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SUPPORTING SELF MANAGEMENT OF PEOPLE AFFECTED
BY CANCER: A REVIEW OF THE EVIDENCE

Executive summary

Purpose

In 2003 Macmillan Cancer Relief coordinated workshops with Macmillan stakeholders
including people affected by cancer to prioritise research areas. One of the topics
identified in these workshops was supporting self management of people affected by
cancer. The remit of the Southampton Macmillan Research Unit in 2004 was to
review published primary research to establish the evidence base for supporting self
management of people affected by cancer. Macmillan’s purpose in supporting
research is to ensure that research underpins and supports its core strategy to
improve the lives of people affected by cancer.

There is clear interest in and emphasis on patient self management in the UK.
Recent policy from the Department of Health is encouraging a move towards
partnership between health professionals and patients evidenced by the National
Service Framework for Long-term Conditions’, NICE guidance for supportive and
palliative care®, and the piloting of the Expert Patient Programme for patients living
with chronic conditions® as examples. Macmillan is piloting living with cancer self
management programmes and these are currently being evaluated. The potential for
translating chronic illness self-management programmes to cancer will be explored in
the evaluation. Macmillan’s policy priority areas include improving the user’s
experience, improving supportive and palliative care, self management and user

involvement.

The purpose of this literature review is to explore how to support self management of
people affected by cancer by systematically examining published research evidence
exploring what people do to help themselves when living with cancer (from the point
of diagnosis, through treatment and beyond). This is a review of research studies that
have been published in peer review journals and not a comment on the activities of
Macmillan Cancer Relief. The research studies included in this review investigate
elements of self management, collect evidence to address specific research
questions and present an analysis of the evidence. Such a review is timely. This is
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the first review of the research evidence in relation to self management by people
affected by cancer. By gaining a better understanding of what people do to help
themselves based on research evidence, health and social care professionals will be
in a position to support choices made by people affected by cancer to enhance
physical and psychosocial well-being beyond decisions about treatment options.
Findings from this review will also inform further research both within and beyond
Macmillan Cancer Relief.

Definitions and scope
This review is limited to literature relating to self-initiated actions of people affected
by cancer over the age of 18 years. The volume of literature generated (over 30,000
hits) in the initial scoping exercises prompted the decision to focus on patient-initiated
actions and exclude actions initiated by health care professionals. Whilst self
management by people affected by cancer is the focus of this literature review, in
research terms it is a poorly defined concept. Several terms are used inconsistently
in the literature included in this review to describe different elements of what people
do to help themselves when living with cancer. For the purposes of this report we will
use the following definitions to distinguish types of self initiated actions:

«» Self care: This term will be used to describe usual, everyday self care behaviour
such as eating, washing and dressing typically associated with nursing. These
behaviours may be modified according to symptoms experienced or efforts to
prevent future difficulties and can therefore be proactive or reactive.

% Self management. This term will be used to describe medical management of the
cancer, symptoms or disease process by the patient. Examples would be
administration of chemotherapy, self medication for pain, vomiting or other
symptoms. These actions could be initiated to avoid or control disease
symptoms and treatment side effects and may be proactive (to prevent) or
reactive (to control or treat).

% Self help: This term will be used to describe activities additional to everyday self
care and self management. These are additional activities that people may
engage in which are non-medical to enhance physical and/or psychological well-
being. Examples include attending support groups, use of complementary and
alternative therapies (hereafter referred to as CAM), and information seeking.
Self help can be proactive (to prevent problems or maintain current state) or
reactive (in response to a particular need or difficulty).
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Methods

A literature scoping exercise was conducted to estimate the size of the research
literature from a range of key databases which hold published research studies
[BIDS, BNI, Cancer.gov, CINAHL, Medline, Psychinfo, Web of Science]. This process
enabled identification of search terms needed to capture relevant articles. Secondary
questions were refined at this stage. A detailed account of the search process can be
found in the full report. Several sources of literature were searched for the years
1960—-2004 including bibliographic databases and internet sites. 19,960 articles were
retrieved and reduced to 8,044 after removal of duplicate papers. Titles and abstracts
of each of these 8,044 papers were examined to determine whether they were
relevant for the review. 453 abstracts appeared relevant for the review and were then
independently assessed by 3 researchers. 97 published papers were selected for
review according to strict criteria. The full text articles were retrieved for more
detailed evaluation. 37 of these met the inclusion criteria. Most of the studies in this
review were observational studies without control groups. As a consequence no
formal hierarchy of evidence to distinguish randomised controlled trials from other
types of studies was applied. The studies were both quantitative (surveys,
questionnaires) and qualitative (interviews, focus groups). The quality of both
quantitative and qualitative studies was assessed with the use of structured
checklists. Descriptive synthesis of data was undertaken and summarised in tables
which appear in the appendices of the full report.

Findings

The articles included in this review do not represent a cohesive body of work relating
to self initiated action to support living with cancer and there is no theoretical
framework i.e. no core principles inform the work. The lack of a theoretical framework
limits the usefulness of the evidence. Without relevant theory underpinning the work
it is difficult to explain what self initiated action means for people affected by cancer
and how it can best be supported in practice. In fact, the papers included in this
review encompass an unconnected collection of research papers that have
something to say about self initiated actions to support living with cancer. Studies
explore particular aspects of what people do e.g. self care behaviour by people on
treatment and use of CAM. These are largely descriptive reports rather than
explanations of why particular actions are viewed as helpful and how they can be
supported. Consequently none of the studies reviewed help build a general picture of
what people living with cancer do to help themselves and how this can be supported.
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Most studies included in this review focus on CAM use and other self help actions.
There was no evidence to suggest how people manage symptoms and side effects
beyond their treatment in terms of self care and none of the studies explored medical
self management by people affected by cancer. The studies raise numerous
methodological concerns. The populations included in these studies are very mixed
(heterogeneous) which greatly limits the usefulness of the data collected. In
particular, there is little or no consideration of age, gender, or ethnicity in relation to
self initiated actions taken by people affected by cancer. This matters because in
order to support people in ways most appropriate to their needs or circumstances it is
necessary to know if people have different needs at different times in their life, if
there are gender differences, differences according to ethnicity, socio-economic
status and so on. The current evidence does not allow us to answer these questions.
Neither are self initiated actions to support living with cancer considered according to
cancer site or stage of the disease. The studies included in the review involve a
mixture of patients on and off treatment, patients in remission, patients with early
stage disease, patients with advanced disease and long term survivors. These
studies do not explicitly explore self initiated action by people who have a recurrence.
In order to support people we need to know what they are doing to help themselves
from the point of diagnosis, through treatment and beyond and how this can be
supported. At present it is difficult to ascertain this from the current evidence.

Most studies provide cross-sectional data including retrospective accounts. Asking
people about past experiences on one occasion is likely to blur changes over time.
Only four studies provide longitudinal data and these focus on self care behaviour
during treatment. Various recruitment strategies were employed including self
selected individuals responding to advertisements, attending support groups, patients
receiving CAM and clinical populations. Findings should be considered in relation to
the recruitment strategies used as individuals engaged in support groups or CAM
may not be typical of clinical populations. In order to have a broad picture of what
people do to help themselves when living with cancer it is important to go beyond
those who are already engaged in self help groups or related activities and include
individuals that are engaging in self initiated action in their own homes and those who
would like to engage in self initiated actions but need support to do so. These people
would not be included in studies that recruit participants from self help groups or
complementary therapy clinics.
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Conclusions

Macmillan’s purpose in supporting research is to ensure that research underpins and
supports its core strategy to improve the lives of people affected by cancer. There is
currently insufficient research evidence to determine how best to support self initiated
action by people affected by cancer. That is not to say that we can not learn from
these research papers. On the one hand they do not enable an understanding of
what people do to help themselves over time or whether gender, age, cultural
differences, type of cancer diagnosis or stage along the cancer journey influence
what people do to help themselves. On the other hand, they do identify gaps and
methodological problems that will need to be carefully considered in future research
to establish a strong and theoretically sound evidence base to support the choices
made by people affected by cancer to enhance their physical and psychosocial well-
being when living with cancer. We suggest the term self action rather than self
management to encapsulate all actions that people affected by cancer might engage
in to help them live with their cancer. Further research will have both practice and
policy implications as it can identify need and provide evidence for how best to
support self action by people affected by cancer. Evaluation of the translation of self
management programmes designed for people with chronic illness to people living
with cancer is underway and will contribute to the developing evidence base. This is
clearly an undeveloped area with much potential.

Recommendations

In order to establish a useful evidence base it will be necessary to explore these

issues so that an understanding of self action to support living with cancer can be

built across the cancer journey from the point of a cancer diagnosis, through

treatment and beyond. This is an undeveloped area and the potential for further work

is great. General areas that could be addressed include:

¢ Development of a theoretical framework to conceptualise and explain self action
by people affected by cancer is needed so that people affected by cancer can be
supported. Within the research literature self management/action when living with
cancer is a poorly defined concept. We will develop this work by starting with an
exploratory study in the Southampton Macmillan Research Unit. This will be a
carefully designed and sulfficiently focused programme of work to provide a strong
evidence base on which to build practice and support people affected by cancer.
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e There is a need to understand how self action changes over time - from the point
of diagnosis, through treatment and beyond (including recurrence) and how
people manage symptoms and other effects associated with a cancer diagnosis

e There is a need to explore social inequalities and self action

e The focus of this review has been on self action by people who have received a
cancer diagnosis however there is a need to explore self action within the family
context and consider the role of carers

e There is a need to consider the experiences of people who are often marginalised,
for example children and young people, people with rarer cancers, those living in
rurally isolated areas and people from black and minority ethnic groups
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SUPPORTING SELF MANAGEMENT OF PEOPLE AFFECTED
BY CANCER: A REVIEW OF THE EVIDENCE

1. Introduction

In 2003 Macmillan Cancer Relief coordinated workshops with Macmillan stakeholders
including people affected by cancer to prioritise research areas. One of the topics
identified in these workshops was supporting self management of people affected by
cancer. The remit of the Southampton Macmillan Research Unit in 2004 was to
review the existing research literature and establish the evidence base for supporting
self management by people affected by cancer. Macmillan’s purpose in supporting
research is to ensure that research underpins and supports its core strategy to
improve the lives of people affected by cancer.

There is clear interest in and emphasis on patient self management in the UK.
Recent policy from the Department of Health is encouraging a move towards
partnership between health professionals and patients evidenced by the National
Service Framework for Long-term Conditions’, NICE guidance for supportive and
palliative care®, and the piloting of the Expert Patient Programme for patients living
with chronic conditions® as examples. Macmillan is piloting living with cancer self
management programmes and these are currently being evaluated. The potential for
translating chronic iliness self management programmes to cancer will be explored in
the evaluation. Macmillan’s policy priority areas include improving the user’s
experience, improving supportive and palliative care, self management and user

involvement.

The literature review was based on the broad question How do people with cancer
self manage? This review is limited to published primary research studies relating to
self-initiated actions of people affected by cancer diagnosed over the age of 18
years. The volume of literature generated in the initial scoping exercises prompted
the decision to focus on patient-initiated actions and exclude those initiated by health
care professionals. Secondary questions were refined following the initial scoping
exercises:

e What are patients’ initiated actions?

e What enables patients to initiate these actions?

e How effective are the actions?
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1.1 Aim

The purpose of this literature review is to explore how to support self management by
systematically reviewing published primary research evidence of what people
affected by cancer do to help themselves when living with cancer (from the point of
diagnosis, through treatment and beyond). By gaining a better understanding of what
people do to help themselves, health and social care professionals will be in a
position to support choices made by people affected by cancer to enhance physical
and psychosocial well-being beyond decisions about treatment options based on
research evidence. Findings from this review will also inform further research both
within and beyond Macmillan.

1.2 Why a systematic review?
Systematic reviews are increasingly recommended as a rigorous tool to review
research evidence on which to build practice. Conducting a systematic review
enables assessment of evidence on a specific topic of interest of relevance to health
care planners, professionals and more recently patients.
Robust systematic literature reviews are a valuable source of information
because by locating, appraising and synthesising evidence from primary
studies, they provide empirical answers to focused questions about
health care and related issues. In addition, by identifying both what we
know and do not yet know, they help in planning new research.
Systematic reviews differ from traditional reviews and commentaries
produced by ‘content experts’ in that they adhere to a scientific
methodology which seeks to minimise bias and errors. Hence, rather
than reflecting the views of ‘experts’, they generate balanced inferences
based on the collation of the best available evidence. (p.ii)*

1.3 Background

Advances in diagnostic techniques and the treatment of cancer have resulted in more
people being diagnosed and living with cancer for longer®. Cancer is a term used to
describe a large range of diseases with different causes, prognoses, diagnostic
techniques, symptoms, treatment options and long term effects. Treatment and its
effects are often complex and patients may need long term care which is frequently
provided by informal carers in the home or community. Patients often undergo
physically and emotionally demanding treatment regimens and the literature review
Long term living with cancer has revealed the challenges that people may face more
than five years beyond the diagnosis of their cancer®. Mortality associated with
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cancer remains high in many instances however cancer has recently been
conceptualised as a chronic or long-term condition®. Whilst there may be
communalities in the experiences of people with a chronic illness such as long term
effects including disability, pain and stigma, there are also important differences such
as intensive, acute treatment, fear and high mortality. As such it has been argued
that cancer should not be defined as a chronic condition although potential
similarities are recognised’. Clearly many people live with cancer and the
consequences of a cancer diagnosis for long periods and there is a necessary shift in
emphasis towards ‘living with cancer’ and how people affected by cancer can be
supported to do this.

Expectations of health care are changing as a result of rising educational standards,
wider public access to health information, and less faith in the health profession®.
Interpersonal aspects of health care appear key to patient satisfaction®. The NICE
guidance for improving supportive and palliative care for adults with cancer highlights
needs of adults with cancer which include: being treated as individuals, having their
voice heard, receiving high quality information, and good face-to-face
communication®. Inclusion of patients’ perspectives is necessary for defining and
understanding a problem, identifying possible solutions and managing illness.
Unfortunately, patient experiences and beliefs are often ignored or dismissed by
health care professionals.

A gap exists between health care and ourselves, a gap designed to be

occupied by things, not designed to be about me the person who is ill or

in need of care, but about health care and health functions. The

'system’, the processes and procedures that seem to dominate, the

physical structures of health care — buildings, machines, equipment, the

people engaged in administering the system, the way matters relating to

health care are communicated — are all about ‘you’ — the person in

charge of my care or treatment, or about the administration of a vast

bureaucracy. They are not about ‘me’ — the person for whom the

processes and procedures are designed. Nowhere does there appear to

be effort directed at examining and enhancing the experience of health

care by those who receive it. '° (p.1-2)
Poor communication and disregard for patients’ experiences are the cause of many
formal complaints®.
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Our health care system was initially equipped to tackle acute conditions and as such
the role of the health care provider was to diagnose and treat''. With acute conditions
the patient is generally inexperienced and relies on the expertise of the health care
professional. In recent times chronic conditions have become the focus of the
healthcare system. With long-term conditions the role of the health care provider is
different as people affected by the condition develop expertise about the condition,
manage it and live with the consequences on a daily basis.

