cancer. J.Natl.Cancer Inst.Monogr 1994;199-206.
638. Woods M,Tobin M, Mortimer P.The psychosocial morbidity of breast cancer patients
with lymphoedema. Cancer Nurs 1995;18:467-71.
639. Ciaramella A, Ploi P.Assessment of depression among cancer patients: the role of pain,
cancer type and treatment. Psycho-Oncology 2001;10:156-65.
640. Smets EW,Visser MR,Willems-Groot AF, Garssen B, Schuster-Ulterrhoeeve AL, de-Haes JC.
Fatigue and radiotherapy:(B) experience in patients 9 months following treatment.
Br J Cancer 1998;78:907-12.
641. Ward SE,Viergutz G,Tormey D, deMuth J, Paulen A. Patients’ reaction to completion of
adjuvant breast cancer therapy. Nurs Res 1992;41:362-6.
642. Hopwood P, Stephens RJ. Depression in patients with lung cancer: prevalence and risk
factors derived from quality-of-life data. J.Clin.Oncol. 2000;18:893-903.

Clinical practice guidelines for the psychosocial care of adults with cancer

195

643. Hammerlid E,Ahlner-Elmqvist M, Bjordal K, Biorklund A, Evensen J, Boysen M et al. A
prospective multicentre study in Sweden and Norway of mental distress and psychiatric
morbidity in head and neck cancer patients. Br.J.Cancer 1999;80:766-74.
644. Loge JH,Abrahamsen AF, Ekeberg, Kaasa S. Fatigue and psychiatric morbidity among
Hodgkin’s disease survivors. J.Pain Symptom.Manage. 2000;19:91-9.
645. Ford S, Fallowfield L, Lewis S. Can oncologists detect distress in their out-patients and
how satisfied are they with their performance during bad news consultations?
Br.J.Cancer 1994;70:767-70.
646. Goldberg DP, Jenkins L, Millar T, Faragher EB.The ability of trainee general practitioners
to identify psychological distress among their patients. Psychol.Med. 1993;23:185-93.
647. Hardman A, Maguire P, Crowther D.The recognition of psychiatric morbidity on a
medical oncology ward. Journal of Psychosomatic Research 1989;33:235-9.
648. Goldberg DP,Williams P.A users guide to general health questionnaire.
Nelson: NFER, 1998.
649. De Haes J,Van Knippenberg F, Nejit J. Measuring psychological and physical distress in
cancer patients: structure and application of the Rotterdam Symptom Checklist.
Br J Cancer 1990;62:1034-8.
650. Zigmond AS, Snaith RP.The Hospital Anxiety and Depression Scale. Acta psychiatr.scand.
1983;67:361-70.
651. Hall A,A’Hern RP, Fallowfield L.Are we using appropriate self-report questionnaires for
detecting anxiety and depression in women with early breast cancer?
European Journal of Cancer 1999;35:79-85.
652. Ibbotson T, Maguire P, Selby P, Priestman T,Wallace L. Screening for anxiety and
depression in cancer patients: the effects of disease and treatment. European Journal
of Cancer 1994;30A:37-40.
653. Carlson LE, Bultz BD, Speca M, St-Pierre M. Partners of cancer patients:Part II. Current
interventions and suggestions for improvement. Journal of Psychosocial Oncology
2000;18:33-43.
654. Bults BD, Speca M, Brasher PM, Geggie PHS, Page SA.A randomised controlled trial of a
brief psychoeducational support group for partners of early stage breast cancer
patients. Psycho-Oncology 2000;9:303-13.
655. Donnelly JM, Kornblith AB, Fleishman S, Zuckerman E, Raptis G, Hudis CA et al. A pilot
study of interpersonal psychotherapy by telephone with cancer patients and their
partners. Psycho-Oncology 2000;9:44-56.
656. Moorey S, Greer S. Psychological therapy for patients with cancer: a new approach.
Oxford: Heinemann Medical Books, 1989.
657. Rose SD. Coping skill training in groups. Int.J.Group Psychother. 1989;39:59-78.
658. Ellis A. Group rational-emotive and cognitive-behavioral therapy. Int.J.Group
Psychother. 1992;42:63-80.
659. Cimprich B. Development of an intervention to restore attention in cancer patients.
Cancer Nurs. 1993;16:83-92.

196

Clinical practice guidelines for the psychosocial care of adults with cancer

660. Greer S, Moorey S, Baruch JDR,Watson M, Robertson BM, Mason A et al. Adjuvant
psychological therapy for patients with cancer a prospective randomised trial.
BMJ 1992;304:675-80.
661. Bindemann S, Soukop M, Kaye SB. Randomised controlled study of relaxation training.
Eur.J.Cancer 1991;27:170-4.
662. Cannici J, Malcolm R, Peek LA.Treatment of insomnia in cancer patients using muscle
relaxation training. J.Behav.Ther.Exp.Psychiatry 1983;14:251-6.
663. Worden JW,Weisman AD. Preventive psychosocial intervention with newly diagnosed
cancer patients. General Hospital Psychiatry 1984;6:243-9.
664. Edgar L, Rosberger Z, Nowlis D. Coping with cancer during the first year after
diagnosis: assessment and intervention. Cancer 1992;69:817-28.
665. Spiegel D and Spira J. Supportive-expressive group therapy.A treatment manual of
psychosocial intervention for women with recurrent breast cancer.A summary of the
literature 1976-1996. 1991.Woolloomooloo, NHMRC National Breast Cancer Centre.
666. Mullan H.“Existential” therapists and their group therapy practices. Int.J.Group
Psychother.1992;42:453-68.
667. Forester B, Kornfeld DS, Fleiss JL. Psychotherapy during radiotherapy: effects on
emotional and physical distress. Am.J.Psychiatry 1985;142:22-7.
668. Bottomley A, Hunton S, Pitketly M, and et al. Group cognitive behavioural therapy and
social support interventions with cancer patients. Journal of Psychosocial Oncology.
669. Cunningham AJ, Lockwood GA, Edmonds CV.Which cancer patients benefit most
from a brief, group, coping skills program? Int.J.Psychiatry Med. 1993;23:383-98.
670. Cunningham AJ,Tocco EK.A randomised trial of group psychoeducational therapy for
cancer patients. Patient Education and Counseling 1989;14:101-14.
671. Spiegel D, Bloom JR,Yalom I. Group support for patients with metastatic cancer.
Archives of General Psychiatry 1981;38:527-33.
672. Pistrang N, Barker C.The partner relationship in psychological response to breast
cancer. Soc.Sci.Med. 1995;40:789-97.
673. Polinsky ML, Fred C, Ganz PA. Quantitative and qualitative assessment of a case
management program for cancer patients. Health Soc.Work 1991;16:176-83.
674. Pan CX, Morrison RS, Ness J, Fugh-Berman A, Leipzig RM. Complementary and
alternative medicine in the management of pain, dyspnea, and nausea and vomiting
near the end of life. A systematic review. J.Pain Symptom.Manage. 2000;20:374-87.
675. Syrjala KL, Cummings C, Donaldson GW. Hypnosis or cognitive behavioral training for
the reduction of pain and nausea during cancer treatment: a controlled clinical trial.
Pain 1992;48:137-46.
676. Shen J,Wenger N, Glaspy J, Hays RD,Albert PS, Choi C et al. Electroacupuncture for
control of myeloablative chemotherapy-induced emesis:A randomized controlled
trial. JAMA 2000;284:2755-61.

