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A summary of the NCSI Research Work Stream Mapping Project
1. Purpose

This paper summarises the immediate outcomes of a key mapping project, that the National
Cancer Survivorship Initiative Research work stream is undertaking to identify what is and what
is not known about the health and well-being, care, support needs and experiences of people
living with and beyond cancer.

This paper summarises the final reports submitted by four charities which represent the four
most common cancers; Bowel Cancer UK, Breakthrough Breast Cancer, The Royal Castle Lung
Foundation, and The Prostate Cancer Charity and considers key research questions that have
arisen as a result of this work. Work is currently underway with the rarer cancer organisation,
Cancer52, to identify issues and research gaps for the rarer cancers.

Due to the richness of the data provided in the four submitted and accompanying report, this
paper should be read in conjunction with, rather than used as a replacement for, the original
submitted reports.

2. Background
The aim of the mapping project is to:

e Map the ‘survivorship journey’ of people affected by cancer, ie what happens to survivors of
cancer and what issues and challenges do they face?

¢ Identify where research is needed to better understand the needs of people living with and
beyond cancer and to develop and test interventions to best meet those needs.

The final reports submitted to the NCSI Research work stream, highlight the key issues and
research questions identified by the charities and cross cutting issues that may be relevant to all
cancers.

The final reports are a result of internal and external stakeholder consultation. Stakeholder’'s
views (patients, health care professionals, carers) were gathered, collated and analysed through
the extraction of organisational knowledge, submission of grey literature from the charities’ key
organisational contacts, and validated through stakeholder meetings and focus groups. Each
charity was asked to consider two survivorships frameworks/models, the Feuerstein Model and
most recently the NCSI Vision document model to use as a guide during the process (see
Appendix 1 and 2)

3. Cross Cutting Issues

During the process of identifying the issues for each site specific cancer, several themes were
identified which could be considered issues for all cancers. These issues were either identified
by the charities themselves and/or on preliminary analysis by the Research work stream
supports and are summarised below. Research questions pertaining to some of these issues
may be found in section 4 below. However, some require further investigation before relevant
research questions can be formulated.
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4.

Information: what is the current availability, accessibility, appropriate timing of delivery,
tailoring (for age, gender, ethnic minorities) of information on treatment decision making,
availability and accessibility of support services (psychosocial service, complementary
therapies, financial), side effects and late effects? What are the information needs of people
moving towards the end of life stage? How can this be improved? What are the information
needs of employers of people with cancer and their families and carers? and of cancer
survivors returning to work or those requiring financial support?

Access to services: What is the scope of the current provision of support services for
people with cancer? What is the current situation with access to clinical nurse specialists
and how can this be improved? Are new treatments available to all cancer patients? What
are the support needs of people moving towards the end of life stage and how can current
provision be improved?

Primary care: How can the awareness of primary health care professionals be improved to
address survivorship needs, eg knowledge of treatment side effects and detection of
secondary cancers?

Age: Does age affect access to cancer care and support services?

Psychosocial issues: anxiety, depression, fatigue, pain, long and short term side effects.
What interventions can be used to address these issues?

Marital status: What are the needs of single people living with cancer?
Implementation of good practice: A lot of research already exists but does not always get
implemented into best practice. What are the barriers to good practice being integrated into

daily service delivery?

Recording data: A national system is required to record outcomes/long-term effects
following cancer treatment — what is the best way to measure and record such effects?

Summary of main reports: Key issue and themes for consideration

The section below summarises some of the key issues/themes and research questions
identified by each site specific charity to be priorities for people living with and beyond cancer.
The main reports contain more detail and a further record of additional priority research
guestions.

4.1

Bowel cancer

The report, entitled ‘Bowel Cancer Survivorship Report’ was provided by Bowel Cancer UK. The
Charity identified 5 conclusions which they felt were issues for bowel cancer patients:

Misdiagnosis and delayed diagnosis are a common issue

The need for more emotional support such as counselling, or access for local bowel cancer
support groups

A lack of verbal and written information on diet, financial assistance, and contact information
for support and other issues
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4. High variability in availability and quality of follow-up services and support

5. Variability in the availability of the bowel cancer screening programme

Example of research questions identified, relevant to each stage of the survivorship models are
listed below:

1. Diagnosis

Many of the questions posed centre around themes and areas that will be dealt with through the
National Awareness and Early Diagnosis Initiative (NAEDI) eg questions around misdiagnosis
and delay, interventions to encourage people to act on their symptom and uptake to the national
screening programme. Additional questions include:

How can bowel cancer patients be provided with enough emotional support, verbal and
written information during or immediately following diagnosis?