When you leave the clinic, you still have a long term condition. When the

visiting nurse leaves your home, you still have a long term condition. In

the middle of the night, you fight the pain alone. At the weekend, you

manage without your home help. Living with a long term condition is a

great deal more than medical or professional assistance."

Many people affected by cancer adopt an active role in their treatment and living with
cancer throughout the cancer journey rather than being passive recipients of medical
expertise. Coulter® argues that paternalism in health care has had its day and
consequently there is a need to redefine the patient role:
In the 21°' Century the patient is a decision-maker, care manager and
co-producer of health, an evaluator, a potential change agent, a
laxpayer and an active citizen whose voice must be heard by decision-
makers. (p.6)°
Coulter® emphasises the need for patients to be encouraged to see themselves as
active participants in their health and iliness (including shaping health policy) and that
health care professionals have to change their behaviour to accommodate this new
role by becoming facilitators. Active partnerships between patients and health care
professionals would call for a ‘culture change’ in the NHS. Promoting active
partnerships with patients (i.e. patient involvement in decision making) should:
restore confidence in the system; facilitate appropriate treatment choices; manage
care more effectively; ensure patient safety; increase quality standards; and
accountability®. Failure to address the social nature of illness (the context in which
individuals live e.g. socioeconomic, cultural elements) may affect the ability to
provide services that are acceptable to service users'®. The question surrounds how

this can be achieved.

Patient-centred care (for a review of definitions see®) is the core theme of the NHS
Plan' and the NICE guidance on improving supportive and palliative care for adults
with cancer®. The stated aims are to inform, involve, respond quickly and effectively
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to patients’ needs and wishes, ensure patients are treated with dignity in a supportive
manner and provided with an opportunity to have a say in the development of
services. The guidance regarding face-to-face communication focuses on good
quality information provided by health care professionals to people affected by
cancer in relation to breaking significant news, explaining complex treatments and
discussions with individuals approaching the end of their life. The emphasis is on
information provision and level of patient knowledge about their cancer and its
medical treatment. Whilst patients’ information needs are considered the guidance
does not suggest a dialogue with people affected by cancer regarding how they are
living with cancer or what they might be doing to help themselves when living with
cancer and how this might be supported. In this respect the guidance does not
appear to value the contribution of people with cancer or their carers beyond
treatment decisions or how they might react to bad news.

Not all patients want an active role in decision making about their treatment and care.
Shared decision making involves sharing information and both clinician and patient
deciding together. For shared decision making to happen, the doctor should be well
informed and the patient enabled to voice their experience of illness, social
circumstances, habits and behaviour, attitudes to risk, values and preferences.
Therefore the value of patients’ preferences is acknowledged and the patient has to
accept some responsibility for decisions made. Encouraging patients to take more
responsibility may shift the blame for a ‘problem’ (e.g. not following treatment
recommendations) to the patient. The philosophy of empowerment is grounded in
individual responsibility and self-care'®. Factors that may hinder participation in this
process should be explored rather than placing the burden of responsibility with the
patient'®.

Lewin et al'® demonstrate that interventions to promote patient-centred care can
significantly increase quality of communication and patient satisfaction in primary
care. However, the evidence for a positive impact on health care behaviour and
health status is inconclusive. Whilst the NICE? recommendations suggest ways to
enhance face-to-face communication with people affected by cancer so that
significant news is conveyed more carefully, people understand their condition, can
participate in decision making about treatment and be involved in discussions about
approaching the end of life, they do not appear to acknowledge that patients can be
actively ‘engaged’ with managing their condition beyond decision making about
treatment and responses to bad news.
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Coulter® suggests that patients who are more actively engaged in their health care
are more likely to follow treatment recommendations and recent evidence from
evaluations of self management programmes in the USA suggests that teaching
people to manage aspects of their chronic condition themselves can result in
enhanced health status and fewer hospital admissions'®. Training in self
management programmes by people with asthma coupled with regular medical
reviews appear to improve health outcomes for patients'”.

Self management programmes are well established in the USA and Canada'®. These
programmes emphasise the patient’s central role in managing their long-term illness.
The programmes are based on self efficacy theory (self efficacy: individual’s
confidence in their ability to achieve a desired outcome'®) and focus on problem
solving, decision making and confidence building'®. The programmes aim to help
patients with medical management, maintaining life roles, and managing emotional
consequences of their condition (e.g. anxiety and depression). The programmes are
designed to provide patients with the knowledge, skills and confidence to manage
illness related problems themselves. The programmes also prepare patients to
collaborate with their health care professionals and the health care system. If a
culture change is to take place in the health service it would seem sensible that
health care professionals are also a part of this process.

Self management programmes have been shown to be effective in the US for people
with arthritis attending an illness-specific programme. Programme participants have
reported increased perceptions of control, reduced pain (despite greater disability),
less depressed mood, and fewer visits to their physician in the four years following
the programme?. Similar benefits have been reported by those attending courses for
people with various chronic conditions®'. Remote care by telephone or electronic
means has also been reported as highly effective in reducing hospital visits and
increasing confidence®®. Self management programmes for asthma have received
criticism for focusing on the transfer of information and mastery of skills with little
consideration for patients’ views and experiences about asthma or the self
management programmes®. Self management programmes should be based on
patients perceived concerns and problems and could be different from group to
group''. People with cancer have not been included in published research relating to

self management programmes to date.
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There is clear interest in and emphasis on patient self management in the UK.
Recent policy from the Department of Health is encouraging a move towards
partnership between health professionals and patients evidenced by the piloting of
the Expert Patient Programme for patients living with chronic conditions®. The central
message of this Programme is that having an active role in managing one’s own
chronic condition enhances quality of life. Indeed evidence from UK programmes for
chronic conditions (not including cancer) suggests that having an active role in
managing one’s chronic condition can indeed enhance quality of life. This has been

demonstrated in the UK for arthritis®*2°

and programmes for people with various
chronic conditions®. Macmillan is currently piloting models of self management
programmes for people affected by cancer, one of which is based on the Expert
Patient Programme for people with chronic conditions. Evaluation of these pilot
programmes is underway. The potential for translating chronic illness self-

management programmes to cancer will be explored in the evaluation.

Exploration of self management by people affected by cancer is timely. The focus of
self management programmes on treatment and managing symptoms based on
programmes for people with long term conditions may be appropriate for individuals
living with a cancer diagnosis. However there are also likely to be important
differences. Due to the aggressive nature of many forms of treatment for cancer
individuals may live with long term effects (physical, psychological, social) once
treatment is over. What people do to help themselves will vary according to individual
circumstances and the needs they have. Similarly the illness pathway that an
individual faces may vary considerably depending on their diagnosis, treatment and
other factors. There is undoubtedly a need to explore what people do to help
themselves when living with cancer both within and beyond self management
programmes so that they can be supported.

This is the first review of primary research evidence in relation to self management by
people affected by cancer. By synthesising evidence from primary research studies
this report documents what is known, what is unknown and suggests ways of building
the evidence base to support people affected by cancer help themselves when living

with cancer.
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1.4 Definitions

In this report several terms will be used and require definition:

% People affected by cancer: People who have received a diagnosis of cancer and
may be at the point of diagnosis, going through treatment or beyond. This is an
intentionally narrow definition used for the purposes of this report only.

Self management is a broad term used in government policy documents and self
management programmes and includes medical management, maintenance of life
roles and management of emotional consequences of a long term condition (other
than cancer). Within the research literature relating to cancer the term self
management is poorly defined and inconsistently used. Three key terms are used in
the literature included in this review to describe actions that people take to help them
live with their cancer: self care, self management and self help. Two of these, self
care and self management, are frequently used interchangeably. For the purposes of
this review we will use the following definitions to distinguish between the types of
activities individuals engage in:

«» Self care: This term is used to describe usual, everyday self care behaviour such
as eating, washing and dressing typically associated with nursing. These
behaviours may be modified according to symptoms experienced or efforts to
prevent future difficulties and can therefore be proactive or reactive.

% Self management. This term is used to describe medical management of the
cancer, symptoms or disease process by the patient. Examples would be
administration of chemotherapy, self medication for pain, vomiting or other
symptoms. These actions could be initiated to avoid or control disease
symptoms and treatment side effects and may be proactive (to prevent) or
reactive (to control or treat).

s Self help: This term is used to describe a vast array of activities additional to
everyday self care and self management. They are additional activities that
people may engage in which are non-medical to enhance physical and/or
psychosocial well-being. Examples include attending support groups, use of
complementary and alternative therapies (hereafter referred to as CAM), and
information seeking. Self help can also be proactive (to prevent problems or
maintain current state) or reactive (in response to particular need or difficulty).

Supporting self management review June 2005 - revised 14.7.05 18
Macmillan Research Unit © University of Southampton



1.5 Summary of key points

Supporting self management was identified as a priority research area in
workshops with Macmillan stakeholders coordinated by Macmillan Cancer Relief
There is clear interest in and emphasis on patient self management within the
UK

Self management by people affected by cancer is a poorly defined concept

This is the first review of research evidence of self management by people
affected by cancer

By gaining a better understanding of what people do to help themselves, health
and social care professionals will be in a position to support choices made by
people affected by cancer to enhance physical and psychosocial well-being

based on research evidence
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2. Methods

A full account of the process used for this systematic review can be found in

Appendix I. In brief, the following process was completed:

R/
0.0

Literature scoping: The size of the literature was estimated from a range of key
databases holding published research papers [BIDS, BNI, Cancer.gov, CINAHL,
Medline, Psychinfo, Web of Science]. This process enabled identification of
search terms needed to capture relevant articles.
Modification of review protocol: Due to the volume of literature retrieved in the
scoping exercises (over 30,000), the decision was made to concentrate on
patient-led actions. Whilst it is difficult to separate self and health care
professional initiated actions in reality, for the purposes of this review we
excluded papers that referred to actions that patients were taught to help them
live with symptoms and other effects associated with their cancer. Secondary
questions were refined:

e What are patients’ initiated actions?

¢ What enables patients to initiate actions?

e How effective are the actions?
Conducting the review: Several sources of published research literature were
searched for the years 1960-2004 including bibliographic databases and internet
sites.
Search results: 19,960 articles were retrieved and reduced to 8,044 after
removal of duplicate papers. At this stage each title and abstract was assessed
for its relevance to the review. This reduced the total number of abstracts
deemed relevant to the review to 453. Many of the papers were commentaries
rather than research studies (i.e. contained no data) or were unrelated to the
review topic.
Selection of studies: Abstracts of the 453 articles were independently assessed
by 3 researchers and selected for review according to the following strict criteria:

e Relevant to the topic and questions

e English language

e 1960-2004

e All cancers

e Patients diagnosed =18 years

e Primary studies

e UKtheses
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e Patient narrative
Excluded articles were considered as background information to ensure the
review provided primary research evidence within the context of informed, current
debate.
Data extraction: The 3 researchers agreed that 97 abstracts appeared to meet
the inclusion criteria. The full papers for the 97 selected were retrieved for more
detailed evaluation. These 97 papers were independently assessed by 2
researchers who completed extraction sheets for each paper (see Appendix II).
37 of these articles met the inclusion criteria.
Study quality assessment: Most of the papers included in the review are
observational studies with no control group. Therefore, no formal hierarchy of
evidence to distinguish randomised controlled trials from other types of studies
was applied. The quality of quantitative and qualitative studies was assessed with
the use of structured checklists (see Appendix Ill). These were compiled after
discussion with several researchers and based on other quality scoring systems
such as CASP.
Data synthesis: Descriptive synthesis of data was undertaken and summarised
in three tables (See Appendix V). Excluded articles were also summarised in a
table (See Appendix V).
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3. Findings

The 37 research papers included in this review do not represent a cohesive body of
work relating to self management in its broader sense and there is no theoretical
framework. None of the papers specifically set out to explore what patients do to help
themselves when living with cancer. In fact, the included papers encompass an
unconnected collection of papers that have something to say about self initiated
actions to support living with cancer. These are largely descriptive reports. Few
individual studies have been informed by explicit theory and none build a general
picture of what people living with cancer do to help themselves and how this can be
supported. Studies explore particular aspects of what people do e.g. self care
behaviour of people on treatment or use CAM which answers a different question to
what people do across the cancer journey, what is perceived to be beneficial and

how this can be supported.

The majority of included papers described self help (attending support groups, CAM
use and information seeking). Few studies reported patient initiated self care
behaviours in response to symptoms and progression of cancer, those that did
focused on patient actions to alleviate side effects associated with treatment
(chemotherapy and radiotherapy) or dietary modification to promote health. No
papers explored self management of medical aspects of cancer. Anti-emetic
medication was mentioned in 3 papers but not explored in any detail”’?°. No studies
assessed self managed pain relief or the medical management of other symptoms. In
terms of self care and self management, the majority of actions described refer to
reactive behaviour during treatment (tackling symptoms). In terms of self help both
reactive (seeking social support to reduce feelings of isolation, relaxation to alleviate
stress) and proactive (keeping healthy, trying to reduce the likelihood of recurrence)

actions were reported.

3.1 Methodological considerations

Although this is not a cohesive body of literature which limits the meaning and value
of the findings presented, it is important to consider methodological elements of the
papers to put findings in methodological context and help identify ways forward for

meaningful research in the future.
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Theoretical framework

As the included articles do not represent a cohesive body of work there is no
theoretical framework i.e. no core principles inform the work. This lack of theoretical
framework limits the usefulness of the evidence because without relevant theory
underpinning the work it is difficult to explain what self management is and how it can
best be supported in practice. These are largely descriptive reports rather than
explanations of why particular actions are viewed as helpful and how they can be
supported. This is an undeveloped area with much potential.

Populations

The populations included in these studies are very mixed (heterogeneous) which
greatly limits the usefulness of the data collected. In particular, there is little or no
consideration of age, gender, or ethnicity in relation to self initiated actions taken by
people affected by cancer. This matters because in order to support people in ways
most appropriate to their needs or circumstances it is necessary to know if people
have different needs at different times in their life, if there are gender differences, and
differences according to ethnicity, socio-economic status and so on. The current
evidence does not allow us to answer these questions. Only three studies (8%) were
conducted in the UK. The majority (80%) were conducted in the USA (N=16;
including 3 in Hawaii) and Canada (N=14), 1 each in Turkey, Switzerland, India and
Australia. 43% of papers reported data for women only and 16% for men only. The
remainder (41%) present data for men and women. Most studies reported broad age
ranges (from 18 years to over 70 years) and some did not report ages of participants.
Consideration of age and gender in relation to self initiated actions of people affected
by cancer is generally not addressed. Similarly, most studies involved a majority of
white patients and ethnicity was rarely addressed.

Cancer site and stage

Self initiated actions to support living with cancer are rarely considered according to
cancer site or stage of the disease. The studies included in the review involved a
mixture of patients on and off treatment, patients in remission, patients with early
stage disease, patients with advanced disease and long term survivors. These
studies do not explicitly explore self management by people with a recurrence of their
cancer. In order to support people we need to know what they are doing to help
themselves from the point of diagnosis, through treatment and beyond, how this may
change over time and how it can be supported. At present it is difficult to ascertain
this from the evidence. All of the studies that focused on women involved women
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with breast cancer and the male only studies, men with prostate cancer. The
remainder involved both men and women with various cancers including: breast,
prostate, gastrointestinal, lung, ovarian, leukaemia/ lymphoma, testicular, bladder,
head and neck, sarcoma and skin cancers. Self initiated actions to support living with
cancer were not specifically considered according to cancer site or stage.