Clinical practice guidelines for the psychosocial care of adults with cancer

197

677. Feldman CS, Salzberg HC.The role of imagery in the hypnotic treatment of adverse
reactions to cancer therapy. J.S.C.Med.Assoc. 1990;86:303-6.
678. Johnstone PA, Polston GR, Niemtzow RC, Martin PJ. Integration of acupuncture into
the oncology clinic. Palliat.Med. 2002;16:235-9.
679. Filshie J, Penn K,Ashley S, Davis CL.Acupuncture for the relief of cancer-related
breathlessness. Palliat.Med. 1996;10:145-50.
680. Finlay IG, Jones OL. Hypnotherapy in palliative care. J.R.Soc.Med. 1996;89:493-6.
681. Moorey S, Greer S,Watson M, et al. Adjuvant psychological therapy for patients with
breast cancer: outcome at one year. Psycho-Oncology 1994;3:39-46.
682. Decker TW, Cline-Elsen J, Gallagher M. Relaxation therapy as an adjunct in radiation
oncology. J.Clin.Psychol. 1992;48:388-93.
683. Stein DJ, Zungu-Dirwaya N, vand Der Linden GJ, and Seedat S. Pharmacotherapy for
posttraumatic stress disorder. Cochrane database Systematic Review(4),
CD002795. 2000.
684. Spiegel D. Cancer and depression. Br.J.Psychiatry 1996;168:109-16.
685. Twillman RK, Manetto C. Concurrent psychotherapy and pharmacotherapy in the
treatment of depression and anxiety in cancer patients. Psycho-Oncology
1998;7:285-90.
686. Antoni MH, Lehman JM, Kilbourn KM, Boyers AE, Culver JL,Alferi SM et al.
Cognitive-behavioural stress management intervention decreasess the prevalence of
depression and enhances benefit finding among women under treatment for
early-stage breast cancer. Health Psychology 2001;20:20-32.
687. Beliles K, Stoudmire A. Psychopharmacologic treatment of depression in the
medically ill. Psychosomatics 1998;39:S2-S19.
688. Massie MJ, Lesko LM. Psychopharmacological Management. In Holland JC,
Rowland JH, eds. Handbook of Psycho-oncology - Psychological care of the patient
with cancer, Oxford: Oxford University Press, 1990.
689. Slaughter JR, Jain A, Holmes S, Reid JC, Bobo W, Sherrod NB. Panic disorder in
hospitalized cancer patients. Psycho-Oncology 2000;9:253-8.
690. Gill D and Hatcher S.Antidepressants for depression in people with physical illness
(Cochrane review). In: the Cochrane Library Issue 3. 2000. Oxford: Update software.
691. Goodnick PJ, Hernandez M.Treatment of depression in comorbid medical illness.
Expert opinion on pharmacotherapy 2000;1:-1367.
692. Geddes JR, freemantle N, Mason J, Eccles MP, and Boynton J. SSRI’s versus other
antidepressants for depressive disorder (Cochrane Review). In: the Cochrane Library
Issue 2. 2000. Oxford: Update Software.
693. Chaturvedi SK, Maguire P, Hopwood P.Antidepressant medications in cancer patients.
Psycho-Oncology 1994;3:57-60.
694. Breitbart W. Psychotropic adjuvant analgesics for cancer pain. Psycho-Oncology
1992;1:133-45.

198

Clinical practice guidelines for the psychosocial care of adults with cancer

695. Razavi D,Allilaire JF, Smith M, Salimpour A,Verra M, Desclaux B et al.The effect of
fluoxetine on anxiety and depression symptoms in cancer patients.
Acta psychiatr.scand. 1996;94:205-10.
696. Cheer SM, Goa KL. Fluoxetine: a review of its therapeutic potential in the treatment
of depression associated with physical illness. Drugs 2000;61:81-110.
697. Hollan JC, Romano SJ, Heiligenstein JH,Tepner RG,Wilson MG.A controlled trial of
fluoxetin and desipramine in depressed women with advanced cancer.
Psycho-Oncology 1998;7:291-300.
698. Olin J, Masand P. Psychostimulants for depression in hospitalized cancer patients.
Psychosomatics 1996;37:57-62.
699. Block SD.Assessing and managing depression in the terminally ill patient.ACP-ASIM
End-of-Life Care Consensus Panel.American College of Physicians-American Society of
Internal Medicine. Annals of Internal Medicine 2000;132:209-18.
700. McLachlan SA,Allenby A, Matthews J,Wirth A, Kissane D, Bishop M et al. A randomised
trial of co-ordinated psychosocial interventions based on patient self-assessments
versus standard care to improve the psychosocial functioning of patients with
cancer. J Clin Oncol 2001;19:4117-25.
701. Del Giudice ME, Leszcz M, Pritchard KI,Vincent L, Goodwin P.Attitudes of Canadian
oncology practitioners toward psychosocial interventions in clinical and research
settings in women with breast cancer. Psycho-Oncology 1997;6:178-89.
702. McCartney CF, Cahill P, Larson DB, Lyons JS,Wada CY, Pincus HA. Effect of a
psychiatric liaison program on consultation rates and on detection of minor
psychiatric disorders in cancer patients. Comment in. Am J Psychiatry
1989;146:898-901.
703. Wilkinson G.A comparison of psychiatric decision-making by trainee general
practitioners and trainee psychiatrists using a simulated consultation model.
Psychol.Med. 1988;18:167-77.
704. Multicultural Affairs Unit. Fact File 5. 1997.
705. Australian Department of Health and Ageing. National Health Strategy. 1993.
Canberra, Commonwealth of Australia.
706. Temple-Smith MJ, Banwell CL, et al. Promoting health beyond recruitment: beliefs and
attitudes to breast and cervical cancer screening services among Italian-born women
in Melbourne. Health Promotion Journal of Australia 1995;5:31-6.
707. Gifford S. Culture and breast cancer. Myth or Mosaic? Cancer Forum 1991;15:171.
708. Brushin B, Gonzalez M, and Payne R. Exploring cultural attitudes to breast cancer:
Towards the development of culturally appropriate information resources for women
from Greek, Italian,Arabic and Polish speaking backgrounds. 1997.Woolloomooloo,
NHMRC National Breast Cancer Centre.
709. Carrick S, Clapham K, Paul C, and et al. Breast cancer and Aboriginal and Torres Strait
Islander Women. 1996.Woolloomooloo, NHMRC National Breast Cancer Centre.

Clinical practice guidelines for the psychosocial care of adults with cancer

199

710. Morgan DL, Slade MD, Morgan CM.Aboriginal philosophy and its impact on health
care outcomes. Aust.N.Z.J.Public Health 1997;21:597-601.
711. Catalan J, Burgess A, Pergami A, Hulme N, Gazzard B, Phillips R.The psychological
impact on staff of caring for people with serious diseases: the case of HIV infection
and oncology. J.Psychosom.Res. 1996;40:425-35.
712. Parle M, Maguire P, Heaven C.The development of a training model to improve health
professionals’ skills, self-efficacy and outcome expectancies when communicating
with cancer patients. Soc.Sci.Med. 1997;44:231-40.
713. Korneck GV. Cancer treatment in the elderly. Onkologie 2001;24:499-504.
714. Walker LG, Kohler CR, Heys SD, Eremin O. Psychosocial aspects of cancer in the
elderly. Eur.J.Surg.Oncol. 1998;24:375-8.
715. Pearlman RA, Uhlmann RF. Quality of life in chronic diseases: perceptions of elderly
people. Journal of Gerontology 198;43:M25-M30.
716. Ganz P. Breast cancer in older women: quality-of-life considerations. Cancer Control
1994;1:372-9.
717. Holland JC, Massie MJ. Psychosocial aspects of cancer in the elderly. Clin.Geriatr.Med.
1987;3:533-9.
718. Harrison J, Maguire P. Influence of age on psychological adjustment to cancer
1995; 4:33-38. Psycho-Oncology 1995;4:33-8.
719. Houldin AD,Wasserbauer N. Psychosocial needs of older cancer patients: a pilot study
abstract. Medsurg.Nurs. 1996;5:253-6.
720. Silveira JM,Winstead-Fry P.The needs of patients with cancer and their caregivers in
rural areas. Oncol.Nurs.Forum 1997;24:71-6.
721. Bain NS, Campbell NC.Treating patients with colorectal cancer in rural and urban
areas: a qualitative study of the patients’ perspective. Fam.Pract. 2000;17:475-9.
722. Girgis A, Boyes A, Sanson-Fisher RW, Burrows S. Perceived needs of women diagnosed
with breast cancer: rural versus urban location. Aust.N.Z.J.Public Health
2000;24:166-73.
723. Burman ME,Weinert C. Rural dwellers’ cancer fears and perceptions of cancer
treatment. Public Health Nurs. 1997;14:272-9.
724. Butler JR and Howarth AL. Out of pocket expenses incurred by women for diagnosis
and treatment of breast cancer in Australia. 1999.Woolloomooloo, NHMRC National
Breast Cancer Centre.
725. McGrath P, Patterson C,Yates P,Treloar S, Oldenburg B, Loos C.A study of
postdiagnosis breast cancer concerns for women living in rural and remote
Queensland. Part II: Support issues. Aust.J.Rural.Health 1999;7:43-52.
726. Wilkes L,White K, O’Riordan L. Empowerment through information: supporting rural
families of oncology patients in palliative care. Aust.J.Rural.Health 2000;8:41-6.
727. Long KA,Weinert C. Rural nursing: developing the theory base. Sch Inq.Nurs.Pract.
1989;3:113-27.