2. Treatment (primary and secondary)

Are there enough colorectal nurse specialists to provide care and support to bowel
cancer patients and what impact does the perceived change in numbers of CNS’s have
on patient care?

How can the communication of treatment options be improved in order for bowel cancer
patients to make informed decisions and who is the best health care professional to do
this?

What is the level of implementation and availability of new treatments eg laparoscopic
surgery?

How can written and verbal information about bowel cancer treatment and its side
effects be improved?

What support services could be introduced to help patients cope through their treatment
phase eg chemotherapy central helpline, counselling services?

3. Period immediately following treatment, remission and follow up

Are the national guidelines on follow up care for bowel cancer patients, all
encompassing, adequate and up to date and widely implemented? If not how can these
be improved?

Is there sufficient practical advice on diet, nutrition, local support groups, counselling,
realistic exercise, financial assistance and remaining well and how can patients access
this easily?

How can the support for bowel cancer patients and their families be improved after
discharge from hospital eg access to CNS’s and emotional support?

Is the information about statutory benefits and employee rights for long term sick leave,
advice and support effectively communicated to bowel cancer patients and well
implemented? How can this be improved?
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4. Long term effect of bowel cancer (including recurrence)

e What are the long term effects of radiotherapy and chemotherapy for bowel cancer
patients, and how can these be addressed?

e How can bowel cancer patients be supported during times of anxiety in terms of
recurrence?

e What is the impact of psychosexual issues of patients with permanent stoma and how
can these be addressed?
5. End of life care

e How can palliative care for patients with bowel cancer and their families be effectively
delivered and what are the issues around the implementation of NICE treatment
guidelines for colorectal cancer and Improving Supportive and Palliative Care for Adults
with Cancer?

The charity also identified issues and research questions which arise across most or all of the
survivorships stages.
6. Ethnicity and bowel cancer

e How do different ethnic groups’ incidence, mortality, five and 10 year survival rates
compare? and why are some ethnic groups more or less likely to develop bowel cancer
than others?

7. Socio-economic deprivation and bowel cancer

e |s there an association between deprivation and incidence for either men or women for
either colon or rectal cancers?

e Is there unequal access to medical services in different social groups and how can this
be improved?

4.2 Breast cancer

The report entitled ‘Mapping the needs for breast cancer survivors: information from qualitative
stakeholder research and grey literature’ was submitted by Breakthrough Breast Cancer.

A large amount of research into breast cancer survivorship has already been carried out, so the
charity undertook a significant period of information gathering and analysis to identify and
prioritise the relevant research gaps and subsequent questions. There are an abundance of
research questions. These have been summarised and grouped into thematic areas as below:

1. Health Services Research

e How can we develop, and pilot, best practice models of follow up care that can be
adapted to the individual, including how follow up should be conducted and who should
provide follow up care and where?

e What is the most effective method for detecting recurrence and new primary disease?
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e \What are the best practice models for improving and joining up primary and secondary
care pathways?

e Developing and piloting models of joined-up health and social care for patients needing
end of life care.

e Which type of healthcare professional is best placed to act as a key worker for
secondary breast cancer patients, by co-ordinating their health and social care at all
levels?

Prevalence

e A national system is required to record outcomes/long-term effects following cancer
treatment — what is the best way to measure and record such effects?

e What is the prevalence of metastatic breast cancer?

e What are the adverse effects and impacts of different modalities of treatment on quality
of life? Are any groups more likely to have their quality of life significantly impacted (eg
due to age, gender, ethnicity, socio-economic status, other diseases etc)? When are the
effects likely to occur and how long are they likely to last?

e How does survivors’ quality of life change over time?

Work and finance

e What are the information needs of the employers of breast cancer survivors?

e \What are the information needs of breast cancer survivors returning to work or those
requiring financial support?

Information

e There is a need for the development and testing of an ‘information needs’ assessment
tool that would support healthcare professionals to provide relevant information to breast
cancer survivors and people with secondary breast cancer.

e What specific information is heeded in a breast cancer survivorship care plan and how is
it best communicated to the patient and all relevant healthcare professionals?

e How can appropriate and timely information about what to expect at the end of life, and
where to get advice and care, be best provided to patients and their families/carers?

e How should the information on the side-effects of drug treatments be delivered?

e \What information and support is needed to assist breast cancer survivors to self-manage
their care, post-diagnosis?