Methods

None of the papers specifically set out to explore the general question: what do
people do to help themselves when living with cancer? Studies explore particular
things people affected by cancer might do, such as use of CAM and who is likely to
do this and what might motivate them to do this. Typically, studies involved some
form of assessment of self care behaviours, people’s experiences with support
groups, CAM or the information they sought.

Surveys and self report questionnaires were used in 14 studies and only five of these
used well established (validated) questionnaires®’*%*. These questionnaires were
designed to assess mood, coping, supportive care needs and stressful life events
and not self initiated activities designed to support living with cancer. Face to face or
telephone interviews (semi-structured and structured) were used in 13 studies. The
nature of these interviews ranged from broad questions to explore experiences of
cancer (sometimes including self initiated actions) to structured interviews (e.g. to
assess use of CAM and expectations of support groups). Focus groups were used in
7 studies (e.g. to explore support systems used to cope with breast cancer and
experiences of CAM) and structured diaries in two (to record self care behaviours).
One study used secondary ethnographic analysis of data from two studies to explore
beliefs and practices of patients in relation to use of CAM**. Most studies provided
cross-sectional data including retrospective accounts. Only four studies provided

longitudinal data®' 2?4336

and these focused on self care behaviour to manage
symptoms and side effects during treatment. All self help behaviour was assessed
cross-sectionally. Asking people about past experiences on one occasion is likely to
mask changes overtime. Several surveys reported poor response rates which raises
the question of representativeness of participants. Various recruitment strategies
were employed including self selected individuals responding to advertisements,
attending support groups, attending CAM practitioners, CAM pharmacies, patients
receiving CAM and clinical populations. Findings should be considered in relation to
the recruitment strategies used as individuals engaged in support groups or CAM are

not necessarily typical of clinical populations. There is evidence to suggest that
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people who attend support groups are also motivated to self act in other ways in
response to their cancer®®®’. In order to have a broad picture of what people do to
help themselves when living with cancer it is important to go beyond those who are
already engaged in self help groups or related activities and include individuals that
are engaging in self initiated action in their own homes and those who would like to
engage in self initiated action but need support to do so. These people would not be
included in studies that recruit participants from self help groups or complementary
therapy clinics.

Quality assessment

The quality of quantitative and qualitative studies was assessed with the use of
structured checklists (see Appendix Ill). This process yielded scores for each paper
on a scale from 0 to 2. The median score for the 37 papers is 1.3 [range 0.6 - 2].
Quality assessment of each paper included in the review indicates that most are of

mediocre quality which limits the robustness of the research base within cancer.

3.2 Self care: Responding to symptoms and promoting health

There is very little evidence regarding what enables people to manage symptoms,
side effects and other aspects of living with cancer themselves and how this can be
supported. Five papers reported self initiated self care actions taken by patients
when faced with cancer”?**®*° Three of these reported self care behaviour in
response to side effects of chemotherapy (adjuvant and palliative). Common side
effects included: fatigue, sleeping difficulty, nausea and vomiting, reduced appetite,
changes in taste/smell, mouth sores and weakness. Patients reported managing
fatigue by changing patterns of activity, resting, using nutritional strategies and
altering sleep/waking patterns®. Another group of patients reported managing side
effects by sleeping, distraction, reading, watching TV, changing eating patterns and
cleaning their mouth more often*'. Patients did not generally delay more than 24
hours in initiating self care behaviours. However, delay occurred more frequently
when symptoms were severe or debilitating®” and when patients were experiencing
fatigue®®. One longitudinal UK study found that patients appeared to make few
attempts to control or alleviate their fatigue. Most self care behaviours to tackle

f29

specific symptoms were reported to give some degree of relief” and rated as

‘moderately effective’®’ or providing ‘some relief*2.

One prospective study explored the self care behaviours of women with breast
cancer (stage | or Il) during and post radiotherapy. Proactive and reactive self care
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actions included managing feelings (e.g. distraction, verbally expressing feelings),
managing stress (e.g. writing in a diary, cognitive restructuring, reading, taking a
holiday, visiting friends, shopping), living life to the fullest/having more appreciation of
life, resting, taking exercise, diet and communicating effectively with health care
professionals*. Reasons for initiating self care behaviours included the view that they

are a more natural and sensible course of action®.

In terms of health promotion, two studies emphasised proactive self care behaviours
designed to reduce the risk of recurrence or detect early signs of cancer. These
included dietary change (reducing meat/dessert intake and increasing fruit/vegetable
consumption)* following diagnosis of localised breast cancer treated with surgery
and having symptoms checked for early diagnosis*. Women reporting changes in
diet following diagnosis were more likely to be younger, have positive lymph nodes,
be receiving adjuvant therapy, and have been more distressed initially“®.

3.3 Self management: Taking medication

None of the papers specifically explored self management by patients in terms of
medical treatment and related activities. Three papers mentioned taking (unspecified)
medication and anti emetic medication in response to nausea and vomiting®’ %%’
which was rated as moderately effective®”*®. There is no evidence regarding what
enables patients to medically self manage their cancer treatment and related

symptoms.

3.4 Self help: Attending support groups, CAM and information seeking

The majority of studies in this review focus on self help behaviour including: attending
support groups and establishing support networks (both formal and informal), use of
CAM, and information seeking. Self help was either reactive (in response to particular
concerns or difficulties) or proactive (to prevent or ward off problems, including health

promotion).

Support groups

30;49-57

Ten studies mentioned attendance at formal and informal support groups, self

help groups, professional support or support organisations. Studies reported group

attendance by women with breast cancer (including recently diagnosed women both

on and off treatment and long term survivors)3%°#°°8

)55;59

, men with prostate cancer (both
on and off treatment , and patients with various cancers (recently diagnosed and

long term survivors)*¥*¥ The studies generally describe support groups attended
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rather than giving a picture of the proportion of patients in clinical populations that
attend groups, who is likely to attend and why. Ease of access to groups has been
related to group attendance*® and the expectation that the group will provide a safe
environment to express feelings, meet others in a similar situation, make new friends,
learn more about cancer and treatment, and share problems®®. Women with breast
cancer who reported having strong emotional support from their mothers or extended
family members were less likely to attend a support group as regularly as women

with less strong family support>®

. Women with breast cancer attending a self help
group reported enjoying helping others in the group, receiving a high degree of
support from the group in return and feeling empowered by offering support to
others®. Prostate cancer patients reported being more assertive and taking

responsibility for their health following support group attendance®.

Complementary and alternative medicine
Within the research papers included in this review there is inconsistent use of the
terms complementary and alternative therapies and some studies use the terms to
encompass any number of actions. Boon and colleagues®' provide the following
definition in one of the research papers:
CAM encompasses both the use of natural health care products
(including herbs, homeopathy, and nutritional supplements) and the
process of seeking health advice (i.e. regarding treatment, prevention of
disease, as well as health maintenance) from individuals who are not
generally considered conventional health care professionals (i.e.
herbalists, homeopaths, naturopathic practitioners, and acupuncturists).
It is important to recognise that this definition is necessarily time and
culture dependent. (p. 639-40).
Most studies refer to complementary therapies: things people do to enhance physical
and psychological well-being alongside conventional treatment (although the term
‘alternative’ is at times used to describe what appear to be complementary actions).
These go beyond Boon and colleagues’ definition above. Essentially studies report
anything and everything that people do in an attempt to enhance physical and/or
psychological well-being when living with cancer and this is generally complementary
to conventional healthcare. CAM varied from individual actions (e.g. diet,
supplements, herbal medicine, traditional and ethnic medicines, prayer, humour,
exercise, acupuncture, homeopathy, mind-body techniques, relaxation, stress
reduction techniques, manual healing and massage) to group actions (e.g. going out,
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having a conversation). Few studies report use of alternative therapies i.e. those
chosen instead of conventional healthcare.

Many participants were recruited from self help groups rather than clinical
populations i.e. they were already engaged in self help. Given the diversity of
populations described in this review it is difficult to ascertain differences in CAM use
according to gender, cancer type and stage or CAM use at different points in time.
The studies do not reveal differences in use according to stage of cancer, prior use
or changes in use over time as almost all studies reported cross sectional data. As
most studies include heterogeneous groups of patients, the findings do not enable a
clear understanding of how CAM use may change over time depending on whether
patients are newly diagnosed, receiving treatment, long term survivors, or have
advanced cancer. One cross-sectional qualitative study explored the processes by
which women with breast cancer made decisions to use CAM® and demonstrated
changes in the nature of CAM use at diagnosis where familiarity and recommended
CAM are most likely to be used. Following surgery, through treatment and beyond
women had more time to experiment with different CAM and find a regimen to suit
them. Most used CAM and conventional treatments simultaneously reporting that it
was their responsibility to pick and choose and should be an individualised process.
Where evidence for effectiveness was unavailable choice of CAM appeared based
on perceived effectiveness, opinions and beliefs. There is little evaluation of the

perceived effectiveness of CAM in the included studies®®*,

Boon et al®® have described fixed and flexible factors that influence decision making
in relation to CAM use. Fixed factors (e.g. gender, age, cancer type, stage) are not
amenable to change where flexible factors (e.g. knowledge, attitudes, beliefs,
availability) are. Younger patients appear more likely to use CAM3**¢, The availability
and accessibility of CAM influences use as can cost®'®**’. One study demonstrated
that literature about CAM was perceived to be more available and appealing than
biomedical literature®®. Family and friends have been shown to be major sources of

M30;37;69

knowledge and information about CA with physicians being less likely to be

informed of use®”*"". Risks associated with a particular CAM may deter use®. There

is evidence that higher level of education is related to more CAM usg3°¢7%72,

Attitudes and beliefs are key to CAM use. CAM use has been associated with holistic
views about health rather than dissatisfaction with conventional medicine®. Although

previous negative experiences with conventional medicine have been associated
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with more CAM use®'. Where CAM is viewed to have some influence over the cancer
it is more likely to be used. Motivations for use include: belief that CAM will enhance

chances of survival®’®'"® determination to beat cancer’, slow disease progression”®,

37,66,76 37,64

boost immune system , prevent recurrence®’’, hope for a miracle cure®”**, and
enhance efficacy of treatment’®. Where CAM is viewed as important for psychological
well-being motivations for use include: a need to gain/increase/maintain
sense/illusion of control®°%¢787° " improve QoL**®*"*%  maintain hope®’, reduce
stress® and enhance coping’®. Women with breast cancer (all stages) have
described CAM use as a supportive action to enhance beneficial effects and/or
manage unwanted side effects of conventional treatment and provide a sense of
security that they are doing something for themselves®'*®?. Breast cancer patients (all
stages) adopted a broad range of health related activities as ‘a way of being
independently proactive against the disease whilst improving physical, mental and

spiritual health™®®.

‘Pulls’ and ‘pushes’ to CAM have been described in the literature®:

% Pulls relate to the attraction of CAM including: positive attitudes, beliefs and the
appeal of the relationship with a CAM practitioner.

% Pushes relate to factors or experiences that make patients dissatisfied with
conventional health care® including: adverse effects from conventional
treatments or limited conventional treatment options which make patients more
likely to seek other options. Some patients may see conventional treatment as

incompatible with active patient involvement in disease management®'.

There is evidence to suggest that some people may be more motivated to self act
than others. One study found that CAM users were more health conscious and
changed their lifestyle (e.g. smoking habits, nutrition) following their diagnosis of
cancer compared to non users of CAM®. There is also some evidence to suggest
that younger men with higher education levels attending self help groups for prostate
cancer were more likely to use complementary therapy®. Some individuals that use
CAM following a diagnosis of cancer also used CAM prior to their cancer diagnosis®’.

Information
Most studies which described information used by patients focused on women with

breast cancer®®,

Women with metastatic breast cancer reported seeking
information regarding their medical situation, symptoms and how to act on them,

treatment options, how to obtain counselling, homecare services, how to access
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CAM and how to talk to relatives about cancer®. Less than half of a group of women
with breast cancer receiving chemotherapy (adjuvant and palliative) were found to
use the internet to find cancer related information and non-use was associated with
no access, unfamiliarity and distrust of online information®’.

The type of information used by men with prostate cancer was explored in one study
and included brochures and the internet®. Sources of information amongst groups of
patients with various cancers® included internet, books, community education,
friends with cancer, friends who are health care professionals. One study reported
ethnic differences in choice of health information sought by cancer patients
(Caucasian, Japanese, non Japanese) and highlighted the need to be sensitive to

cultural values and beliefs®.

Internet use to access cancer related information was reported as potentially
empowering among breast cancer patients on chemotherapy although this was not
formally assessed®’. Accessibility, familiarity and trust were key factors that
influenced internet use. Most of the internet users in this study reported using
information they had found in discussions with health care professionals. Women
with non-metastatic breast cancer reported seeking information to gain a sense of
control, increase their confidence and security and enable active participation in
decision making®. Information was avoided to bypass subsequent feelings of worry,
through fear or because it was negative and/or depressing. Women with metastatic
breast cancer reported seeking information and perceived it as helpful in the sense

that it helped them with their own situation and personal future planning®.

3.5 Summary of key points

e Lack of coherent body of literature relating to self management by people
affected by cancer

e Lack of definition of self management in the literature regarding cancer

e Lack of theoretical base

e Studies are unrelated to one another but address aspects of self initiated activity
by people affected by cancer to help them live with their cancer and its treatment

e Methodological concerns include heterogeneous samples drawn from varied
populations and cross sectional studies. This makes it impossible to understand

Supporting self management review June 2005 - revised 14.7.05 30
Macmillan Research Unit © University of Southampton



changes in self initiated actions to support living with cancer across the cancer
journey (from the point of diagnosis, through treatment and beyond) and how this
might relate to age, gender, cancer type, ethnic background and so on
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4. Discussion

Macmillan’s purpose in supporting research is to ensure that research underpins and
supports its core strategy to improve the lives of people affected by cancer. There is
currently insufficient research evidence to determine how best to support self initiated
action by people affected by cancer. The purpose of this review was to explore the
published primary research literature and establish the evidence base for supporting
self management of people affected by cancer. The focus of the review was on
adults affected by cancer and only explored actions initiated by people themselves
rather than those actions prompted by health care professionals. Questions included:

e What are self initiated actions?

e What enables these actions?

e How effective are these actions?

At present it is difficult to provide useful answers to these questions as this is an
undeveloped area. The studies included in this review did not set out to explore what
people do to help themselves; rather they set out to describe particular activities that
individuals engage in when faced with cancer. Consequently these studies do not
relate to one another or build a coherent picture of self initiated action. Clearly this is
an under researched area with a great deal of potential.

Few papers explored what people do to help themselves when faced with symptoms,
side effects and long term effects following a cancer diagnosis. Those that did
describe ways that people deal with side effects during treatment or ways to promote
future health (e.g. dietary change). A great deal of work needs to be done to explore
how to support people living with symptoms and long term effects of a cancer
diagnosis®™. No included papers explored self management of medical aspects of
cancer and its progression. Studies investigating aspects of self help indicated that
patients engage in a number of activities for their perceived psychological, social and
physical benefits when living with cancer. Attitudes and beliefs are key to CAM use.
Some of the work exploring motivation for CAM use amongst people affected by

61,65

cancer might prove helpful in informing the development of further work to explore

self initiated actions.