200

Clinical practice guidelines for the psychosocial care of adults with cancer

728. Weinert C, Burman ME. Rural health and health-seeking behaviors.
Annu.Rev.Nurs.Res. 1994;12:65-92.
729. Long KA.The concept of health. Rural perspectives. Nurs.Clin.North Am.
1993;28:123-30.
730. Schultz AA,Winstead-Fry P. Predictors of quality of life in rural patients with cancer.
Cancer Nurs. 2001;24:12-9.
731. Campbell NC, Ritchie LD, Cassidy J, Little J. Systematic review of cancer treatment
programmes in remote and rural areas. Br.J.Cancer 1999;80:1275-80.
732. White K, Redman S, King E, and Rankin N. Strengthening support for women with
breast cancer: background paper. NHMRC National Breast Cancer Centre. 1999.
733. Newton J, Eccles M, Hutchinson A. Communication between general practitioners and
consultants: what should their letters contain? [see comments]. BMJ 1992;304:821-4.
734. Kelly JA, Murphy DA, Bahr GR, Kalichman SC, Morgan MG, Stevenson LY et al.
Outcome of cognitive-behavioral and support group brief therapies for depressed,
HIV-infected persons. Am.J.Psychiatry 1993;150:1679-86.
735. Hays RB,Turner H, Coates TJ. Social support,AIDS-related symptoms, and depression
among gay men. J.Consult Clin.Psychol. 1992;60:463-9.
736. Wolcott DL, Namir S, Fawzy FI, Gottlieb MS, Mitsuyasu RT. Illness concerns, attitudes
towards homosexuality, and social support in gay men with AIDS.
Gen.Hosp.Psychiatry 1986;8:395-403.
737. Zich J,Temoshok L. Perceptions of social support in men with AIDS and ARC:
Relationships with distress and hardiness. Journal of Applied Social Psychology
1987;17:193-215.
738. Catalan J. Psychological interventions in infection with the human immunodeficiency
virus. Br.J.Psychiatry 1995;167:104-11.
739. Harrison AE. Primary care of lesbian and gay patients: educating ourselves and our
students. Fam.Med. 1996;28:10-23.
740. Ministerial advisory committee on gay and lesbian health. Draft Victorian gay, lesbian,
bisexual ,transexual and intersex health action plan. 2002.Victoria,Victorian
Department of Human Services.
741. Rankow EJ. Lesbian health issues for the primary care provider. J.Fam.Pract.
1995;40:486-96.
742. White JC, Levinson W. Lesbian health care.What a primary care physician needs to
know. West J.Med. 1995;162:463-6.
743. Stevens PE. Lesbian health care research: a review of the literature from 1970 to
1990. Health Care Women Int. 1992;13:91-120.
744. Brown R. More than Lip service:The report of the lesbian health information project.
2000. Royal Women’s Hospital of Victoria.
745. Lutgendorf S,Antoni MH, Schneiderman N, Fletcher MA. Psychosocial counseling to
improve quality of life in HIV infection. Patient.Educ.Couns. 1994;24:217-35.

Clinical practice guidelines for the psychosocial care of adults with cancer

201

746. White JC, Dull VT. Health risk factors and health-seeking behavior in lesbians.
J.Womens Health 1997;6:103-12.
747. Daling JR,Weiss NS, Hislop TG, Maden C, Coates RJ, Sherman KJ et al. Sexual
practices, sexually transmitted diseases, and the incidence of anal cancer.
N.Engl.J.Med. 1987;317:973-7.
748. Biggar RJ, Rabkin CS.The epidemiology of AIDS—related neoplasms.
Hematol.Oncol.Clin.North Am. 1996;10:997-1010.
749. Serraino D, Boschini A, Carrieri P, Pradier C, Dorrucci M, Dal Maso L et al. Cancer risk
among men with, or at risk of, HIV infection in southern Europe. AIDS 2000;14:553-9.
750. Aboulafia DM. Malignant melanoma in an HIV-infected man: a case report and
literature review. Cancer Invest 1998;16:217-24.
751. Serraino D, Pezzotti P, Dorrucci M,Alliegro MB, Sinicco A, Rezza G. Cancer incidence
in a cohort of human immunodeficiency virus seroconverters. HIV Italian
Seroconversion Study Group. Cancer 1997;79:1004-8.
752. Ferris DG, Batish S,Wright TC, Cushing C, Scott EH.A neglected lesbian health
concern: cervical neoplasia. J.Fam.Pract. 1996;43:581-4.
753. Price J, Easton A,Telljohan S,Wallace P. Perceptions of Cervical cancer and pap smear
screening behaviour by women’s sexual orientation. Journal of Community Health
1996;21:89-105.
754. Rankow EJ,Tessaro I. Cervical cancer risk and Papanicolaou screening in a sample of
lesbian and bisexual women. J.Fam.Pract. 1998;47:139-43.
755. Rankow E,Tessaro I. Mammography and risk factors for breast cancer in lesbian and
bisexual women. American Journal of Health Behaviour 1998;22:403-10.
756. Fobair P, O’Hanlan K, Koopman C, Classen C, Dimiceli S, Drooker N et al. Comparison
of lesbian and heterosexual women’s response to newly diagnosed breast cancer.
Psychooncology. 2001;10:40-51.
757. Bor R. Counselling patients wityh AIDS-associated Kaposi’s sarcoma. Counselling
Psychology Quarterly 1993;6:91-8.
758. Mathieson CM. Lesbian and bisexual health care. Can.Fam.Physician
1998;44:1634-40.
759. McDaniel J, Brown L, Cournos F, Forstein M, Goodkin K, Lyketsos C et al. Practice
guideline for the treatment of patients with HIV/AIDS. American Psychiatric
Association practice guidelines for the treatment of psychiatric disorders:
Compendium, pp 137-47.Washington DC:American Psychiatric Association, 2002.
760. Ribble D. Psychosocial support groups for people with HIV infection and AIDS.
Holist.Nurs.Pract. 1989;3:52-62.
761. Leserman J, Perkins DO, Evans DL. Coping with the threat of AIDS: the role of social
support. Am.J.Psychiatry 1992;149:1514-20.
762. Fobair P, Koopman C, Dimiceli S, O’Hanlan K, Butler LD, Classen C et al. Psychosocial
intervention for lesbians with primary breast cancer. Psychooncology.
2002;11:427-38.

202

Clinical practice guidelines for the psychosocial care of adults with cancer

763. Gambe R, Getzel G. Group work with gay men with AIDS. Social casework
1989;70:172-9.
764. Lutgendorf SK,Antoni MH, Ironson G, Starr K, Costello N, Zuckerman M et al.
Changes in cognitive coping skills and social support during cognitive behavioral
stress management intervention and distress outcomes in symptomatic human
immunodeficiency virus (HIV)-seropositive gay men. Psychosom.Med.
1998;60:204-14.
765. Schneiderman N,Antoni MH, Saab PG, Ironson G. Health psychology: psychosocial
and biobehavioral aspects of chronic disease management. Annu.Rev.Psychol.
2001;52:555-80.
766. Fawzy FI, Namir S,Wolcott DL. Structured group intervention model for AIDS patients.
Psychiatr.Med. 1989;7:35-45.