Physical and psychological effects of cancer, its treatment and effects of treatment

e \What are the most effective methods for treating menopausal symptoms, problems with
sexual function or sexuality and lymphoedema in breast cancer survivors?

e Development and testing of a tool to assess the emotional state of breast cancer
survivors and people with secondary breast cancer.
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e \What are the most effective methods for treating the psychosocial effects, and improving
quality of life, of breast cancer treatments?

e How do individuals’ health behaviours, self-esteem and coping responses specifically
affect quality of life and wellbeing after breast cancer?

e Interventions to address psychosocial problems in the long-term need to be developed
and tested.

e How can the adverse effects of breast cancer treatment best be prevented or reduced?

e Greater research evidence on the safety and effectiveness of complementary therapies
to inform patients, healthcare professionals and NHS commissioners.

e Development of an appropriate needs analysis to determine the services and support
required by people with secondary breast cancer.

e How can people with secondary breast cancer be supported to “live well” (maintain a
good quality of life)?

e How do location (eg urban v rural), employment, family structures and social support
impact on the breast cancer survivorship experience, including psychosocial needs,
access to and uptake of relevant support services and quality of life?

e What is the impact of breast cancer on carers and families? What are their support and
information needs?

4.3 Lung cancer

The report, entitled ‘Lung Cancer Research Work stream Final Report’ was submitted by The
Royal Castle Lung Foundation.

The report initially recognises the lack of research into the impact of lung cancer on patient
carers, the NHS and society as a whole. With relatively small numbers of lung cancer patients
alive 1 year after diagnosis and only 7% of people diagnosed with lung cancer still alive after 5
years, the Charity welcomed the opportunity to take part in this initiative.

The report focuses on the identification of issues for those affected by lung cancer, rather than
suggesting specific research questions. It considers the relevant cross cutting clinical, socio-
cultural, individual and environmental factors throughout each stage of the lung cancer
survivorship pathway and references relevant pieces of literature at each stage. The lung
cancer survivorship model has been populated and is attached to the final report.

Initial analysis of the survivorship model shows that there are several prevalent issues which
arise across all stages of the survivorship pathway from diagnosis through to end of life care.
These are:

1. Anxiety, depression, fatigue, breathlessness

2. Common side effects of radiotherapy and chemotherapy

3. Psychosocial issues, eg anger guilt and the stigma attached to having lung cancer
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Key issues which arise on preliminary analysis of the issues stated under the medical, socio-
demographic, individual and environmental variable factors of the survivorship model are:

1.

Access to services eg CNS/Specialist lung oncologists, breathlessness clinics, new
treatments, clinical trials, post treatment rehabilitation and fithess planning, diet, and
smoking cessation support

Lack of awareness of sighs and symptoms of initial and recurrent cancer both in public and
GPs — this can lead to a delay in diagnosis

Information and support services, e.g. need for tailoring of information and support services
to socially deprived sector and to explore patient barriers to accessing appropriate care and
support

Stigma, eg impact of stigma on patients and their families, impact of social deprivation, and
social inequalities

The report lists grey literature which explores survivorship issues for lung cancer patients, but
recognised that there is little research available on the impact of lung cancer. As such there is a
large general research gap which exists and is relevant to lung cancer survivorship.

4.4

Prostate Cancer

This report, entitled ‘Identification of research needed into the experience of men living with and
beyond prostate cancer’ was submitted by The Prostate Cancer Charity. The top five research
priorities identified by the Charity were:

1.

Psychosexual needs of men with prostate cancer
e What is the impact of loss of sexual function and sexual desire on men?
o What are the appropriate interventions and forms of support for men experiencing
loss of sexual function and sexual desire?
The support needs of men from black and minority ethnic groups (and their partners)

e What is the experience, including cultural perceptions, of having prostate cancer
among different black and minority ethnic (BME) groups and accessing prostate
cancer health and support services?

o What are the most appropriate interventions to support BME men (and their partners)
affected by prostate cancer?
‘Empowering’ interventions

¢ What are the self management techniques which men are currently using to manage
their disease and side effects and what is their effectiveness eg diet, exercise, and
complementary therapy?

e What are the best self management interventions to help men manage their
condition and treatment side effects?
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4.

5.

Understanding the long term impact of treatment side effects to aid informed
treatment decision making

e What is the existing evidence on incidence and long term impact of treatment side
effects?

e What is the scale and long term impact of side effects of gaps that have been
identified through the question above?

o How is information on potential long term side effects of treatment communicated by
healthcare professionals to men making treatment decisions and how can this
process be improved?