We have used the term ‘self initiated action’ in this report to describe the various
things that people affected by cancer may do to help support themselves when living
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with cancer. We will propose the term self action instead of self management to
encompass all activities that individuals engage in to help themselves when living
with cancer. Self action can be both reactive and proactive and designed to enhance
physical health and well-being. This term includes all things people do to manage
physical, psychological and social aspects of their cancer. We apply this overarching
term to encompass self care, self management and self help. We will develop and
refine the concept of self action further in a new study for 2005.

One reason for this new term is that the term ‘self management’ has not been
conceptualised or well defined in relation to cancer. In contrast, self management is a
well used term in the general chronic illness literature although it has not been
consistently well defined. Lorig and colleagues'' conceptualise self management as
three sets of tasks based on work by Corbin and Strauss®: i. medical management
(e.g. taking medication, adhering to dietary recommendations, using inhaler); ii.
maintaining/changing and creating new and meaningful behaviours or life roles (e.g.
moderating activity); iii. dealing with the emotional consequences of the chronic
condition (e.g. fear, anger, frustration, depression). Many self management
programmes centre on the concept of self efficacy and focus on problem solving,
decision making and confidence building in order to help patients with medical
management, maintaining life roles and managing the emotional consequences of
the condition. Self management programmes are designed to provide patients with
knowledge, skills and confidence to manage themselves problems associated with
the condition. Having an active role in managing one’s chronic condition has been
shown to enhance quality of life and this is one of the key outcomes used in
promoting self management programmes. However, there is no clear emphasis on
health promotion in these groups which may be a key driver for people affected by

cancer8'8%%

. The value of self management programmes has not yet been
demonstrated for people affected by cancer in the UK although an evaluation is

currently underway within Macmillan.

There is a clear need to develop an appropriate theoretical framework to explore self
action by people affected by cancer. The self management literature for chronic
conditions is likely to inform the development of new research to explore self action.
There may be a lot we can learn from the literature relating to chronic conditions
however living with cancer is different in many respects to living with other long term
conditions (e.g. diabetes, arthritis, depression) where the function of treatment is
often to alleviate or prevent symptoms. Cancer is a term used to describe a set of
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diseases with different causes, symptoms, treatment options and prognoses. Many
people diagnosed with cancer may have been symptom free. A cancer diagnosis
brings great uncertainty and is often followed by immediate, aggressive and intensive
treatment which can be visible (e.g. scarring, hair loss, weight loss/gain) and/or
impair functions of the body (e.g. digestive problems, erectile dysfunction). Many of
the treatments cause symptoms and side effects which are often immediate and may
remain following treatment. These side effects can be debilitating. Where an
individual may effectively have been cured of their cancer it is clear that many people
continue to experience long term effects (such as physical and psycho-social
difficulties)®. The experience of life following a cancer diagnosis is highly variable for
individuals and does not necessarily follow a standard course as may be expected in
some chronic conditions. It therefore follows that an approach to self action by people
affected by cancer is necessarily different for other conditions although there may be

commonalities.

In the literature relating to chronic conditions self efficacy theory underpins many self
management programmes'®. This may be useful for developing a theoretical
approach for supporting self management by people affected by cancer but other
approaches are also likely to inform the theoretical development of future research.
Existing self management programmes focus on managing treatment and iliness
related issues, however promoting future health is a concern to many people affected
by cancer who may wish to do all they can to promote their future health and/or help
prevent a cancer recurrence (e.g. by modifying diet, smoking, exercise, sun

exposure)®®’. Some of the work by Boon and colleagues®'®

exploring fixed and
flexible factors and pulls and pushes that influence CAM use could be explored
further and related to self action. For example, the need to do something to maintain
an illusion of control or a sense of security in acting for oneself*”*2%°, There may be a
particularly powerful push for some patients to do something when little can be
offered by conventional treatment (e.g. watchful waiting in prostate cancer),
conventional treatment has adverse effects, or people wish to continue to do
something after their treatment has ended and they are living long term after a

cancer diagnosis.

The methodological limitations of many of the studies included in this review limit the
usefulness of the findings but suggest ways forward for new research. Particular
problems relate to the largely mixed (heterogeneous) groups of patients included in
the research studies. In order to gain a better understanding of self action and how
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best to support it, it will be necessary to explore social and demographic factors such
as gender, age and culture. Evidence suggests that healthy men and women exhibit
different health maintenance behaviour and social network variables influence self
care responses to illness®. Also, consideration of cancer type, stage and treatment is
necessary to explore self action at different points along the cancer journey. Cross
sectional studies do not allow for exploration of change over time. Very little work has
explored the benefits to individuals affected by cancer in acting for themselves in
relation to their health although benefits are assumed or inferred. Some people might
be more motivated to self act than others and careful consideration of recruitment
strategies is needed to ensure that typically hard to reach groups and those who
might benefit most from receiving support to self act are included in research.

To enable partnership between health care professionals and people affected by
cancer and to help support individuals to enhance their physical and psychosocial
well-being there is a need to build a better understanding of what people do to help
themselves. Failure to address the social nature of illness (e.g. socioeconomic,
cultural elements and how people manage to support themselves) may affect the
ability to provide services that are acceptable to service users. Clearly there is an
urgent need to establish a strong evidence base to inform how best to support people
affected by cancer to help themselves in living with cancer. In order to explore the
social nature of cancer and what people do to help themselves it is necessary to
conduct carefully designed research which would enable consideration of these
issues. Research is urgently needed to develop the conceptualisation of self action

of people affected by cancer and how this can be supported.

4.1 Summary of key points

e At present it is difficult to provide useful answers to the question: How can we
support self management of people affected by cancer?

e There is an urgent need to build an understanding of what people do to help
themselves and how this can be supported

e  We will use the term self action instead of self management to encompass all
activities that individuals engage in to help themselves when living with cancer

e Self management programmes do not appear to incorporate health promotion
which may be important for people affected by cancer
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e There is a need to develop a theoretical framework which may be informed by the
literature relating to self management of chronic conditions
e Some work exploring motivations for CAM use is likely to be useful

¢ Methodological difficulties will need to be addressed in future work

Supporting self management review June 2005 - revised 14.7.05 36
Macmillan Research Unit © University of Southampton



5. Conclusions

5.1 Practice implications

At this stage the evidence does not provide answers which can influence practice.
Clearly research is needed to explore what people are doing to help themselves and
what support they may need when living with cancer. This research needs to be
informed by relevant theory and must involve rigorous and well-defined research in
order to develop a meaningful and useful evidence base with which to inform practice
in the future. No primary research to explore self action by individuals with cancer
has yet been published to provide useful insight into supporting self action. The
current piloting of self management programmes by Macmillan Cancer Relief and
their evaluation is likely to make an important contribution to the evidence base.
Future research needs to look beyond formal programmes to reach individuals who
may need support with self action who are not currently receiving it.

5.2 Research implications

Evidence to support self action amongst people affected by cancer is clearly less well
established than for chronic conditions. Cancer is often referred to as a chronic
condition as people may experience physical symptoms, side effects and
psychosocial effects over long periods’. While there may be similarities with chronic
conditions cancer is different in many respects’ and these need to be carefully
explored to ensure that self action is understood and supported. Clearly, there is a
need to consider what people affected by cancer do to manage the symptoms and
other effects that follow from a diagnosis of cancer, through treatment and beyond.
There is an obvious need for work to build a strong evidence base to help people to
help themselves when living with cancer. In the first instance a well designed
exploratory study is needed to investigate what self action patients engage in, how
this is or could be facilitated and what benefits are experienced as a result of self
action. The Macmillan Research Unit in Southampton is developing such a study
within the current programme of research and will involve service users during the

research process.

In order to conduct well focused and meaningful research to build the evidence base
it is likely that a programme of work will be most effective i.e. one piece of work will
not be able to answer all of the questions raised in this review. This work will need to

consider many of the gaps in knowledge that currently exist including: what self
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action is, what the theoretical base is, how self action may change over time and
across the cancer journey (from the point of a cancer diagnosis, through treatment
and beyond), and whether age, gender, cultural factors and co-morbidity influence
self action. One key outcome of this research would be to consider the development
of a databank of experiences of people affected by cancer as a resource to be used

by people affected by cancer in helping themselves to live with cancer.

Key considerations include:

¢ Development of a strong theoretical base

e Ability to explore factors that may influence self action such as: age, gender,
cultural/ethnic background, cancer type, treatment, diagnosis

e Traditionally hard to reach groups should be involved in the research where
possible as they may be most in need of support to self act

e There is a need to build a picture of how/whether self action changes over
time, what is useful, how it can be supported

e Ensure there is sufficient focus to yield meaningful and useful findings

This is an undeveloped area and the potential for further work is great. General areas

that could be addressed include:

¢ Development of a theoretical framework to conceptualise and explain self action
by people affected by cancer so that people affected by cancer can be supported.
We will develop this work by starting with an exploratory study in the Southampton
Macmillan Research Unit.

e The need to understand how self action changes over time - from the point of
diagnosis, through treatment and beyond (including recurrence) and how people
manage symptoms and other effects associated with a cancer diagnosis

e The need to explore social inequalities and self action

e The need to explore self action within the family context and consider the role of
carers

e The need to consider the experiences of people who are often marginalised, for
example children and young people, people with rarer cancers, those living in
rurally isolated areas and people from black and minority ethnic groups

Further reviews
This review was necessarily limited due to the sheer volume of the literature. In order
to make this a manageable piece of work other potentially important bodies of
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literature were not included. Examples include the literature relating to children and
adolescents with cancer and literature relating to individuals with chronic conditions
which is important to explore in order to build a theoretical framework for future work.
Further work to explore these areas is warranted.

This review focused on self initiated actions and excluded actions taught by health
care professionals. Whilst it is difficult to separate self and health care professional
initiated actions in reality, for the purposes of this review we excluded papers that
referred to actions that patients were taught to help them live with symptoms and
other effects associated with their cancer. There may be value in exploring this
literature separately, however, future work is likely to include reference to this body of
literature and consequently a separate systematic review may be unnecessary as the
story is likely to be similar as for the body of work included in this review. It is likely to
be more fruitful to move forward by developing work in the direction recommended in

this report.

5.3 Policy implications

New work is timely and better understanding of how people affected by cancer self
act to manage living with cancer is likely to have wide reaching implications for how
patients engage with health services in the future. There is a real need to develop a
strong evidence base involving people affected by cancer and typically marginalised
groups to inform policy such as the Expert Patient Programme?® for patients with
cancer. The Expert Patient programme is designed to empower patients with long
term medical conditions to become decision makers in their own care. These
programmes are led by patients with chronic conditions who teach self management.
The overall aim of the programme is to give patients more control over their own
health by understanding and managing the chronic condition and ultimately
improving their quality of life. The expert patient programme is being piloted across
the UK. The Department of Health recommends introduction of ‘user-led self
management’ for chronic diseases to all areas of NHS by 2007. It is hypothesised
that self-management programmes could reduce severity of symptoms and improve
confidence, resourcefulness and self-efficacy. There is some evidence for this
following self management programmes for people with arthritis and other chronic
conditions®?. The research evidence tells us little about how best to support people
affected by cancer.
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Appendix I: Guidelines regarding conduct of the literature review
Heidi Hill

Self-management for people with cancer: review process

Planning the review

Development of review proposal

e In accordance with the Macmillan workshop priority themes, the review was
based on the broad question:

o How do people with cancer self manage?

Literature scoping

e The aim of this part of the review was to estimate the size of literature from a
limited range of key databases, and also to identify the search terms needed to
capture all relevant articles to the review proposal.

e All scoping exercises used the following databases for the years 2000-2004:
BIDS, BNI, Cancer.gov, CINAHL, Medline, Psychinfo, Web of Science.

Modification of review protocol

¢ Due to the size of the literature retrieved in the scoping exercises, the decision
was made to concentrate on patient-led actions.

e The scoping exercises highlighted the areas of particular interest. It was therefore
possible to further refine the initial research question into more specific secondary
questions:

o What are the patients’ initiated actions?
o What enables patients to initiate actions?

o How effective are the actions?

Conducting the review

Search strateqy

e The search terms used were:
o cancer AND
o self management OR
o self help OR
o self care OR
o self efficacy OR
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o empowerment OR
o information seeking OR
o help seeking behaviour OR
o decision making attitudes
e The following sources of literature were searched for the years 1960 — June
2004:
o Bibliographic databases: BIDS, BNI, Cancer.gov, CINAHL, Cochrane,
Medline, Psychinfo, Web of Science
o Internet sites: Breakthrough Breast Cancer, Cancer Research UK,
Department of Health, Help the Hospices, King’'s Fund, Macmillan
Cancer Relief, Marie Curie, NCI, National Cancer Research Institute,
National Cancer Research Network

Search results
e The searches retrieved 19 960 articles which reduced to 8044 after duplicate

removal.

Selection of studies

e The abstracts of 453 articles were independently assessed by three researchers,
and selected for the review according to strict criteria.
¢ Inclusion/exclusion criteria:
o Inclusion: relevant to topic and questions, English language, 1960 -
June 2004, all cancers, patients diagnosed aged 18 or above, primary
studies, UK theses, patient narrative
o Exclusion: biomedical data, childhood & adolescent cancer,
commentaries, editorials, non-UK theses, letters, reviews, studies
examining the quality of the tool/information, studies concerned with
euthanasia and PAS if not in the context of supporting self-action
e The excluded articles were considered as background information to ensure that
the review provided empirical evidence within the context of informed, current
debate.

Data extraction
o A total of 97 full text articles were retrieved for more detailed evaluation.
e 37 full text articles met the inclusion criteria and are reviewed in the following

document.
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Study quality assessment

e Due to the nature of the studies included in the review, no formal hierarchy of
evidence was applied. Instead, the quality of like studies was compared with the
use of a structured checklist. These were compiled after discussion with several

researchers and based on previous quality scoring systems e.g. CASP.

Data synthesis
e A qualitative (descriptive) synthesis of data was undertaken and summarised in a

research table.

Reporting and dissemination

In addition to the report of the review submitted to Macmillan Cancer Relief, a paper
will be submitted for publication in a relevant peer-reviewed journal (to be

determined).
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Appendix II: Data extraction sheet

Refman ID:

Authors:

Title:

Publications Source:

Type of publication:

Experimental: Non-experimental:

Qualitative: Opinions:

Aim:

Method:

Criteria for inclusion:

Criteria for exclusion:
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UK: USA: Europe: Other:

City/Urban: Rural: Affluent: Deprived:

Total number of participants in study:

Patient: Family: HP: Other:
Intervention group Control group

Age:

Sex:

Cancer type:

Time since diagnosis:

Question 1: What are patients’ initiated actions?
Question 2: What enables patients to initiate these actions?
Question 3: How effective are the actions?