Clinical practice guidelines for the psychosocial care of adults with cancer

203

G L O S S A RY
Adjuvant therapy
A treatment that aids or assists another.The term is especially used to describe the use of
chemotherapy or hormone treatment given with or after primary surgery, the aim being to
eradicate hidden cancer cells that were not removed at the operation.
Allogeneic bone marrow transplant
The procedure in which bone marrow collected from another person is transplanted to the
patient after their own bone marrow has been eradicated, for example by large doses of
anticancer medication.
Alopecia
Hair loss.The extent depends on the type of treatment.Although hair loss following
chemotherapy is usually temporary, new hair is often a different texture and colour from
previously.
Alternative therapy
The term ‘alternative therapies’ is used loosely to describe any type of therapy that is outside
the orthodox circle of surgery, radiation and chemotherapy.Alternative therapies have not
been tested in randomised controlled trials to determine their safety and efficacy, and in
some cases may interact adversely with conventional treatments, or exacerbate side-effects.
See also Complementary Therapies.
Anterior resection
Transperitoneal resection of the sigmoid colon.
Anti-emetic treatment
Used to prevent or relieve nausea and vomiting.
Anxiety
The apprehensive anticipation of future danger or misfortune accompanied by a feeling of
dysphoria or somatic symptoms of tension.The focus of anticipated danger may be internal
or external.
Atrophic vaginitis
Drying of the vaginal mucosa, resulting in a watery discharge, yellow and usually not
odourous. Caused by either natural menopause, radiation induced menopause or following
surgical removal of ovaries.
Autologous bone marrow transplant
The procedure of collecting a cancer patient’s own bone marrow, storing it (by freezing),
giving treatment with high doses of anticancer medication, and then returning the stored
marrow to the patient.
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Azoospermia
The absence of spermatozoa in the semen.
Body image
The individual’s conception of and feelings about their body – its overall integrity, its physical
characteristics such as form, size and shape, and its conformity to societal values and norms.
Self-esteem, psychosocial functioning and sexuality are intimately linked with body image.
Breast conserving surgery
Surgery where the breast cancer is excised together with a margin of normal breast tissue.
The whole breast is not removed.
Chemotherapy induced nausea
Nausea that arises as a consequence of the drugs used in chemotherapy treatments.
Chronic disease
Diseases that have one or more of the following characteristics: they are permanent, leave
residual disability, are caused by nonreversible pathological alteration, require special training
of the patient for rehabilitation, or may be expected to require a long period of supervision,
observation, or care.
Clinical practice guidelines
Published guidelines issues by a central authority such as the National Breast Cancer Centre,
which are aimed at informing medical practitioners of treatment and investigation methods
preferred by experts and/or proven by research.
Clinical trial
Research conducted with the patient’s permission which usually involves a comparison of
two or more treatments or diagnostic methods.The aim is to gain better understanding of the
underlying disease process and/or methods to treat it.A clinical trial is conducted with
rigorous scientific method for determining the effectiveness of a proposed treatment.
Cognitive behavioural intervention
Interventions that use methods focused on modifying specific thoughts or behaviours, or on
learning specific coping skills or problem-solving skills. Included in this category are
progressive muscle relaxation training, meditation, hypnotherapy, systematic desensitization,
biofeedback, behaviour modification or reinforcement.
Complementary therapies
A range of approaches to care provision aimed at enhancement of quality of life, including
relaxation therapy, music, art, prayer, visualisation, guided imagery, massage, aroma, and
dietary therapies, and other wellness or socialisation programmes. Complementary therapies
such as relaxation and meditation are considered effective components of the care of many
patients with cancer, and can be employed in conjunction with conventional therapies.
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Conflict resolution
A technique of resolving conflict between two or more people that involves all parties
expressing their needs and wants, and negotiating possible solutions to which the parties
can agree.
Continuity of care
Maintenance of knowledge about the patient and family through consistency of care provision.
Coping
A measure of a person’s ability to deal with the stress of daily life and unusual challenges
posed by chronic disease, disability, and pain.
Coping skills training
Training, strategies or behaviours employed to maximise functioning and reduce or eliminate
psychological distress in response to stressful situations.
Counselling
Refers generically to a form of supportive care delivered by all health professionals. There
are differing levels of sophistication depending on the training and experiences of the
practitioner involved.
Couples therapy
Therapy that targets problems and issues within the couple relationship. Specific issues that
might be addressed include communication, the sexual relationship, or parenting issues.
Cryopreservation
Maintenance of the viability of excised tissue, organs or cells by storing at low temperatures.
Deep fascia removal
Removal of a lesion together with the fascia deep to it.
Depression
A pervasive and sustained lowering of mood or the loss of interest or pleasure in nearly all
activities.When used clinically, it is a cluster of symptoms, or syndrome, whose other features
may include: changes in appetite or weight, sleep and psychomotor activity; decreased
energy; feelings of worthlessness or guilt; difficulty thinking, concentrating or making
decisions; or recurrent throughs of death or suicidial ideation, plans or attempts.
Dyspareunia
Difficult of painful sexual intercourse.
Dysphagia
Difficulty in swallowing.
Dyspnoea
Shortness of breath, difficult or laboured breathing.
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Educational and informational intervention
Interventions primarily providing sensory, procedural, medical information, or coping
information.
Ejaculation dysfunction
Condition in which the sudden forcible expulsion of semen from the male urethra is
disrupted. Premature – ejaculation immediately after the beginning of the sex act; retrograde
– ejaculation with discharge of the semen into the bladder rather than through the urethra;
dry – ejaculation that does not include spermatic fluid.
Emotional adjustment
A person’s emotional response to the illness, treatment, and coping strategies.This includes
mood state, fear and anxiety, depression, denial or repression, self-esteem, sense of control,
satisfaction with medical care, other attitudes, personality traits, and any other type of
emotion or distress.
Empathy
The ability to recognise and to some extent share the emotions and states of mind of
another, and to understand the meaning and significance of that person’s behaviour. It is
fundamental to the clinical care of the patient with cancer, and their family.
Enteral nutrition
Nutrition directly delivered into the small intestine via a tube.
Erectile dysfunction
The inability to achieve an erection sufficient for penetration. Formerly known as impotence.
Existential therapy
Therapy that aims to enhance the capacity of the person to live life as fully as possible, and
in the present moment. Rather than help patients to overcome or avoid distress, it attempts
to acknowledge suffering and explore more fully the basis of this. In existential therapy,
illness is often seen as an opportunity for personal growth.
Family therapy
Treatment of the members of a family together, rather than an individual ‘patient’; the family
unit is viewed as a social system important to all of its members.
Fascia
A fibrous structure giving strength to tissues under the skin.
Fistulae
An abnormal passage between one hollow organ and another or between a hollow organ
and the surface of the skin.
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Framing
The way in which, or perspective from which, information is given. For example positive
framing describes the chances of survival, while negative framing describes the chances
of dying.
Generic evidence
In the context of cancer studies, evidence that is applicable to or referring to all cancers.
Gonadal damage
Damage to the sex glands. For women the ovary, in men the testes
Grief
The normal emotional responses to loss which may include a complex range of painful
feelings such as sadness, anger, helplessness, guilt and despair.
Group therapy
Any form of collective therapeutic treatment. Frequently the process involves group meetings
of patients with a therapist who acts as leader.
Guided imagery
A technique where a person is guided to use their imagination to picture a desired state with
the goal of achieving relaxation and relief from symptoms such as anxiety, nausea or pain.
Hemoptysis
Coughing up blood or blood stained sputum from the respiratory tract.
Hormone therapy
The use of drugs or hormones that specifically inhibit the growth of hormone responsive
cancer cells.
Informed consent
Competent and voluntary permission for a medical procedure, test, or medication.The
consent is given based on understanding the nature, risks, and alternatives of the procedure
or test.
Inguinal lymphadenectomy
Excision of one or more lymph nodes in the groin.
Keloid scars
An overactive scar that extends well beyond the original wound.
Ligation
Tying off, as in tying off blood vessels at surgery to stop bleeding, or tubal ligation to prevent
sperm reaching the egg.
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Lymphoedema
Swelling of the subcutaneous tissues caused by obstruction of the lymphatic drainage. Results
from fluid accumulation and may arise from surgery, radiation or the presence of a tumour in
the area of the lymph nodes.
Meta-analysis
A quantitative synthesis of the results of two or more primary studies that have addressed the
same hypothesis in the same way.
Metastatic disease
Cancer that has spread to a site distant from the original site.
Mood
A pervasive and sustained emotion that may have a major influence on a person’s perception
of the world. Examples of mood include depression, anger, anxiety, joy and elation.
Morbidity
The outcome or consequence of a process or treatment.
Multidisciplinary care
Multidisciplinary care is recommended as a means of achieving best practice in that through
their combined understanding, all members of the team liaise and co-operate together with
the patient to diagnose, treat and manage the condition, to the highest possible standard
of care.
Multidisciplinary team
A team of health providers from a number of different disciplines.These might include
general practitioners, surgeons, radiation oncologists, medical oncologists, nursing staff,
psychiatrists,psychologists, social workers, physiotherapists, pharmacists, occupational
therapists and palliative care specialists.
Music therapy
The use of music to enhance quality of life and sometimes to alleviate pain.
Oesophageal speech
Speech utilising tracheo-oesophageal fistula in laryngectomised patients.
Oncologist
A doctor who specialises in the study and treatment of neoplastic diseases, particularly
cancer.
Oncology
The branch of medicine concerned with the study of the biology and physical and chemical
features of cancers.Also the study of the cause and treatment of cancers.
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Oncology nurse
A nurse who specialises in the nursing of cancer patients.
Oocytes
An incompletely developed ovum.
Oophorectomy
Surgery to remove the ovary.
Organogenesis
The formation and differentiation of organs, and organ systems during embryonic development.
This extends from approximately the end of the second week through the eighth week
of gestation.
Palliative care
The active total care of patients whose disease is not responsive to curative treatment.
Control of pain, of other symptoms, and of psychological, social and spiritual problems is
paramount.The goal of palliative care is achievement of the best quality of life for patients
and their families.
Pastoral care
The provision of care and support for a person’s spiritual and existential needs provided by a
member of the clergy or lay clergy.
Patient or peer support groups
Groups composed of people with similar problems or illnesses, based on the premise that
mutual sharing of experiences and information is beneficial for participants.
Peer support
Support provided by people with similar problems or illnesses rather than by a trained health
professional; based on the premise that mutual sharing of experiences and information is
beneficial for participants.
Pharmacological treatments
Treatments involving the administration of drugs to alleviate symptoms, for example, of
depression and anxiety.
Probabilistic
Likelihood of something happening.
Problem solving
A technique of assisting the patient to identify and clarify problems, consider potential
strategies for responding, and evaluate the outcome.
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Professionally-led groups
Therapeutic or educational groups that are facilitated by a professional leader who is formally
trained in the form of therapy, or who is regarded as having expert knowledge in cancer
and/or specific treatments.
Progressive disease or advanced cancer
Cancer that has spread beyond the original site.
Progressive muscle relaxation
Therapy in which the individual learns how to relax muscle groups one at a time, and focus
on regular deep breathing, with the aim of reducing anxiety, and helping control symptoms
such as pain.
Prosthesis
An artificial substitute for a missing body part, such as an arm, leg or breast, used for
functional or cosmetic reasons or both.
Psychiatric disorders
Illnesses classified within the discipline of mental disorders.
Psychodynamic
Pertaining to the branch of psychology that understands developmental processes that
influence current happenings.
Psycho-educational program
Programs with both psychological (eg supportive group therapy) and educational (eg coping
skills training, stress management, education about disease and treatment) components.
Psychosocial intervention
Treatment that is intended to address psychological, social and some spiritual needs.
Psychosocial support
The culturally-sensitive provision of psychological, social and spiritual care.
Quality of life
An individuals’ overall appraisal of their situation and subjective sense of well-being. Quality
of life encompasses symptoms of disease, side effects of treatment, relationships, occupational
and social functioning and subjective evaluation of adjustment to daily life.
Radiotherapy
The use of radiation, usually X-rays or gamma rays, to kill tumour cells.
Randomised controlled trial
A trial that is conducted using subjects who have been selected in such a way that all known
selective or biasing factors have been eliminated, and which compares an experimental
group with another group of subjects, equal in all respects, who do not undergo the
treatment being trialled.
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Recurrence
Reappearance of the cancer after a period of remission.
Referral network
Health professionals to whom the treating practitioner may refer the patient for the provision
of specific treatments or support throughout the different stages of treatment and follow-up.
Reframing
Describing or thinking about something from a different perspective to assist in adjustment
and reduce distress.
Relaxation therapy
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 symptoms such as anxiety or pain.
Retroperitoneal lymph node dissection
Lymph nodes that drain the diseased organ, usually in the pelvis or para-aortic region.
Retroperitoneal surgery
Any surgery that dissects behind the posterior peritoneum of the abdomen, either in the
pelvis or para-aortic region.
Self-esteem
One’s personal evaluation or view of self, generally thought to influence feelings
and behaviours.
Self-help groups
Groups in which volunteers or fellow patients provide support to each other.
See also patient or peer support groups.
Social functioning
Patient’s ability to function in a social environment.
Specialised services
Psychological and or other supportive interventions or services that specialise in a particular
aspect of treatment.
Specialist breast nurse
A specially trained nurse who works as a member of the multidisciplinary team, giving
specialist advice, education and support to women with breast cancer and their families.
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Specialist providers
In the context of the ‘overall psychosocial care’ of the cancer patient this includes: providers
of specialised psychological interventions aimed at improving the psychological well-being of
the patient eg psycho-oncology units, professional counsellors (including psychologists and
psychiatrists) and cancer support services; and providers of other specialised services or
therapies that can markedly improve the physical well-being of a patient, with clear
implication for emotional well-being eg speech therapists, physiotherapists, nutritionists etc.
Spermatogenesis
The process of development of spermatozoa.
Stenosis
The constriction or narrowing of an opening or passageway in a body structure.
Stoma
An artificial opening of an internal organ on the surface of the body, created surgically.
Support network
A collection of people known to the patient, usually family members and friends, who are
recognised as able to provide emotional, psychological, and practical care to the patient.
Supportive psychotherapy
Professionally-based counselling that includes psychodynamic, existential, supportiveexpressive, grief and crisis therapies. It includes family, group and individual therapies but
excludes interventions with a significant cognitive behavioural component.
Survivor
A term used to refer to patients who have undergone treatment for their cancer and are
deemed to be free of cancer.
Systematic desensitisation
A technique in which the patient imagines a hierarchy of anxiety-producing situations under
conditions of physical relaxation with the goal of weakening the anxiety responses.
Therapeutic relationships
Relationships between patients and health professionals in which the needs of the patient
are paramount, conducted within defined professional codes of conduct.
Treatment modality
A specific type of treatment. Examples of different treatment modalities include radiation
therapy, chemotherapy, and psychological therapy.
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Treatment team
Generic health professionals who are directly involved in the provision of medical treatment
to the patient. This includes general practitioners, surgeons, medical and radiation
oncologists, and the specialist nursing and allied health staff involved in surgery, radiotherapy,
and chemotherapy. It also includes the medical staff directly involved in the less common
treatments such as blood transfusions, reconstructive surgery, treatment for lymphoedema, etc.
Trophoblastic disease
Disease of the placental tissues; may be potentially malignant as in molar pregnancy, or
malignant as in choriocarcinoma.Treated, usually successfully, with chemotherapy.
Fertility is preserved.
Tumour
Also called neoplasm.A new growth of tissue in which cell multiplication is uncontrolled and
progressive.Tumours are classified in a number of ways, the simplest being their origin and
whether they are malignant or benign.
Ultralow anastomosis
Resection of the distal sigmoid colon where anastomosis is technically difficult.
Volunteer programs
Many cancer organisations train volunteers, who are often former cancer patients, to provide
support for patients. This might involve telephone contact, hospital or home visits, and
include advice giving, sharing of resources, and general support.
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L I S T O F A B B R E V I AT I O N S
ACN:

Australian Cancer Network

ACS:

American Cancer Society

ACSA:

Australian Council of Stoma Associations

AIDA:

Australian Indigenous Doctors Association

AMS:

Aboriginal Medical Services

BCNA:

Breast Cancer Network Australia

BCSS:

Breast Cancer Support Service

CATSISWA:

Coalition of Aboriginal and Torres Strait Islander Social Workers Association

CHIS:

Central Health Interpreting Service

CT:

computerised tomography

ECT:

electroconvulsive therapy

GHQ28/12:

General Health Questionnaire

GP:

general practitioner

HACC:

Home and Community Care Workers

HADS:

Hospital Anxiety and Depression Scale

HON:

Health on the Net

IPTAAS:

Isolated Patients’Travel and Accommodation Assistance Scheme (NSW)

IPTAS:

Interstate Patient Travel Assistance Scheme (ACT)

ITC:

Interpreting and Translating Centre

MCIS:

Multicultural Cancer Information Service

MRI:

magnetic resonance imaging

NAATI:

National Accreditation Authority for Translators and Interpreters

NACCHO:

National Aboriginal Community-Controlled Health Organisations

NBCC:

National Breast Cancer Centre

NCCI:

National Cancer Control Initiative

NCCN:

National Comprehensive Cancer Network

NESB:

non English speaking background

NHMRC:

National Health and Medical Research Council

OATSIH:

Office for Aboriginal and Torres Strait Islander Health

OvCa Australia:

the National Ovarian Cancer Network
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PATS:

Patient Assistance Travel Scheme (NT)/
Patient Assistance Transport Scheme (SA)/
Patient Assisted Travel Scheme (WA)

PBS:

Pharmaceutical Benefits Scheme

PTAS:

Patient Travel Assistance Scheme (TAS)

PTSC:

Patient Travel Subsidy Scheme (QLD)

PTSD:

post-traumatic stress disorder

QCHOC:

NHMRC Standing Committee on Quality of Care and Health Outcomes

RSCL:

Rotterdam Symptom Check List

SNRIs:

selective noradrenergic reuptake inhibitors

SSRIs:

selective serotonin reuptake inhibitors

TIS:

Translating and Interpreting Service

TSRA:

Torres Strait Regional Authority

VPTAS:

Victorian Patient Transport Assistance Scheme
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INDEX
A
Aboriginal and Torres Strait Islander people 83, 116-117, 117
services and contacts 156
accommodation, see travel and accommodation
activities of daily living 32, 81
acupuncture 106
adjustment, see emotional adjustment
adjuvant therapy 20, 205
advanced cancer (progressive disease) 32-34, see also metastatic disease
defined 212
end of life issues 80
legal needs 77
practical needs 32
providing information 47
transition to palliative treatment 65, 65-66, 67
advanced care directives 77
age of patients 11, 118
aids, see prostheses and aids
alcohol 20, 41-42, 96, 118
allogeneic bone marrow transplants 205, see also bone marrow transplants
alopecia (hair loss) 17, 76
defined 205
alternative therapies 57-58, 96, 205, see also complementary therapies
ambulance travel 76
anal cancer 26, 121
anastomosis 27, 215
anger 82, see also psychological distress
anorexia (lack of appetite) 29
anterior resection 205
anti-emetic treatment 22, 205
antidepressant medications 93, 109
antipsychotic medications 108
anxiety 1, 19-20, 85-86, 89
compassion reduces 39
defined 205
end of life issues 33-34
interventions 89, 103, 107
prevalence 20
screening for 97-99, 100
treatment information and choices 61, 63-64
treatment of 107-109
appearance, see body image; disfigurement
appetite lack 29
art therapies 106
music therapy 81, 106, 210
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assistance, see financial issues
atrophic vaginitis, defined 205
autologous bone marrow transplants 205, see also bone marrow transplants
autopsy requests 83
azoospermia 25, 206
B
benzodiazepines 20, 108
bereavement support 81, 83, 84
body image 16-18, 26, 76, 87
defined 206
homosexuals 121
interventions 103, 107
body odour, see odour
bone marrow transplants 205
physical issues 25, 29
psychological issues 17, 20-22, 64
survival issues 36
bowel cancer, see colorectal cancer
bowel problems 27, 95
brain cancer, cognitive problems and 28
breast cancer 4, see also mastectomy
children of parents with cancer 15-16
clinical trial participation 59
cultural issues 114, 116
emotional issues 11, 69
end of life issues 32-34, 82
general health 96
information and choices 44-45, 47-50, 52-55, 61
lesbians 121-123
physical issues 24, 26-27, 96
practical needs 31, 119
psychological interventions 106, 107, 108
psychosocial issues 16-22, 87, 89
psychosocial risk factors 97, 98
psychosocial support 70-72
sexuality 18, 35
survival issues 35
Breast Cancer Support Service 72, 76, 115
breast conserving surgery (lumpectomy) 17, 61, 206
breast nurses 54, 59, 78, 213
rural patients 120
breast prostheses 75
breastfeeding difficulties 24
breathlessness (dyspnoea) 29, 207
business dealings, difficulties with 32, 77
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C
cancer 1-2, 5
incidence in Australia 1, 137-138
reactions to 11-36
telling a person they have 43-45, 45-46
tumours defined 215
Cancer Helpline 67
cancer therapy, see treatment
care, see continuity of care
caregivers 34, 82, see also families; friends; partners
case conferences 79
CDs, information on 55
cellulitis 26
Centrelink 77
cerebral cancer 28
cervical cancer, see also gynaecological cancers
emotional and social issues 14
lesbians 121
physical issues 23, 27
sexuality 35
chemotherapy, see also treatment
cognitive problems 27-28
high dose 21-22, 27
nausea and vomiting induced by 22, 93, 206
pregnancy and fertility 23-25
psychological issues 21-22
child care 31, 76
children of parents with cancer 15-16, 34, 82, see also families
choice, see treatment decisions
chronic disease, defined 206
clergy, see pastoral care
clinic based protocols 37, 38
clinical depression, see depression
clinical practice guidelines 7-10, 51
defined 206
development of 2-4, 118-137
rating system 4
structure of 5
clinical trials 54, 58-59
defined 206
clinicians, see also health professionals
communication styles 40-41, 52
shared decision making 60-61
stress 83
cognitive behavioural interventions 89, 105
anxiety 89
defined 206
depression 90, 108
homosexuals 123
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cognitive problems 27-28
colorectal cancer 4
emotional and social issues 15-16
physical issues 26-27
psychological issues 21-22
risk and treatment decisions 47
sexuality 18
support 71-72
survival issues 36
Colostomy Association 75-76
colostomy bags 75-76
communication 38-43, 42-43, see also information provision; interactional skills
about alternative therapies 58
clinician’s role in 40-41
difficulties with 28, 95
families 82
health professionals 37
information needs and 51
multidisciplinary teams 79
of risk of treatment decisions 47
transition to palliative treatment 65-66, 67
communication styles 39, 52
complementary therapies 57-58, 97, see also alternative therapies
defined 206
compression garments 76
concentration, see cognitive problems
confidentiality 116
conflict resolution, defined 207
confusion, see cognitive problems
consent, see informed consent
consultations, tape recordings of 55-56
consumer guides 54, 55
contact details of useful organisations 140-148
continence aids 75
continuity of care 8, 38, 77-80, 79-80
defined 207
contraception 23
coordinator of care 77-78, 79-80
coping, defined 207
coping skills 2, 11, 105
bad news 44
health professionals 6
homosexuals 123
information needs and 51
support and 68, 72
coping skills training, defined 207
cosmetic results, see disfigurement
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costs 20, 30-31, 74-76
alternative therapies 57-58
financial assistance 74-77, 119, 149
counselling 100, 110, 207
couples therapy 71, 94, 106, 207
cryopreservation 25, 207
cultural issues 113-117, 115-116, 117
grieving 83
culturally and linguistically diverse backgrounds 113
peer support 72
services for people from 153-156
translation services 113-114, 115
D
death, see end of life issues; mortality
decision making, see treatment decisions
deep fascia removal 26, 207
delayed presentation 41
Department of Family and Community Services (Commonwealth) 77
depression 1, 10, 20-21, 85-86, 90
defined 207
end of life issues 33-34
interventions 103, 107, 107-109
partners of cancer patients 15
prevalence 20-21
screening for 97-99, 100
diagnosis 1
discrimination against homosexuals 121
discrimination in business dealings 32, 77
disfigurement 26, 94
Kaposi’s sarcoma 123
reconstructive surgery 31
distress, see psychological distress
doctors, see clinicians
domestic help 31, 76
dying patients, see end of life issues
dyspareunia, defined 207
dysphagia, defined 207
dyspnoea (breathlessness) 29, 207
E
eating problems 28
ECT 109
educational and informational interventions, defined 208, see also information provision;
psycho-educational interventions
ejaculation dysfunction 18, 208
elderly patients 11, 118
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electroconvulsive therapy 109
emotional adjustment 19, 89, 101, see also coping skills; psychological distress
defined 208
emotional issues 1, 14-16, 89
information provision 45
monitoring 86
screening for problems 92
specialised interventions 103
survival issues 36
emotional support 8, 14-16, 68-73, 70, 73, see also social support
expression of emotions 105
gender differences 69
homosexuals 122
rural patients 119
treatment decisions 62-63
empathy 39, 208
employment
loss of 31-32, 35, 77
return to work 96
end of life issues 32-34, see also advanced cancer; palliative care
support 9, 80-83, 84-85
endocrinologists 103-104
endometrial cancer 36, see also gynaecological cancers
enteral nutrition (tube feeding) 28, 96, 208
enterocutaneous fistulae 95
environment for communication 40, 43
erectile dysfunction 18, 96
aids 75
defined 208
ethnic groups, see cultural issues
evidence-based guidelines, see clinical practice guidelines
exercise 87, 89, 93, 96, 106
existential issues 33, 82, 86
existential therapy, defined 208, see also supportive psychotherapy
F
faecal incontinence 95
familial cancers 36
families, see also children of parents with cancer; partners
as interpreters 113
autopsy requests and 83
cultural differences in role of 115
end of life issues 34
indigenous people 116-117
psychosocial support and 15, 70, 71, 73, 82, 111
survival issues 36
family therapy 105, 208
fascia 26, 208
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fatigue 23, 93
cancer survivors 35
fear, see psychological distress
feelings, see emotional issues
fertility 23-25, 93-94
interventions 104
financial issues 30-32
assistance 74-77, 76, 119, 149
costs 20, 30-31, 57-58, 74-76
fistulae 27, 95, 208
framing 49, 209
friends 15, 70, 71, 73
as interpreters 113
fungal infections 27, 95
G
gastrointestinal cancers 20
gay men, see homosexuals
gender differences
emotional and social issues 15
end of life issues 34
grieving 83
incidence of cancer 138
information provision 50
lost in research syntheses 37
patient’s behaviour 41-42
psychosocial support 69
reactions to cancer 11-12
self-image 17
gender of professionals 113-114, 116
General Health Questionnaire 99
general practitioners (GPs) 77, 79
generic evidence 5, 209
genetic testing 36
geographical isolation, see rural and remote areas
germ cell tumours 24
glossary 205-215
gonadal damage, defined 209, see also fertility
‘good news’ stories 48
grief 81, 83, 209
group therapy 102, 105, 209
homosexuals 123
guided imagery 57, 81, 89-90, 93, 105
defined 209
guidelines, see clinical practice guidelines
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gynaecological cancers 4, see also cervical cancer
cultural issues 116
physical issues 24, 26-27
psychological issues 16-17, 20
sexuality 18, 35
specialist nurses 78
survival issues 35
gynaecological implications of systemic cancers 24
H
haematological cancers 20, 31
hair loss (alopecia) 17, 76, 205
halitosis 95
head and neck cancers 4
emotional and social issues 14
interactional skills 41-42
nutrition 28, 96
peer support 72
physical issues 22, 26, 28-29, 95-96
providing information 45
psychological issues 16-18, 98
sexuality 17, 18
survival issues 35
health care costs, see costs
health insurance 32, 74-76
Health on the Net 68
health professionals 5-6, see also clinicians; multidisciplinary teams; oncology nurses;
treatment teams
attitudes to homosexuals 121
communication needs 37
community based 81
continuity of care 77-78
effect of odour on 27
information provision 54
resources for 139-140
stress 83
younger patients and 118
hemoptysis, defined 209
HIV/AIDS 120-122
Hodgkin’s Disease
homosexuals 121
physical issues 27, 29
practical needs 32
psychological issues 20, 98, 106, 107
sexuality 17, 18, 35
home help, see domestic help
homosexuals 15, 71, 120-123
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hope 46, 48, 53
alternative therapies 58
hopelessness 90
hormone therapy 103-104, 209
hormones, sexuality and 17
hospices 82
Hospital Anxiety and Depression Scale 99
hypnosis 106
I
immunochemotherapy 28
incidence of cancer in Australia 1, 137-138
income loss 31-32, 35, 77
incontinence 27, 95
incurable cancer, see advanced cancer
indigenous Australians, see Aboriginal and Torres Strait Islander people
infections 27, 95
information provision 38, 43-68, 45-46, see also communication; Internet sites;
psycho-educational interventions
amount of information 53-54
cultural and linguistic issues 114, 116, 116
gender differences 69
information sources 55
life-threatening procedures 63-64, 64
presentation of 49-50, 54-56
prognosis 46-50
treatment options 51-61, 62-63
types of information 43-44
understanding and recall 39-40, 42, 44, 52
informed consent 52-53, 114, 209
informed decision-making model 60
inguinal lymphadenectomy 26, 209
inherited cancers 36
insurance 32, 74-76
interactional skills (of patients), see interpersonal problems; social functioning
interactional skills (of staff) 7, 38, 38-43, 42-43, see also communication
enhancing hopefulness 48
homosexuals and 121-122
training in 39
Internet sites 55, 67-68, 156-157
gender differences 69
support programs 72, 73, 119
interpersonal problems 18, 88, see also social functioning
interventions 103, 107
interpersonal style, see communication styles
interpreters 113-114, 115
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K
Kaposi’s sarcoma 121-123
keloid scars, defined 209
L
lactation difficulties 24
language 113-114
laryngeal cancer 16, 70-71
sexuality 17, 18
laryngectomy 17, 29-30, 95
aids 75
communication difficulties 28
employment loss 32
psychological issues 64
Laryngectomy Association 75
laughter 57, 106
legal issues 32, 77
lesbians, see homosexuals
leukaemia 28
gynaecological implications of 24
positive impact of disease 36
levels in evidence-based rating system 4
life expectancy discussions, see prognosis
life-threatening procedures, preparing patients for 63-64, 64
ligation, defined 209
listening actively 39
living wills 77
Look Good Feel Better program 76
lumpectomy, see breast conserving surgery
lung cancer 4
halitosis 95
physical issues 22, 27, 29-30
psychological issues 20-21
psychosocial risk factors 98
risk and treatment decisions 47
sexuality 17, 18
social impairment 16
lymphatic cancers 20
lymphoedema 26, 94
defined 210
practical needs 31, 76
lymphoma 24, 28, see also Hodgkin’s Disease
M
malignant wounds 95
malnutrition, see nutritional deficiencies
mastectomy 17, 61
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medical information, see information provision
medications, see pharmacological treatments
meditation 93, 106, see also relaxation therapy
melanoma 4
delayed presentation 41
end of life issues 33
information provision 46
physical issues 26
providing information 45, 47
memory, see cognitive problems
men, see fertility; gender differences
menopause 17, 24
mental disorders, see psychiatric disorders
meta-analysis, defined 210
metastatic disease 32-33, 210, see also advanced cancer
telling a person they have 43-45, 45-46
mood, defined 210
mood disorders, see anxiety; depression
morbidity, defined 210
mortality 1, 33
mucositis 29
Multicultural Cancer Information Service 114
multicultural issues, see cultural issues
multidisciplinary care, defined 210
multidisciplinary teams 78-79, 110, see also referrals; treatment teams
defined 210
palliative care 80
patient’s behaviour and 41
stress and 83
music therapy 81, 106, 210
N
National Breast Cancer Centre (NBCC) 4, 141
National Cancer Control Initiative (NCCI) 141
National Continence Help Line 75
‘natural’ therapies, see alternative therapies; complementary therapies
nausea and vomiting 22, 93, 206
anti-emetic treatment 22, 205
necrotic tumours 27, 95
negative framing 49, 209
neoplasms, see tumours
NESB, see culturally and linguistically diverse backgrounds
neuroleptics 108
new relationships post diagnosis 19, 88-89
NHMRC Clinical Trials Centre 59
non-English speaking groups, see culturally and linguistically diverse backgrounds
non-Hodgkin’s lymphoma 4
numerical estimates of risk 49
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nursing home patients 82
nutritional deficiencies 28-29, 96
O
odour 26-27, 94-95
oesophageal cancer 29
oesophageal speech 28, 95, 210
offspring, see children of parents with cancer
older patients 11, 118
oncologists, defined 210
oncology, defined 210
oncology nurses 78
breast nurses 54, 59, 78, 120, 213
defined 211
information about clinical trials 59
rural patients 120
one-to-one programs 72, see also peer support programs and groups
oocytes, defined 211
oral cancers, see head and neck cancers
oral symptoms 29, 96
organogenesis, defined 211
outreach programs 120
ovarian cancer 23-24, 27, see also gynaecological cancers
lesbians 121
ovariectomy, defined 211
oxygen therapy 30