Sub-category:
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Appendix lll: Quality scoring sheets
Non-experimental studies

1. Is the study based on a representative
sample selected from a relevant
population?

score 2 if:

score 1 if:
score 0 if:

sample size justified for the study, clear details of
participants and recruitment methods, response
rates shown and explained

sampling mentioned but few descriptive details
no details of sample

2. What is the sampling strategy e.g.

consecutive?

score 2 if: | sample includes complete group or random
sample from relevant population

score 1 if: | convenience sample from population or some
attempts at randomisation

score 0 if: | researchers selected participants for inclusion

3. What is the sample size?
... | sample size justified for the study

score 2 if: .

score 1 if- §mal| sample size ang/or low response rate .

score 0 if- inadequate sample size in order to address aims

4. Is there a sufficient description of the
subjects (age, gender etc.)?

score 2 if:

score 1 if:

score 0 if:

clear demographic details given, and considered
in relation to findings

brief demographic information and not considered
as a confounding variable

no background details of participants

5. Do subjects have a similar baseline

survival time?

score 2 if:
score 1 if:

score 0 if:

patients at similar time since diagnosis or groups
at different stages are clearly defined

clear details of time since diagnosis but may be
some variation

exact time since diagnosis is unclear

6. What were the groups matched on?

score 2 if:

score 1 if:
score 0 if:

groups matched on all possible confounding
variables

groups matched on some variables

no attempt to match groups

7. Are the methods/methodology
appropriate and clearly explained e.g.
type of data collection/theoretical
basis of methods?

score 2 if:
score 1 if:

score 0 if:

methods are appropriate and clearly explained
methods may be inappropriate and/or
inadequately described

methods are inappropriate or there is no mention
of them

8. Were researchers blind to exposure
status when abstracting the outcomes
data?
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score 2 if:
score 1 if:
score 0 if:

researcher was blind to exposure status
issues of researcher bias were acknowledged
no mention of researcher bias

9. Were steps taken to ensure the quality
of data collection, e.g. trained
researchers, piloted methods such as
validated questionnaires,
consideration of
researcher/participant relationship?

score 2 if:

score 1 if:

score 0 if:

researchers were trained on the methodology, use
of established questionnaires with similar
populations, researchers were aware of their
influence on the results

few details on researcher experience with
methodology, established questionnaires used but
may not have been validated within this population
type, some acknowledgement of researcher
influence

no details of researcher training on methodology
or influence they may have on results,
questionnaires not validated or used with similar
populations

10. What is the response rate?

score 2 if:
score 1 if:

score 0 if:

sufficient response rate to minimise response bias
and give relevant sample

response rate may lead to bias and difficulties with
transferability

response rate low, meaning that findings cannot
be generalised

11. Is response bias explored e.g. how do
responders/non-responders differ?
score 2 if:

score 1 if:

score 0 if:

clear details of responders/non-responders and
possible influence on findings acknowledged
some appreciation of response bias but few
details

no attempt to explore response bias

12. Are the drop out rates the same in all
groups?
score 2 if:

score 1 if:

score 0 if:

no drop outs or equal numbers in cases and
controls with clear reasons given

drop out varies between groups with few details
given for reasons

drop out rates vary widely between groups with
reasons not stated

13. Is the follow-up period sufficient?
score 2 if:

score 1 if:
score 0 if:

follow-up period is clearly defined and adds to or
confirms the findings

follow-up period is insufficient

no follow-up (if applicable)

14. Is there an adequate description of
data analysis?
score 2 if:

score 1 if:
score 0 if:

clear description of analysis with reasons for tests
used, statistical significance discussed

minimal details of analysis

no mention of analysis

15. Are the findings carefully described
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and do they relate to the aims?
score 2 if: effects are carefully detailed and easy to
| understand, results directly relate to aims, the data
sufficiently supports the conclusions
... | effects are mentioned but data could be more
score 1 if: . . ) ;
logically presented with more explanation given
score 0 if: the effects are not mentioned or do not relate to
" | the aims
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Quality scoring sheet

Qualitative studies

1. Is there a clear description of the
study and its aims?

score 2 if:
score 1 if:

score 0 if:

clear abstract, full background to study and
justification for the aims

some attempt to give background and research
questions

no background information or aims

2. Is the study based on a clear and
justified sampling strategy?

score 2 if:

score 1 if:
score 0 if:

sample size justified for the study, clear details of
participants and recruitment methods, response
rates shown and explained

sampling mentioned but few descriptive details
no details of sample

3. Is the sample size appropriate to
address the aims of the study?

score 2 if:
score 1 if:
score 0 if:

sample is justified and appropriate for the study
questionable whether sample is appropriate
inappropriate sample in order to address aims

4. Is there a sufficient description of the
subjects (age, gender etc.)?
score 2 if:

score 1 if:

score 0 if:

clear demographic details given, and considered
in relation to findings

brief demographic information and not considered
in relation to findings

no background details of participants

5. Do subjects have a similar baseline
survival time?

score 2 if:
score 1 if:

score 0 if:

patients at similar time since diagnosis or groups
at different stages are clearly defined

clear details of time since diagnosis but may be
some variation

exact time since diagnosis is unclear

6. Are the methods/methodology
appropriate and clearly explained e.g.
type of data collection/theoretical
basis of methods?

score 2 if:

score 1 if:

score 0 if:

methods are appropriate and clearly explained
methods may be inappropriate and/or
inadequately described

methods are inappropriate or no mention of them

7. Were steps taken to ensure the quality
of data collection, e.g. trained
researchers, piloted methods such as
validated questionnaires,
consideration of
researcher/participant relationship

score 2 if: | researchers were experienced with the
methodology, use of piloted methods with similar
populations, researchers were aware of their
influence on the findings
Supporting self management review June 2005 - revised 14.7.05 51

Macmillan Research Unit © University of Southampton




score 1 if:

score 0 if:

few details on researcher experience with
methodology, piloted methods used but may not
have been validated within this population type,
some acknowledgement of researcher influence
no details of researcher experience or influence
they may have on findings, methods not piloted or
used with similar populations

8. Are the drop out rates the same in all
groups?

score 2 if:
score 1 if:

score 0 if:

no drop outs or equal numbers in cases and
controls with clear reasons given

drop out varies between groups with few details
given for reasons

drop out rates vary widely between groups with
reasons not stated

9. Is there an adequate description of
data analysis?

score 2 if:

score 1 if:
score 0 if:

clear description of analysis with details of coding,
how themes were derived

minimal details of analysis

no mention of analysis

10. Are the findings carefully described
and do they relate to the aims?

score 2 if:

score 1 if:

score 0 if:

effects are carefully detailed and easy to
understand, results directly relate to aims, the data
sufficiently supports the conclusions

effects are mentioned but data could be more
logically presented with more explanation given
the effects are not mentioned or do not relate to
the aims

11. Are the approaches to rigour
explained and justified by the study’s
aims, method and design?

score 2 if:

score 1 if:
score 0 if:

attempts made to ensure the rigour of the
research

some acknowledgement of the need for rigour
no attempt to ensure the reliability of the findings

12. How important are the findings to a
wider population?

score 2 if: | the context and setting of the study is described
sufficiently to allow comparisons with other
settings

score 1 if: | some details of context and setting but more
needed in order to replicate or compare the study
with others

score 0 if: | no description of context/setting
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Appendix IV: Tables of included articles

Table 1: Self care: Responding to symptoms and promoting health

Reference & country

Aim

Design & Methods

Setting & sample

Outcome

Conclusions

Maunsell et al (2002)*

Dietary change after
breast cancer: extent,
predictors, and relation
with psychological
distress.

[Canada]

e Assess extent,
predictors and
effect on
psychological
distress of dietary
changes in year
after diagnosis
among women with
breast cancer

e 3 structured
interviews [time of
surgery; 3 and 12
months later]

e Baseline: socio-
demographics,
distress level
(Psychiatric
Symptom Index:
PSI), stressful life
events in past 5 yrs
[modified Life
Experiences
Survey]

Quality score: 1.4

e 250/285 newly
diagnosed breast
cancer patients
with
localised/regional
disease treated
with surgery

e Age not reported

41% reported making
dietary changes in the
12 months since
diagnosis: reduced
meat intake (77%);
increase in fruit and
vegetables (72%);
reduction in dessert
(66%)

Women initiating
change: more likely to
be younger; higher
initial psychological
distress; higher
number of stressful
life events pre
diagnosis; previous
consultation with
mental health
professional

Substantial proportion
of women report
initiating, dietary
change after breast
cancer

Musci & Dodd (1990)*”

Predicting self-care
with patients and family
members' affective
states and family
functioning.

[USA]

e Describe self care
behaviours (SCBs)
initiated by patients
and relatives to
manage side
effects of
chemotherapy

e Determine
relationship
between affective

e Longitudinal study
over 3 cycles of
chemotherapy (12-
16 weeks)

e Tools: POMS
(affective states), F-
COPES (Family
Crises Oriented
Personal Scales;
family functioning),

e Convenience

sample 42
patients (67%
male) receiving
chemotherapy and
40 relatives

e Ages 18-73
[ ]

Various cancers

e  Attrition rate 51%

Most common side
effects: nausea
(90%), fatigue (65%),
vomiting (62%),
mouth sores (31%),
weakness (31%)
Most distressing:
vomiting and fatigue
Patients did not delay
>24 hours in initiating

Patients performed
modest number of
SCBs but rated as
moderately effective
Patients cited selves
as most frequent
source of their ideas
for SCBs.

Side effects become
more numerous and
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Reference & country

Aim

Design & Methods

Setting & sample

Outcome

Conclusions

states, family
functioning and
SCBs

Predict self care
behaviour from
affective states,
family functioning,
demographics and
disease variables

demographic and
disease variables.

e Patients reports of

SCBs kept in SCB
log during study
period

Quality score: 1.1

SCBs

e Greater delay
associated with more
severe/debilitating
symptoms

e SCBsseenas
moderately effective

e Patient mood
disturbance > than
relatives’ at all 3
cycles

severe over the 3
cycles of
chemotherapy

Nail et al. (1991)™

Use and perceived
efficacy of self-care
activities in patients

Describe patient
perceptions of the
nature and severity
of side effects and
perceived efficacy

e Patients completed

self care diary (in
house) to obtain
information about
incidence and

e 49/59 patients
receiving
chemotherapy

e M=54.9 years
[range 21-78]

e Fatigue most
frequent, sleeping
difficulty, nausea and
reduced appetite,
changes in taste/smell

e Majority of activities
provided some relief

receiving of self-care severity of side e B1% female e Most severe is hair
chemotherapy. activities effects and efficacy |e 319% breast loss, then fatigue and
of specific self care cancer, 22% decreased appetite
[USA] activities. colorectal, 12% e SCBs: fatigue (sleep),
lymphoma, 8% sleeping difficulties
lung, various other (distraction, reading,
Quiality score: 1.1 e Time since TV), nausea (anti
diagnosis: < 6 emetics), reduce
months to > 5 yrs appetite (changing
eating patterns),
change in taste/smell
(clean mouth more
often)
Richardson & Ream ¢ Monitor and e Longitudinal (3-4 e 109/146 patients e 89% reported fatigue | e Patients appear to
(1997)*° describe patients wks) receiving different | ¢  SCBs initiated on make few attempts to
fatigue during e  Structured diaries: chemotherapy 50% of days when control or alleviate
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Reference & country | Aim Design & Methods Setting & sample Outcome Conclusions
Self-care behaviours chemotherapy and record actions protocols fatigued fatigue
initiated by SCBs taken by taken and (continuous, ¢ No association When daily activities
chemotherapy patients them to ameliorate effectiveness weekly, or 3-4 between SCBs and sufficiently disrupted
in response to fatigue. it. weekly) age/gender patients initiated

e Evaluate Quality score: 1.9 e 72 women, 57 SCBs: SCBs to help manage

[UK]

effectiveness of
SCBs.

e Examine

relationship
between fatigue
and self care

men

e Mean age 58

years [26-82]

e 20% ovarian,

15.5% colorectal,
15% small cell
lung cancer

e 42% diagnosed in

previous 3 months

e 57% with

metastatic disease

Change in patterns of
activity/rest
Psychological
(relaxation tapes,
music, reading, TV)
Preserve normality
(return to work,
chores)

Reduce symptoms
and provide comfort
(medication, hot bath)
Social interventions
(hobbies, going out,
conversation)
Nutritional strategies
(soothing drink,
altering meal times)
Change in
sleep/waking patterns
Most usual action is
resting, napping
during day

fatigue and continue
normal activities.
Most SCBs
ineffective: 54%
partial relief, 9.4% no
relief

Reasons for SCBs:
more natural and
sensible course of
action

Seegers et al.
(1998)"""

Self-care and breast
cancer recovery.

e Identify SCBs

described by
women during and
after radiotherapy
for early stage
breast cancer

Prospective study
Baseline
questionnaire:
perceptions of
support, side
effects, mood,

e 23 women with

stage | or Il breast
cancer

e Mean age 58

years [25-79]

Women reported
average of 6 SCBs
[range 2-11]

95.6% ‘establishing
good social network’

Interviews not
designed to elicit
reports of SCBs.
Older women (>60
and generally
unmarried) reported
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Reference & country

Aim

Design & Methods

Setting & sample

Outcome

Conclusions

[USA]

intrusive thoughts
e 7 months post
radiotherapy
telephone
interview:
experiences of
breast cancer,
experiences since
end of treatment.
e Content analysis

Quality score: 0.9

Living life to fullest,
managing feelings,
managing stress
Rest, exercise, diet,
keeping scheduled
medical appointments
Communicating
effectively with health
professionals; taking
responsibility for own
health

more SCBs
(especially physical
and cognitive
domains)
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Table 2: Self help: Support groups

Reference & country

Aim

Design & Methods

Setting & sample

Outcome

Conclusions

Deans et al. (1988)>°

Cancer support groups-
-who joins and why?

[UK]

Determine
characteristics of
membership of Tak
Tent groups in
Scotland

Cross-sectional survey

Quiality scoring: 1.2

e 146/185 Tak Tent
members: 53
patients, 50

relatives, 30 HCPs,

13 other

e Patients 25-83 yrs
(mean: 50)

e 81% patients
female

e Cancer type not
recorded

Patients and relatives
expected groups to
enable them to:

meet others in
similar situation
express feelings
openly

make new friends
learn more about
cancer & treatment
share problems

get support in coping
with cancer

Groups appear to be

‘safe’ environments to

openly express
feelings

Less satisfied with
how group
participation had
enabled them to cope
better with cancer

Gray et al. (1997)™*

A qualitative study of
breast cancer self-help
groups.

[Canada]

Explore women’s
experiences of self
help groups

e Descriptive study
e  Semi-structured
interviews

Did not actively seek to
reveal how patients
help themselves but
describe their
experience of self help
groups

Quality score: 1.3

e 24 Caucasian
women with breast
cancer attending 4
self-help groups;
10 long term
survivors, 11
diagnosed in past
3 years, and 4
diagnosed in past
year

e 33-75yrs (15
women < 50 yrs)

Participants
reported group
involvement to be
helpful

Emotional support
benefits (connecting
with other breast
cancer survivors,
feelings understood,
sharing
experiences,
providing hope)
Informational and
practical support
(sharing important
information,
learning how to get
what you want)

Reasons women sought

support from patient-
led groups:

Helping others helps
self

Unburden away from
family/community
therefore increasing
participation in
community/family
Learning how to deal
with
doctors/prostheses etc
Avoid panic visits to
doctor
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Reference & country

Aim

Design & Methods

Setting & sample

Outcome

Conclusions

Gray et al. (1997)>

Interviews with men
with prostate cancer
about their self-help
group experience.