P
pain 22
end of life issues 32-33, 81
information on expectations 63
psychological issues 90, 93
palliative approach, defined 65
palliative care, see also advanced cancer; end of life issues
caregivers, impact on 34
defined 65-66, 211
end of life issues 34, 80-81
practical needs 32
transition to 65, 65-66, 67
pancreatic cancer 4
information provision 47
psychological issues 20-21, 90
panic 89, 108
partners, see also families
body image 87
homosexuals 121, 123
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interpersonal problems 88
psychological therapies and 102
psychosocial support 71
stress of 15
support from 15
survival issues 36
pastoral care 102, 211
patient advocates 110
patient-centred communication 40-41, 52
patient-held records 79
patient or peer support groups 68, 211, see also support
patient-specific information 55-56
patients
behaviours that compromise treatment 41
benefits of involvement in decision making 60-61
communication preferences 40-41, 44-45, 47-48
impact of psychological interventions 105-106
information needs 51
preparing for procedures 63-64
resources for 138-140
transition to palliative care 65, 65-66, 67
treatment decision making 56-57, 59-61
peer support programs and groups 71-72, 73, 211
sexual dysfunction 88
penile prostheses 75
personalised health records 56
personalised information 54, see also patient-specific information
pharmacological treatments (medications)
anxiety 108
cost of 74
defined 211
depression 109
phobias 19-20
physical issues 22-30, 92-93, 102, 104
cancer survivors 35
end of life issues 32, 81, 84
psychological aspects 92, 97, 97, 101-102, 107
physician-as-agent model 60
placental tissue, see trophoblastic disease
plastic surgery, see reconstructive surgery
pleural drainage 96
positive framing 49, 209
post-traumatic stress disorder (traumatic symptomatology) 21-22, 43, 91
interventions 103, 107
practical needs 30-32
end of life issues 82, 85
support for 74-77
prayer 57, 93, 106
pregnancy 23-24, 93-94
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preparation for procedures, see procedures, life-threatening
primary care professionals 78
probabalistic, defined 211
problem solving 89-90, 211
procedures, life-threatening, preparation for 8, 63-64, 64, see also treatment
professionally-led groups, defined 212
prognosis 80
discussing 7, 46-49, 50-51
effect of pregnancy on 23
progressive disease, see advanced cancer
prompt sheets 54-55
prostate cancer 4
emotional and social issues 15
end of life issues 34
physical issues 22, 27
psychological issues 16-17
sexuality 18
specialist nurses 78
support groups 72
survival issues 35
treatment information 53-54
prostheses and aids 30-31, 75-76
defined 212
providing information, see information provision
psychiatric disorders, defined 212, see also anxiety; depression
psychiatrists 103-104, 110
psycho-educational interventions 56, 71, 73, 89-90, 102, see also information provision
anxiety and 89
defined 212
homosexuals 123
nausea and 93
pain 81
psychodynamic, defined 212
psychological distress 14-16, 20, 85, 97, see also anxiety; depression
end of life issues 34, 82
severe 19, 89
psychological interventions 103-104, 105-106, 107
benefits of 2, 101-102
homosexuals 122-123
physical symptoms 97
referrals for 101-102
psychological issues 16-23, 86-91, 90
end of life issues 33, 81, 84
information provision 46-47
psychological vulnerability 14-16
screening 92, 97-99, 100
psychologists 103-104
Psychosocial clinical practice guidelines, see clinical practice guidelines
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psychosocial interventions
defined 212
referrals for 110-111, 112, 149-153
treatment team 37-100, 38
psychosocial problems, risk factors for 98
psychosocial support, see also social support
defined 212
end of life issues 81
family and caregivers 82
gender differences 69
in multidisciplinary teams 79
life-threatening procedures 63-64
psychostimulants 109
psychotherapy, see supportive psychotherapy
Q
quality of life 101
defined 212
end of life issues 32, 80-81
gender differences 69
older patients 118
palliative care 66
rural patients 120
question prompt sheets 54-55
questionnaires 98-99
questions to screen for psychological issues 92
R
radiation therapy, see also treatment
cognitive problems 27-28
defined 212
physical issues 24-26, 29
sexuality and 18
randomised controlled trials 4, 58-59, 212
reconstructive surgery 31, 76, 94
rectal cancer, see colorectal cancer
recurrence 33-34, 36, 213
effect of pregnancy on 23
telling a person they have 43-45, 45-46
referral networks 38, 85, 110
defined 213
referrals 100, 101-112, 112, see also multidisciplinary teams
cost of 74
rural patients 119
reframing, defined 213
relationships, see interpersonal problems; new relationships post diagnosis; partners
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relaxation therapy 57, 89-90, 105, 106
defined 213
end of life issues 81
psychological issues 93
religion 115
pastoral care 102, 211
remote areas, see rural and remote areas
reproductive system cancers 60, see also names of specific cancers
reproductive technologies 23-25, 93
research sources 5
resources 138-140
respiratory symptoms 29-30, 96
retroperitoneal lymph node dissection 213
retroperitoneal surgery 213
risk factors for psychosocial problems 97, 98, 100
risk of treatments 47, 49-50
risk-taking behaviour 41
Rotterdam Symptom Check List 99
rural and remote areas 56, 119-120
travel and accommodation 31, 76
S
screening 38
anxiety and depression 97-99, 100
selective noradrenergic reuptake inhibitors 109
selective serotonin reuptake inhibitors 108-109
self concept 16-17
self-esteem, defined 213
self-help groups 213, see also patient or peer support groups
self-report questionnaires 98-99
sensory information 63
setting for communication 40, 43
sex gland damage, see gonadal damage
sexual dysfunction 25, 88, 93, see also fertility
sexual orientation, see homosexuals
sexuality 17-18, 18, 25-26, 87
interventions 103, 107
survival issues 35
shared decision-making model 60-61
sickness allowance 77
skin cancers 16-17, 26, see also melanoma
skin grafting 26
smoking 41-42
SNRIs 109
social functioning 14-16, see also interpersonal problems
defined 213
end of life issues 33, 82, 84
mealtime interactions 29

234

Clinical practice guidelines for the psychosocial care of adults with cancer

odour and interactions 94
psychological therapies and 101
survival issues 36
social support 8, 14-16, 68-73, 70, see also emotional support; psychosocial support
cultural differences in 117
homosexuals 121-123
rural patients 119
social workers 74, 103, 110
specialised services 10, 101-102
defined 213
referrals 101-112
specialist nurses, see oncology nurses
specialist providers, defined 214, see also names of specialists, eg psychologists
speech aids 75
speech therapy 28, 95
sperm preservation 25, 93
spermatogenesis 25, 214
spiritual issues 33, 82, 118
spouses, see partners
SSRIs 108-109
staff, see health professionals
stem cell transplantation 28
stenosis, defined 214
stomal therapy nurses 78, 95
stomas 75
defined 214
odour from 27, 95
stress 19, 89, see also psychological distress
health professionals 6
partners of cancer patients 15
psychological interventions 105
styles of communication, see communication styles
suicide 21, 91, 109
specialised interventions 103
support, see also social support
benefits of 2
cost of referrals 74
cultural differences in 115, 117
end of life issues 80-83, 84-85
family and caregivers 82
information provision 45, 48
needs of patients for 31
survival issues 91
ways of conveying 39
support networks, defined 214
supportive psychotherapy 89, 105
defined 214
homosexuals 123
surgery 29, see also treatment
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survival estimates 1
prognosis 7, 23, 46-49, 50-51, 80
risk of treatments 47, 49-50
survival issues 34-36, 91
survivors, defined 214
swallowing difficulties, see dysphagia
swelling of tissues, see lymphoedema
systematic desensitisation 89, 93, 214
systemic cancers 24, 29
T
tape recordings of consultations 55-56
tearfulness, see psychological distress
teleconferencing 72, 79
telephone support 73, 102, 106
multicultural 114
rural patients 119
terminal care 65, see also palliative care
testicular cancer 17, 18, 24-25
therapeutic relationships, defined 214
therapy, see treatment
thinking, see cognitive problems
thyroid disease 20
tissue swelling, see lymphoedema
Torres Strait Islander people 116-117, 117
services and contacts 156
towards-the-end-of-life issues, see end of life issues
trans-sexuals 71
translation services 113-114, 115
transport, see travel and accommodation
traumatic symptomatology, see post-traumatic stress disorder
travel and accommodation 31, 119
financial assistance for 76, 149
treatment
cost of 74
fertility and 23-25
general health and 30
life-threatening procedures 8, 63-64, 64
patient’s behaviour that compromises 41
transition from curative to palliative 65, 65-66, 67
treatment decisions 7-8
aids to 56
clinical trial participation 59
factors influencing patients 56-57
information provision and 47-49, 52, 54
palliative care commencement 66
providing information and choice 51-61, 62-63
survival information and 49-50
timing of 52
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treatment modalities, defined 214
treatment teams 5-6, 37-100, 38, see also multidisciplinary teams
defined 215
psychosocial support 70, 70-71, 73
treatments, life-threatening, preparing patients for 63-64, 64
tricyclic antidepressants 109
trophoblastic disease 23, 215
tube feeding, see enteral nutrition
tumour necrosis 27, 95
tumours, defined 215, see also cancer
turbans 76
U
ultralow anastomosis 27, 215
urinary incontinence 27, 95
urological cancer 20
V
vaginal cancer 27, see also gynaecological cancers
vaginal odours 27, 95
vaginitis 205
verbal estimates of risk 49
visual imagery, see guided imagery
voice, see speech therapy
volunteer programs, defined 215
vomiting, see nausea and vomiting
vulvar cancers 26-27, see also gynaecological cancers
W
wigs 76
wills 77
women, see fertility; gender differences; pregnancy
work, see employment
written communication 55, 79
Y
younger patients 11, 118
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