[Canada]

e Explore men’s

experience with
prostate cancer
self-help groups

e  Semi-structured
interviews:
experience of
benefits and
limitations of group

e Coding of themes

Quality score: 1.1

e 12 men with
prostate cancer
involved in a local
prostate cancer
self-help group [4
men from 3 groups
in 3 cities]

e Long term survivors
and men with
advanced disease

e 45-80 years

Key reasons for

attending groups:

e Seek and give
information
Talk and listen
Revitalise through
work/achievement:
(leadership roles
within groups)

e Link with the
community

Connection/intimacy

Self-change (e.g.
boost self esteem;
more assertive in

taking responsibility

for own health)

Benefits of self-help
group involvement:
primary motivation is
need for information;
emotional support —
connecting with others

Henderson & Fogel.
(2003)*

Support networks used
by African American
breast cancer support
group participants.

[USA]

e Explore support

networks used by
African American
breast cancer
support group
participants

e 4 focus groups:
Discuss support
systems used to
cope with breast
cancer

e Ways of Coping
Questionnaire

Quality score: 0.8

e 43 women with
breast cancer

e Time since
diagnosis: M=4.08
yrs (sd 5.15)

e Mean age: 53.14yrs
(sd 8.23)

Support networks
used:

God (51.2%)
Family (44.2%)
Friends (25.6%)
Internet (5%)
Professional help
(51.2%)

Women used a
number of support
networks

Claims made about
coping in general e.g.
African American
women want to focus
on resolving their
situation, yet they only
looked at those
attending a support

group.
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Reference & country | Aim Design & Methods Setting & sample Outcome Conclusions
Pilisuk et al. (1999)*° Explore e Interviews e 131/230 patients | Women who e Drop-in, drop-out
experiences of e Survey: (60% response reported being able format, absence of

Participant assessment
of a non-medical breast
cancer support group.

[USA]

women with breast
cancer attending
YWCA group

demographics,
medical history,
global ratings of
adequacy of
support in general,
and specifically in
coping with cancer

Quality score: 1.4

rate)

Women with breast
cancer

Aged 30-85 years

to talk more freely
with their families
and who considered
their own
mothers/extended a
source of emotional
support attended
less regularly
Frequent attendees
enjoyed helping
others in group and
felt they received
high degree of
support from group
in return

Women attended
because
encouraged by
HCP, unhappy with
HCP or relatives
could not provide
necessary support

fees, facilitation by
non-HCP and exercise
component are factors
many women find
beneficial and
conducive to support
group participation

e Participants felt
empowered by
offering support to
others in group

Stevenson & Coles
(1993)*’

A breast cancer
support group:
activities and value to
mastectomy patients.

Survey breast
cancer patients
attending support
group to elicit
effectiveness of this
kind of support

In house
questionnaire
survey to elicit
patient perceptions
of the group

Quality score: 0.6

34% response rate
36/106 women
with breast cancer
31- >61 years

Reasons for attending:

86% emotional
support

75% information
exchange

72% giving of
support

67% speakers
19% social

e Support groups
provide valuable and
needed assistance to
patients

Conclusions loosely
related to findings
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Reference & country | Aim Design & Methods Setting & sample Outcome Conclusions
[USA] Ways support group
helpful

e Received comfort
from those that
made it through

e Increased
knowledge about
breast cancer

e Provided challenge
to become role
model

e Greater ease in
sharing personal
feelings
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Table 3: Self help: CAM

Reference & country

Aim

Design & Methods

Setting & sample

Outcome

Conclusions

Bennett & Lengacher
(1999)*°

Use of complementary
therapies in a rural cancer
population.

[USA]

e Determine current
use of and interest
in various
complementary
therapies in a
sample of rural
patients with
cancer

Descriptive, cross-
sectional survey
Tool developed by
authors
Complementary
Therapy Rating
Scale [CTRS]: List
of 14
complementary
therapies with 5
point likert rating to
indicate whether
using therapy and
how likely to try if
not; effectiveness
rating of therapies
used on 3 point
scale

Quiality score: 1.5

e 75patients at 3
cancer treatment
centres and 25
patients at local
breast cancer
support group

e 53 respondents
(53% response
rate)

68% female
Mean age 64
years [42-91
years]

92% Caucasian
47% breast; 17%
prostate; 8%
colon; 6%
lymphoma/leukae
mia; 4% skin

e Time since
diagnosis 0.8-20
yrs

e 87% reported using
at least 1 of the 14
listed CAM and
77% using more
than one

e  Prayer most
frequently used
(60%), humour
(57%), support
group (56%)

e Females more
interested in use of
CAM than men
(p<0.005).

e Younger patients
more interested in
CAM than older
patients

e Education level
and income not
associated with
interest

e  Support group
participants
expressed more
interest in CAM

e Women and younger
patients more
interested in CAM (all
support group
attendees were
female, younger)

e Problems with
effectiveness rating
scale (often ignored)

Boon et al. (1999)°"

Breast cancer survivors'
perceptions of

e Explore breast

cancer survivors
perceptions and
experiences of

6 focus groups:
discussion of
experiences of
CAM

e 36 breast cancer

patients

e Mean 54 years

[41-73 years]

Key themes:

e Ondiagnosis,
discovery and
investigation of

e Dominant reason for
using CAM -
increasing chance of
survival
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Reference & country Aim Design & Methods Setting & sample Outcome Conclusions
complementary/alternative decision making ¢ Recruited through |e 8 months — 15 yrs CAM e Majority used
medicine (CAM): making about CAM advertisements post diagnosis e Decision making conventional
the decision to use or not distributed at e 6 women reported process with medicine and CAM
to use. regional breast more than 1 respect to CAM simultaneously,
cancer support recurrence e Barriers to using believing it was their
[Canada] groups, cancer ¢ 11 women were CAM (cost; limited responsibility to pick
centres, health non-users of CAM; access; time; fear and choose.
food stores, CAM 25 self identified of harm; lack of ¢ Inabsence of
pharmacies, as users prior to information) evidence, choice
naturopathic attending focus about CAM appears
practitioners. group (5 reported based on perceived
CAM use pre effectiveness,
Quiality score: 1.5 diagnosis of opinions and beliefs
breast cancer) e Those who
considered risks of a
particular therapy
often decided not to
use it
Boon et al. (2003)% e Explore e 5 focus groups: o 29/58 Key themes: e Decision making
perceptions, experiences of respondents e Fear/fear of process ongoing,

Men with prostate cancer:
making decisions about
complementary/alternative

medicine.

[Canada]

experiences,
feelings and ideas
regarding decisions
to (not) use CAM

trying to decide
whether to use
CAM

e Thematic content
analysis

¢ Recruited through
flyers placed in
support groups
and cancer
centres. Men
invited to

e Mean age 65
years (49-84
years)

e Average time
since diagnosis:
39 months (3-
124 months)

e 26 with localised
prostate cancer

e 21 had used
CAM (6 of these
had used CAM
prior to cancer

recurrence
Loss of control
Fixed factors

(disease status, co-

morbidity, age)
Flexible factors
(perceptions of
CAM and
conventional
therapy;
experiences of
conventional
healthcare and

complex and dynamic
A group of patients
felt a need to take
action and to feel in
control of their body
and the decision
making process
around their illness
management

Lack of conventional
treatment options
available to some
men or the
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Design & Methods

Setting & sample

Outcome

Conclusions

participate in
group discussions
about CAM

Quality score: 1.7

diagnosis)

practitioners;
perception of need
for control)

experience of
ineffective
conventional
treatments appeared
to be important factor
in decision to use
CAM (a way to be
proactive against the
cancer and find some
hope and comfort)
Perception that CAM
options were without
adverse effects
helped pull
participants towards
CAM

Men who felt
conventional
caregivers were not
willing to support their
need to explore a
variety of treatment
options were more
likely to pursue CAM

Braun et al. 2002™

Supports and obstacles to

cancer survival for
Hawaii's native people.

[USA/Hawaii]

e Explore how

cultural values of
Hawaii’s native
people impact on
health beliefs,
attitudes and
behaviours of
cancer survivors

e 8focus groups:

explored survivors’

experiences with
cancer diagnosis,
treatment and
recovery

Quality score: 1.5

e 45 patients; 36
female

e Average age 58
years [36-83
years]

e 19 breast and
range of other
cancers

Perceived supports to

survival:

e Proactive health
behaviour (getting
symptoms
checked; seeking
information;
directing care by
participating in

Health providers,
when faced with
someone from
unfamiliar culture,
should seek
perceptions of cancer
and probe for
obstacles and
supports to survival
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Reference & country

Aim

Design & Methods

Setting & sample

Outcome

Conclusions

decision making)

e Determination to
‘beat it’

e Guidance from
God, holy spirit or
spirits of ancestors

e Desire to help
others
Humour
Medicinal plants
Support groups

before taking clinical
decisions

Chiu (2001)>

Spiritual resources of
Chinese immigrants with

breast cancer in the USA.

[USA]

¢ Investigate the

spiritual resources
of 15 Chinese
immigrants to the
USA

e Semi-structured
interviews:

explored pattern of

spiritual resources
used or that were
available for
Chinese
immigrants in
everyday
situations and
relationships

¢ Thematic analysis

Quality score: 1.3

e 15 breast cancer
patients (all
stages)

33-67 years
1-13.5 yrs post
diagnosis

6 categories of spiritual
resources found:

e Family closeness

e Traditional Chinese
values

Religion
Alternative therapy
Art/prose/literature
Chinese support
group

e New insights into
interplay between
culture, spirituality
and health: religion is
important to healing
therefore places of
prayer etc are
important

Edgar et al. (2000)™

Resource use in women
completing treatment for
breast cancer.

e Explore resources

used by women
completing
treatment for
breast cancer, how
they learned about

e Partof RCT

e Questionnaire on
resource use
administered to

women completing

treatment for first

e Consecutive
series of 156
women recruited
from 3 University
teaching hospitals

e Most stage | and

e N=113 users of
support
organisations or
CAM (mean age 50
yrs)

e N=43 non-users

e Women completing

treatment for breast
cancer made use of a
wide range of
resources as they re-
entered the world ‘in
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Reference & country

Aim

Design & Methods

Setting & sample

Outcome

Conclusions

[Canada]

them and
psychological
factors that predict
their use

diagnosis of
breast cancer
Questionnaires
completed one
month before
intervention phase
of RCT

Tools: Profile of
Mood States; Life
Orientation Test
(measure of
optimism);
Modified Cantril's
ladder (rate of
perceived control
over events in life
on 10 point scale);
Ways of Coping
Questionnaire
(positive problem
solving;
escape/avoidance;
seeking social
support); In house
Resource Use
questionnaire

Quality scoring: 1.4

I, 7 stage lll
Mean age 52 yrs

Cancer treatment:

surgery and
radiation and or
chemotherapy for
almost all women

(mean age 56 yrs)
No significant
differences
between users and
non users in sense
of personal control,
levels of optimism,
or use of coping
style ‘seeking
social support’
Most cited
resources: family,
oncologist, books
Most women found
out about
resources for
themselves

Family and friends
were major source
of knowledge about
CAM but did not
generally speak
about cancer
support groups

limbo’ following
treatment

e Recommendation or

approval of the
oncologist was
important [valued
oncologist’s support]

Eng et al. (2003)™*

A population-based
survey of complementary
and alternative medicine

Determine
prevalence and
patterns of use of
CAM among men
recently diagnosed

Mailed survey to
patients recently
diagnosed with
prostate cancer
(<80 years)

451 men
responded (42%
response rate)
Mean 68 years
[47-81 years]

39% reported using
CAM [30% of these
started using CAM
post diagnosis]

Of these, 58%

e 39% of men in study

reported using CAM
to boost immune
system and prevent
recurrence
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Design & Methods
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Outcome

Conclusions

use in men recently with prostate e Inhouse e 99% reported telling Drs |e  Not all CAM users
diagnosed with prostate cancer questions: received/were about CAM use; perceived benefit of
cancer. demographics, receiving 13% had not; 29% use
diagnosis and conventional did not respond to
[Canada] conventional treatment (majority question
treatment radiation or radical | ¢ Reasons for using
received, CAM prostatectomy, CAM (first two are
used, reasons for most in main reasons): to
CAM use, combination with boost immune
perceived benefit, hormone system; prevent
disclosure to treatment) recurrence;
physician, use of improve QoL; slow
CAM information disease
resources progression;
increase sense of
Quality score: 1.4 control over illness
e Most common
sources of
information: friends
and relatives
Perceived benefit
of using CAM
reported by 60% of
users
Gupta et al. (2002)* Discover e Interviews: 533 patients with 302/533 use CAM | ¢ Some patients seek

Patterns and perceptions
of complementary and
alternative medicine
(CAM) among leukaemia
patients visiting
haematology clinic of a
north Indian tertiary care

prevalence of use
of CAM cancer
therapies in
leukaemia patients
visiting a
haematology clinic
of a north Indian
tertiary care

demographics;
CAM use

Quality score: 1.0

leukaemia: 313
male, 220
female

>18 years - >50
years
Receiving
conventional
treatment

CAM used more
often by men (60%)
than women (40%)
amongst all age
groups

e Most users in rural
areas, either
illiterate or

hope from CAM
Important to
understand why a
significant proportion
of population is going
beyond conventional
medicine to treat
serious medical
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Aim

Design & Methods

Setting & sample

Outcome

Conclusions

hospital.

[India]

hospital

educated to
primary level and
low annual income

e Most patients
(61%) sought
conventional
treatment before
adding CAM; 28%
took CAM first;
11% started both at
same time

e Most common
reason for using
CAM: hope for
miracle cure (52%)

e 33% satisfied with
CAM; 51%
dissatisfied

e Those satisfied
with CAM
described benefits
as mild physical
and psychological

problems

Henderson & Donatelle
(2004)%°

Complementary and
alternative medicine use
by women after
completion of allopathic
treatment for breast
cancer.

e Determine post

breast cancer
treatment health
behaviours with
regard to use of
CAM

e Telephone survey
of women
following
treatment for
breast cancer

e Assessing use of
CAM

Quality score: 1.6

e 551/757 women
with breast
cancer (all
stages)

e Mean 64 yrs (sd
11.68 [31-91 yrs]

e Average 3.5 yrs
post diagnosis at
time of interview

e 2/3 women had
used at least 1
CAM in past 12
months (av 2)

e Diet and spiritual
healing perceived
to be ‘quite
important’ in
remaining free of
cancer

e Higher education may
enable information
seeking behaviour

e Younger patients may
be more inclined to try
everything available

e CAM use did not
reflect negative
attitudes towards
conventional care
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Reference & country Aim Design & Methods Setting & sample Outcome Conclusions

[USA] e Reasons for CAM e The women adopted
use: improve QoL a broad range of
(41%); increase health-related
feeling of control activities for self-care,
(21%); boost healing and
immune system optimisation of health
(11%); reduce and well-being (“a
stress (10%); way of being
combination (18%) independently

e CAM users differed proactive ... whilst

significantly from improving physical,
non users in mental and spiritual
education health”)
insurance and
younger age

Kao & Devine (2000)" e To gather e Questionnaire e 46 menwithnon |e 37% men were e Unrecognised use of

Use of complementary
health practices by
prostate carcinoma
patients undergoing
radiation therapy.

[USA]

information on the
use of CAM in a
group of men
receiving
potentially curative
radiotherapy
treatment

survey

Quality score: 1.2

metastatic
prostate cancer
e 51-78 yrs

using one of the
listed CAM

e Some patients had
started pre-
diagnosis, other
practices were
mostly started post
diagnosis aiming to
cope better or
augment efficacy of
radiotherapy

e Patients using
CAM had higher
levels of education
and income

e Physicians
considerably

CAM may have
undesirable
consequences e.g.
contraindications with
conventional
treatment

Patients used CAM in
addition to
conventional
treatment
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Outcome

Conclusions

underestimated
use by their
patients

Lengacher et al. (2002)"'

Frequency of use of
complementary and
alternative medicine in
women with breast
cancer.

[USA]

e Estimate the

frequency of use
and describe
specific types of
CAM used among
women diagnosed
with breast cancer
and to identify
demographic and
clinical factors
associated with
CAM use in these
patients

e Postal survey
assessing Use of
Complementary
Therapies;
usefulness of
therapies and
whether they had
been discussed
with a physician

Quality score:1.1

e 105/125 breast
cancer patients
(probably all
stages)

e Mean age 59 yrs
(+-12)

CAM divided into 3 sub
groups:

Diet and
nutritional
supplements:
vitamins and
minerals used
regularly by 2/3
patients;
antioxidants used
regularly by 1/3.
The majority had
discussed this with
their doctor
Stress reduction
techniques: 2/3
reported using one
stress reduction
technique: 49%
prayer or spiritual
healing, 37%
support group, 21%
humour. Often not
discussed with
doctor. Often used
pre-diagnosis
Traditional and
ethnic medicines:
rarely used. Mostly
not discussed with

e CAM use is common

post diagnosis of
breast cancer

e Stress reducing

techniques often not
discussed with
physicians
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Outcome
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doctor

Higher level of
CAM use
associated with
previous chemo
and more high
school education

Montbriand (1993)'"

Freedom of choice: an

issue concerning alternate

therapies chosen by
patients with cancer.

[Canada]

e Explore beliefs and

practices of
patients in relation
to the use of CAM

Ethnographic
study: secondary
analysis of data
from 2 studies. The
second quantitative
study designed in
response to the
findings of the first
qualitative study

Quality score: 1.1

e 300 menand

women with all
stages of
respiratory and Gl
tract cancers

e Ages 35-80 yrs

71% used CAM:
Physical:
substances (e.g.
herbs, vitamins),
manipulation (e.g.
reflexology,
massage), objects
(e.g. talismans)
Spiritual: to give
cosmic force
control of
healthcare e.g.
God
Psychological:
mind as director of
care e.g.
visualisation
Patients reported
difficulties
accessing
information sources
and perceived
alternative care
literature to often
be more accessible
understandable

Challenge if people
have freedom of
choice if they have
incomplete
information and/or
have not interpreted it
appropriately
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Aim
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and appealing than
biomedical

Read et al. (1990)™
Supplementation
practices of a group of
patients with cancer.

[USA]

Examine use of
nutritional
supplement
products by
patients with
cancer

32 patients with
cancer referred for
nutrition
consultation and
evaluation.
Interviewed by
dietician about
supplement use.
Medical records
also used to gather
information
relevant to cancer
diagnosis and
treatment

Quality score: 0.6

32 patients; 19
men, 13 women
Women aged 33-
72 (mean 54 yrs)
Men aged 49-79
(mean 63 yrs)

Of the women
7/13 have breast
cancer, 5/19 men
have lung cancer

92% women and
63% men vitamin/
mineral
supplements
46% women and
32% men herbal
supplements
38% women and
21% men ‘other’
supplements
Many patients took
well over RDA for
vitamins

e  Supplementation may

not be innocuous,
and may even be
counter productive to
traditional cancer
therapies

Samur et al. (2001)"”

Factors associated with
utilization of non-proven
cancer therapies in
Turkey. A study of 135
patients from a single
center.

[Turkey]

Evaluate
prevalence of and
factors associated
with usage of non-
proven cancer
remedies in a
teaching hospital in
Turkey

Self report
questionnaires:
demographics,
usage of non-
proven methods,
possible
contributing factors

Quality score: 1.4

135 patients
attending
outpatient clinics:
78 female; 57
male

Age 23-94 yrs
(median 52.42)
49 breast cancer,
28 lung cancer, 15
colorectal cancer,
43 other cancers

All patients had
no/primary
education

50% used NPT
Generally someone
other that patient
provided NPT and
source of
information from
friends or close
relatives

All patients About 1/3 of users
receiving found the method
chemotherapy effective

e 3% of patients

delayed/interrupted
conventional
treatment to use CAM

e Likelihood that

patients will use NPT
increased with
duration of disease
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(curative and
palliative)

e Few non-users
wanted to try NPT

Steginga et al. (2000)*
The supportive care
needs of men with
prostate cancer

[Australia]

e Assess supportive

care needs of men
with prostate
cancer who are
members of
prostate cancer
self help groups

e Tool: Supportive
Self Care Needs
Survey — validated
measure assessing
perceived need in
various domains.

e Men with prostate
cancer recruited
from self help
groups

Quality score: 1.7

e 206/334 (62%)

men with prostate
cancer

e 1month—-5yrs

post diagnosis

e Mean 68 yrs [48-

85 yrs]

e 55% of men had
used CAM in past
12 months:
vitamins most
common (36%),
herbal treatment
(29%), selenium
(26%)

e 40 men reported
using ‘other’

e Younger, higher
education level
predicted CAM use.

¢ Men who joined

support groups are
higher users of CAM
and main join such
groups in part to
discuss and find out
more about CAM

e CAM use related to

holistic views about
health vs
dissatisfaction with
conventional medicine

Struthers & Eschiti
(2004)'%

The experience of
indigenous traditional
healing and cancer.

[USA]

e Describe the

meaning and
essence of the
lived experience of
4 indigenous
people who have
been diagnosed
with cancer

e Qualitative
phenomenological
methodology

e Interviews with 4
indigenous
people: As an
indigenous
person, what is
the experience of
being healed by
an indigenous
traditional healer?

Quality score: 1.2

e 4 patients with

breast, lung,
prostate cancer
and sarcoma of
the leg

e 3female
e 49-61 yrs

4 essential themes:

e Receiving
diagnosis: knowing
something wrong;
hearing something
wrong

e Seeking healing

e Connecting to
indigenous culture

e Contemplating life’s
future

e Study illustrates that

culture, belief system,
and interpretations of
the meaning of illness
have an important
effect on what
approaches to
treatment are sought
when iliness strikes

Tatsumura et al (2003)”

e |dentify religious

e Semi-structured

e 143 people with

e Patients who use

e Use of RSR and CAM
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and spiritual interviews cancer; 2/3 RSR do so in belief is dependent on
Religious and spiritual resources (RSR) e Grounded theory women that it can: i. cure; beliefs about health

resources, CAM, and
conventional treatment in
the lives of cancer
patients.

[USA]

used by patients
with cancer.

e Explore themes

and relationships
between them

approach to
analysis

Quality score 1.2

e 1/3 with advanced

disease

e Breast, prostate,

Gl most common
sites

e Age not recorded

ii. enhance QoL

If these purposes
were perceived to
be shared with
those of CAM and
for conventional
treatment then the
3 were seen as
related

RSR was important
to decision making
and was a source
of hope and solace

i.e. role of mind and
body/importance of
control

Truant & Bottorff (1999)%

Decision making related
to complementary
therapies: a process of
regaining control.

[Canada]

Investigate process
by which women
with breast cancer
make decisions
related to using
CAM

Purposive
sampling: recruited
through word of
mouth or adverts
at breast cancer
support groups,
cancer treatment
centres, and CAM
research centre
Grounded theory
Open ended
interviews: Tell me
how you came to
use CAM for your
breast cancer?

Quality score: 2

e 16 women with
breast cancer —
various stages
receiving /had
received
conventional
treatment and
who used a wide
range of CAM

e Various cultural
backgrounds

e 39-71 years

Central theme:
regaining control
through CAM use

DECISION PHASE
Getting something
in place: covering
all bases: often at
diagnosis when
uncertainty highest
and ends just after
surgery; diagnosis
leads to sense of
urgency to do
something for self;
little time to
research CAM, go
with what's known
or recommended

e CAM use - means of

regaining (‘illusion of’)
control during
experiences of
uncertainty; leads to
maintenance of hope

e Desire to regain

control can facilitate
adaptation to illness

Supporting self management review June 2005 - revised 14.7.05
Macmillan Research Unit © University of Southampton

73




Reference & country

Aim

Design & Methods

Setting & sample

Outcome

Conclusions

Hand picking
CAM that fit:
getting a
personalised
regimen in place:
Taking back
control; usually
begins post
surgery, through
treatment and
beyond. Modify
CAM to create
regimen to suit;
supportive action to
manage side
effects of
treatment.
Information rarely
sought from HCPs;
often withhold
information about
CAM

Living with the
security of CAM:
fine tuning a
regimen to live
with: maintaining
illusion of control;
sense of security
that doing
something for self;
generally began
after orthodox
treatment finished
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and extending
indefinitely

van der Weg & Streuli
(2003)*”

Use of alternative
medicine by patients with
cancer in a rural area of
Switzerland.

[Switzerland]

Assess prevalence
of and motivation
for use of CAMin a
population in rural
Switzerland

Structured
questionnaire
(multiple choice)
administered by a
clinician

Quality score: 0.8

108 cancer
patients (N=42
non users)

49% breast
cancer; colorectal;
ovarian; other
77% female

Age <50 - >70 yrs
Time from
diagnosis: <1 yr -
>3 yrs

81% of CAM users
had heard about
the therapy from
friends or family;
45% from other
cancer patients;
29% from books
Reasons for using
therapy (multiple
choice options):
‘feel more hopeful’
(83%); ‘do as much
as possible for
myself (83%);
‘conventional
treatment cannot
help’ (10%); ‘boost
immune system’
(81%); ‘improve
QoL (67%);
‘prolong life’ (29%);
‘cure disease’
(19%)

More users than
non-users were
health conscious
and changed their
lifestyle e.g.
smoking/nutrition
post diagnosis

e Maintaining hope and

taking an active role
in self care are the
main stimuli for using
CAM
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Verhoef & White (2002)°'

Factors in making the
decision to forgo
conventional cancer
treatment.

[Canada]

Explore reasons
why people forgo
conventional
treatments and
factors influencing
the decision

e Focus groups with
cancer patients
who have refused
at least one
conventional
treatment

Quality score: 1.6

e 31 patients (13
breast cancer, 8
prostate cancer,
10 other)

e 30->70yrs

e 18 females

Predisposing
factors: negative
experience of
mainstream
medicine;
significant other
died of cancer
whilst receiving
conventional
treatment; use of
CAM pre-
diagnosis; belief in
body-mind healing
as opposed to
biomedicine
Perceived
severity of side
effects of
conventional
treatments:
‘against everything
natural’; breaking
down immune
system

Beliefs:
conventional
treatment not
healing orientated;
need to adopt a
mind-body
approach to deal
with cancer

Need for control
Outcomes of

e Patients forgoing
conventional
treatment have a
strong belief that it
will not be effective.

e They are more likely
to see it as
incompatible with
active patient
involvement in
disease management
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Reference & country Aim

Design & Methods

Setting & sample

Outcome

Conclusions

decision making:
perceptions of

improved sense of
well-being or cure
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Table 4: Self help: Information

Reference & country Aim Design & Methods Setting & sample Outcome Conclusions

Bilodeau & Degner e Compare women ¢ Cross sectional e 74 women e 43% women e Women who want

(1996)'% with breast cancer’s survey recently preferred and 57% collaborative roles in
expressed e Tools: developed diagnosed with actually assumed decision making may

Information needs, preference for for the study - breast cancer passive role in experience difficulty

sources of information, participating in control e Mean age: 57.5 treatment decision in achieving this

and decisional roles in
women with breast
cancer.

treatment decision
making with their
actual experience

[Canada]

preferences card
sort; Thurstone
scaling of
information needs;
ranking of
information
resources

Quiality score: 0.82

yrs [range: 18-83
yrs]

60% stage I, 30%
stage Il, 5% stage
lll, 4% stage IV
breast cancer

making

e Greater proportion
of older women
(65-83 yrs)
assumed passive
role in treatment
decision making

e 37% women
preferred
collaborative
approach to
treatment decision
making but only
19% able to
assume role

e  Higher education
level more use of
medical journal as
source of
information
(p=0.002)

Breau et al. (2003)'""° |[e Determine
prevalence of self-
help for several
urological diseases

including prostate

Assessing self-help
issues for patients with
prostate cancer,

Cross sectional
study
Structured
interview:
demographic,

30 men with
prostate cancer;
almost 2 were
symptomatic at
diagnosis; ¥ had

e Compared to other
patient groups
reported least need
for support and
information, and

e Brochures are form of
self help most used by
these patients, and
can be a first resource
for education and a
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Reference & country

Aim

Design & Methods

Setting & sample

Outcome

Conclusions

interstitial cystitis,
erectile dysfunction and
urinary diversion.

[Canada]

cancer

illness information,
disease-related
needs, self help-
issues (rated for
usefulness;
awareness of
resources; how
might be used in
future)

Quality score: 1.45

adverse side
effects (erectile
and/or urinary
problems post
treatment)

e Average 3.6 yrs
post diagnosis;
Average 3.3 yrs
post treatment

e Mean 67 yrs (sd
9.2)

reported being most
satisfied with
support and
information
received

Support groups
reported as most
useful in providing
social support and
coping skills, books
most useful in
providing disease
and treatment
information
Married patients
more satisfied with
social support than
single patients
Higher education
and single men
more likely to use
internet for self
help.

means for directing

patients to other forms

of self help

Gray et al. (1998)""
Information needs of
women with metastatic
breast cancer.

[Canada]

e Explore the
information needs
of women with
metastatic breast
cancer

e 8 focus groups:
current information
needs related to
breast cancer

e Recruitment
through nurses in
hospitals, regional
cancer centres or
breast cancer

e 38 women

e mean age 54.4
[29 - 75 yrs]

e Mean time since
diagnosis: 6.5 yrs

e 50% had
participated in a
support group for
women with

Two themes

Expressed desire
for information in
specific context
areas (understand
medical situation;
treatment options;
anticipate/act on
symptoms;

Maijority of women
sought information
and saw it helpful to
the degree it helped
them with their own

situation and personal

future planning
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Reference & country | Aim Design & Methods Setting & sample Outcome Conclusions
support group breast cancer counselling;
e Thematic analysis homecare services;
unconventional

Quality score: 1.7

therapies; how to
communicate with
family members)
Issues relating to
benefit’harm of
information (difficult
to judge e.g.
book/web; potential
to be overwhelmed)

Kakai et al. (2003)”

Ethnic differences in
choices of health
information by cancer
patients using
complementary and
alternative medicine:
An exploratory study
with correspondence
analysis.

[USA/Hawaii]

Investigate ethnic
differences in
health information
seeking behaviour
amongst cancer
patients in Hawaii.
Also to explore
possible association
between patients
education, ethnicity
and health seeking
behaviour

e Interviews with
stratified sample of
patients who had
taken partin a
survey on CAM

Quality score: 1.6

e 140 patients;
N=65 Caucasian;
N=33 Japanese;

N=42 non-
Japanese

e 40-80+yrs

e 61-67% females
per group

e Breast, Gl,

prostate and
other cancers

Caucasians likely to
seek information
from telephone
information
services,
professional
references e.g.
journals and
internet
Non-Japanese
sought health
information from
other cancer
patients, physicians
and family/friends/
co-workers
Japanese patients
sought health
information from
TV, printed media

e Cultural values and
beliefs play a role in
health information
seeking behaviours
which may affect
survival and QoL
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Reference & country

Aim

Design & Methods

Setting & sample

Outcome

Conclusions

(e.g. books), and
CAM providers

Pereira et al. (2000)'"

Internet usage among
women with breast
cancer: an exploratory
study.

[Canada]

e Explore internet use

amongst breast
cancer patients and
their families

e Survey of women

attending breast
cancer systemic
therapy outpatient
clinics (adjuvant
and palliative)
Family and friends
also attending
invited to participate

Quality score: 0.6

79 patients and 28
relatives

15% response rate
Patient internet
users (N=34) mean
age 43.5 yrs (+-
6.5)

Patient internet
non-users (N=45)
mean 49.1 yrs (+-
10.8)

e 43% patients said
they had used the
internet to look for
cancer related
information, 57%
had not

e Reasons for non-
use: no access
(53%), unfamiliar
with internet (33%),
distrust of info
(13%)

e Patients who used
internet were younger
than non users (also
better educated and
less satisfied with
amount of treatment
related information
given to them than
non users)

e Majority discussed
internet information
with HCPs

Rees & Bath (2001)'"
Information-seeking
behaviours of women
with breast cancer.

[UK]

e Explore information

seeking behaviours
of women with
breast cancer

e Mailed survey to

examine
information seeking
behaviours of
women: Recruited
via outpatients
breast clinics

e Recruited via breast

cancer support
group: 3 focus
groups, views of
women with breast
cancer concerning
their information
seeking behaviours:
Purposive sampling
Tools: Miller

Survey: 156/202
women with a
diagnosis of
breast cancer in
past 10 yrs (non
metastatic)
Median age 59 yrs
[range 32-89]
Focus groups:
30/208 women
Median age 58
[range 38-76]

e Survey: no
significant
associations
between monitoring
behaviour and
demographics or
illness
characteristics

Focus groups: 3

themes

e Seeking vs avoiding
information

e Why seek

information? Gain
sense of control;
increase confidence
and security; active

e Monitoring/blunting

not associated with
demographics or
cancer/treatment
characteristics

e  Focus groups

demonstrate that
people vary in their
desire for information
depending on the
circumstances
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Reference & country | Aim

Design & Methods

Setting & sample

Outcome

Conclusions

Behavioural Study
Survey

Quality score: 1.1

participation in
decision making

e  Why avoid

information? To
bypass subsequent
feelings of worry;
fear; negative and
depressing
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Appendix V: Table of excluded articles

Reference

Brief reason for exclusion

Making the patient a part of patient care. Mod Hosp 1973; 121:105-110.

Newsletter not a study

Adamsen L, Rasmussen JM, Pedersen LS. 'Brothers in arms': how men with cancer experience a
sense of comradeship through group intervention which combines physical activity with information
relay. J Clin Nurs 2001; 10:528-537.

Not relevant — evaluation of group

Adamson G. Patient empowerment in cancer management: healing the whole person.
Complementary Therapies in Nursing & Midwifery 9(3):109-13.

No data - commentary

Bayuk L. Relaxation techniques: an adjunct therapy for cancer patients. Seminars in Oncology
Nursing 1985; 1(2):147-150.

Commentary — no data

Bishop A, Kovtun A, Okromeshko S, Karpilovskaya S, Suprun N. Lives renewed: the emergence of a
breast cancer survivor movement in Ukraine. Reprod Health Matters 2001; 9:126-134.

Not relevant

Braden CJ, Mishel MH, Longman AJ. Self-Help Intervention Project. Women receiving breast cancer
treatment. Cancer Practice 1998; 6(2):87-98.

Not relevant. HCP initiated intervention

Bryant W. Self care for cancer patients. Nursing RSA 1993; 8(2):19-20.

No data - commentary

Bulsara C, Ward A, Joske D. Haematological cancer patients: achieving a sense of empowerment by
use of strategies to control illness. Journal of Clinical Nursing 2004; 13(2):251-258.

Not relevant

Carlsson M. Cancer patients seeking information from sources outside the health care system.[see
comment]. Supportive Care in Cancer 2000; 8(6):453-457.

Not relevant

Comartin MA. New directions in care. Self help for the cancer patient... part 1. Canadian Nurse 1983;
79(2):42-44.

No data

Dodd M J. Efficacy of proactive information on self-care in chemotherapy patients. (Study). Patient
Education and Counseling 1988; 11(3) 215-225.

Not relevant — HCP initiated
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Reference

Brief reason for exclusion

Dodd MJ. Self-care for patients with breast cancer to prevent side effects of chemotherapy: a
concern for public health nursing. Public Health Nursing 1984; 1(4):202-209.

Did not report motivation/source for self care
activities

Dodd MJ. Patterns of self care in cancer patients receiving radiation therapy. Oncology Nursing
Forum 1984; 11(3):23-7.

Not relevant — Frequency of SCBs

Dodd MJ. Patterns of self-care in patients with breast cancer. West J Nurs Res 1988; 10:7-24.

Not relevant — Frequency of SCBs

Dodd MJ, Dibble SL. Predictors of self-care: a test of Orem's model. Oncology Nursing Forum 1993;
20(6):895-901.

Nurse led self care. Not patient initiated.

Fogel J. Use of Internet information by women with breast cancer.[comment]. Health Expectations
2003; 6(4):361-362.

Prevalence of internet use

Foltz AT, Gaines G, Gullatte M. Recalled side effects and self-care actions of patients receiving
inpatient chemotherapy. Oncology Nursing Forum 1996; 23(4):679-83.

Not clear whether actions are self initiated.

Gammon J. Coping with cancer: the role of self-care. Nursing Practice 1991; 4(3):11-15.

Self care taught by nurses

Hall JD, Bissonette EA, Boyd JC, Theodorescu D. Motivations and influences on the use of
complementary medicine in patients with localized prostate cancer treated with curative intent: results
of a pilot study. BJU Int 2003; 91:603-607.

Not relevant

Hellawell GO, Turner KJ, Le Monnier KJ, Brewster SF. Urology and the Internet: an evaluation of
internet use by urology patients and of information available on urological topics. BJU International
2000; 86(3):191-194.

Not relevant

Hern HE, Jr., Koenig BA, Moore LJ, Marshall PA. The difference that culture can make in end-of-life
decision making. Camb Q Health Ethics 1998; 7:27-40.

How clinicians might work with cultural conflicts to
facilitate illness management

Herrmann M. Living-with-cancer program at a small hospital. Bull Am Protestant Hosp Assoc 1979;
43:102-105

Not a study, description of programme

Killigrew S. Towards a self-care strategy for cancer patients. Radiography Today 1995; 61(692):17-

Age of patients not recorded
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Reference

Brief reason for exclusion

19.

Kimby CK, Launso L, Henningsen |, Langgaard H. Choice of unconventional treatment by patients
with cancer. Journal of Alternative & Complementary Medicine 2003; 9(4):549-561.

Not clear whether these are self initiated actions

Kinney CK, Rodgers DM, Nash KA, Bray CO. Holistic healing for women with breast cancer through
a mind, body, and spirit self-empowerment program. Journal of Holistic Nursing 2003; 21(3):260-279.

Not patient initiated

Krizek C, Roberts C, Ragan R, Ferrara JJ, Lord B. Gender and cancer support group participation.
Cancer Pract 1999; 7:86-92.

Record of prevalence rates

Latta J. Innovative breast cancer care program improves patient satisfaction, care. Report on Medical
Guidelines & Outcomes Research 11(18):1-2, 5, 2000 Aug 31 2000;(18):1-2.

Taught programme

Lee MM, Lin SS, Wrensch MR, Adler SR, Eisenberg D. Alternative therapies used by women with
breast cancer in four ethnic populations. J Natl Cancer Inst 2000 Jan 5 2000; 92:42-47.

Prevalence of use. Analysis did not focus on self
initiated action

Maisiak R, Cain M, Yarbro CH, Josof L. Evaluation of TOUCH: an oncology self-help group. Oncol
Nurs Forum 1981; 8:20-25.

Evaluation of self help group

Matthews AK, Sellergren SA, Manfredi C, Williams M. Factors influencing medical information
seeking among African American cancer patients. Journal of Health Communication 2002; 7(3):
United.

Not relevant. Nature of information

McLeod E. Women with secondary breast cancer: developing self-help support groups. Practice
1998 10(3) 13-26.

No data

Merluzzi TV, Martinez Sanchez MA. Perceptions of coping behaviors by persons with cancer and
health care providers. Psycho-Oncology 1997; 6(3):197-203.

Not relevant

Messerli ML, Garamendi C, Romano J. Breast cancer: Information as a technique of crisis
intervention. American Journal of Orthopsychiatry 1981; 50(4):.

Not relevant. HCP initiated

Metz JM, Devine P, DeNittis A, Jones H, Hampshire M, Goldwein J et al. A multi-institutional study of

Not relevant
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Reference

Brief reason for exclusion

Internet utilization by radiation oncology patients. International Journal of Radiation Oncology,
Biology, Physics 2003; 56(4):1201-1205.

Michalec B, Van Willigen M, Wilson K, Schreier A, Williams S. The race gap in support group
participation by breast cancer survivors: real or artifact? Eval Rev 2004; 28:123-143.

Prevalence relating to participation in support
group, no information regarding motivation for
participation etc

Miller LT. Self-care approaches. Exercise in the management of breast cancer-related lymphedema. | No data
Innovations in Breast Cancer Care 1998; 3(4):101-106.
Mishel MH. Patterns of self-care in patients with breast cancer. Western Journal of Nursing Research | No data

1988; 10(1):20-22.

Mok BH. Cancer self-help groups in China: A study of individual change, perceived benefit, and
community impact. Small Group Research2001; 32(2), 115-132.

This paper is not about self initiated action and
how this can b e facilitated

Mok E. Empowerment of cancer patients: from a Chinese perspective. (Research seeking to
understand Chinese cancer patients' conceptualization of empowerment. Nursing Ethics 2001 Jan
8(1) p69-76 2001.

Not relevant. Focus on empowerment

Mok E, Martinson I. Empowerment of Chinese patients with cancer through self-help groups in Hong
Kong. Cancer Nursing 2000; 23(3):206-13.

Not clear whether these are health care
professional or self initiated actions

Montazeri A, Gillis CR, McEwen J. Tak Tent. Studies conducted in a cancer support group. Support
Care Cancer 1997; 5:118-125.

Evaluation of group — not relevant

Montbriand MJ. Alternative therapies as control behaviours used by cancer patients. J Adv Nurs
1995; 22:646-654.

Not relevant

Moore S. A need to try everything: patient participation in phase 1 trials. (Qualitative research into
cancer patients' perceptions of benefit in participating in phase 1 trials. J Advanced Nursing 2001;
33(6), 738-47.

Not patient initiated

Mullen E. Delivering a promise: one woman's story of partnership and hope. (Personal reflection of a
woman who founded a breast cancer support organisation after being diagnosed with breast cancer).

Not a study
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Reference

Brief reason for exclusion

Plastic Surgical Nursing 1999 Fall 19(3) p117-20 1999.

Muller RA, Pelczynski L. You can control cancer pain with drugs but the proper way may surprise
you. Nursing 1982; 12(6):50-58.

No data - commentary

Peterson MW, Fretz PC. Patient use of the Internet for information in a lung cancer clinic. Chest
2003; 123(2):452-457.

Not relevant - Internet use

Rees CE, Sheard CE, Echlin K. The relationship between the information-seeking behaviours and
information needs of partners of men with prostate cancer: a pilot study. Patient Education &
Counseling 2003; 49(3):257-261.

Not relevant — information needs

Sainio C, Lauri S, Eriksson E. Cancer patients' views and experiences of participation in care and
decision making. (Qualitative research in Finland where the law safeguards the patients' right to take
part in care. Nursing Ethics 2001; 8(2) 97-113.

Not relevant

Satterlund MJ, McCaul KD, Sandgren AK. Information gathering over time by breast cancer patients.
Journal of Medical Internet Research 2003; 5(3):e15.

Not relevantData about internet use

Schutta KM, Burnett CB. Factors that influence a patient's decision to participate in a phase | cancer
clinical trial. Oncology Nursing Forum 2000; 27(9):1435-1438.

Health care professional initiated action

Sheikh I, Ogden J. The role of knowledge and beliefs in help seeking behaviour for cancer: A
quantitative and qualitative approach. Patient Education & Counseling 1935; 35(1):

Not relevant

Stewart DE, Wong F, Cheung AM, Dancey J, Meana M, Cameron Jl et al. Information needs and
decisional preferences among women with ovarian cancer. Gynecologic Oncology 2000; 77(3):357-
361.

Not relevant — information needs

Targ EF, Levine EG. The efficacy of a mind-body-spirit group for women with breast cancer: a
randomized controlled trial. Gen Hosp Psychiatry 2002; 24:238-248.

Not self initiated action

Thiel dB. Cancer patients' interest in group support programs. Cancer Nurs 1992; 15:347-352.

Not about what patients have done but what they
might do in future
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Reference

Brief reason for exclusion

Tobia DM, Shamos EF, Harper DM, Walch SE, Currie JL. The benefits of group music at the 1996
music weekend for women with cancer. J Cancer Educ 1999; 14:115-119.

Health care professional provided therapy. No
evaluation of motivation for attending

Vordermark D, Kolbl O, Flentje M. The Internet as a source of medical information. Investigation in a
mixed cohort of radiotherapy patients. Strahlenther Onkol 2000; 176:532-535.

Not relevant - information use

Wallberg B, Michelson H, Nystedt M, Bolund C, Degner LF, Wilking N. Information needs and
preferences for participation in treatment decisions among Swedish breast cancer patients. Acta
Oncologica 2000; 39(4):467-476.

Not relevant — information needs

Wilkinson S, Gomella LG, Smith JA, Brawer MK, Dawson NA, Wajsman Z et al. Attitudes and use of
complementary medicine in men with prostate cancer. J Urol 2002; 168:2505-2509.

Prevalence of CAM use

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. Journal of
Psychosomatic Research 2000; 49(1):

Not relevant — information needs/decision making
with HCPs

Young S. The exceptional cancer patient support group: coping with cancer. J Holist Nurs 1986; 4:6-
13.

Evaluation of support group
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