Follow up systems and support for men on hormone therapy

¢ What is the follow up experience of men on hormone therapy? In particular how do
they feel about the follow up processes in place, and how well they are
communicated with? Are they are provided with information and support to help
them cope with side effects?

e What are the best practice models of co-ordinated follow up for men on hormone
therapy?

e What interventions can support men to cope with hormone therapy side effects?
What is the impact on sexual function/sexuality and mental wellbeing?

Other areas identified as relevant research priorities:

6.

Development, evaluation and implementation, of an assessment tool to identify the
survivorship needs of men affected by prostate cancer.

Understanding the scale and causes of anxiety and depression among men living with and
beyond prostate cancer and understanding what interventions or self management
techniques may help men manage anxiety and depression and help them cope with anxiety
around the time of their regular PSA tests?

Understanding the experience of men undergoing active surveillance and the development
of interventions to support them.

Understanding the impact of loss of sexual function or sexual desire through prostate cancer
treatment, and identifying interventions support needs of partners of men with prostate
cancer.

10. Work, finance and social care needs of men with prostate cancer

Julie Flynn
NCRI clinical Studies Group Secretariat and NCSI work stream support (Mapping Project)

Karen Groot
NCRI Scientific Programme Manager

April 2009
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Appendix 1

Feuerstein Model

1.1

1.2

1.3

SURVIVORSHIP FRAMEWORK TO INFORM THE RESEARCH AGENDA

Background to the modified Feuerstein conceptual framework

The Feuerstein model (see figure 1, tables 1-3) identifies six stages or phases involved:
diagnosis, treatment, acute, sub-acute, chronic (now referred to as ‘long term’) and end
stage. These phases can be influenced by medical, sociocultural, individual and
environmental factors, each of which contains a number of variables that can lead to
various challenges or benefits across each of the phases. The stages and
interrelationships between them are not fixed and the framework recognises that
transitions can occur, so that an individual can move back and forth between them. The
framework was presented to help organise research and thinking in the area and with
the recognition that its validity needs testing with well designed research studies. It will
also be tested by practical application through the work of the Research Work Stream.

The model tries to conceptualise survivorship across time. Rather than just a non
specific statement that many use which is ‘from the time of diagnosis to end of life’, the
model tries to break down this time into discrete phases. However, the exact beginning
and end of survivorship needs to be studied longitudinally in order to empirically define
the phases, both in terms of time frames and specific challenges.

Please note that it is acknowledged that the model is not perfect. The NCSI vision
document model was used in conjunction with the descriptions of the phases, factors
and variable of the Feuerstein model in the final stages of the mapping project, to ensure
that all each stage of the survivorship journey was considered.
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Figure 1

BIOPSYCHOSOCIAL MODEL OF CANCER SURVIVORSHIP
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Table 1

Description of the phases for the survivorship model

Phase Description (with reference to the Macmillan Principles of
People Centred Care in italics)
1. Diagnosis Covering all aspects from ‘something’s wrong’, the initial onset

of symptoms and contacting primary care, ‘going for tests’,
referral from primary care, to ‘finding out what is wrong’, the
results of tests and diagnosis. Also covers screening and
recurrence

2. Treatment Covers ‘going through treatment’. Primary treatment, ie
surgery, radiotherapy, chemotherapy, hormones, no treatment/
watchful waiting

3. Acute Covering the immediate period following primary treatment and
then ‘going home / follow up treatment’. This stage overlaps
with ‘treatment’ but specifically covers long term treatment out
of hospital, eg tamoxifen for breast cancer. This stage may be
short or non-existent if the treatment is uncomplicated.

4. Sub acute Covering ‘living with the consequences of cancer’, this is a
term used in many diseases / illnesses to refer to that time
directly after initial treatment when there is an expectation that
health and function will begin to stabilise

5. Long term Also covering ‘living with the consequences of cancer’ and
encompassing the initial aspects of ‘if cancer comes back’ prior
to diagnosis again. Not every cancer survivor experiences
problems but they go into this stage some time after acute and
sub-acute stages with around a third to a half of all survivors
experiencing problems. Some cancer survivors continue to
experience problems for years covering a varying burden of
symptoms and functional changes (eg fatigue, cognitive
limitations, work, relationships, sexual function or sexual
desire, physical activity, mood state /depression). Patterns of
problems vary across survivors and across time.

6. Disease free Added to the original model to specifically recognise that for
those for whom treatment is successful and uncomplicated in
terms of side effects and long term and late effects that the
‘end stage’ can be long term disease free survival. Also reflects
that some people no longer consider themselves to be cancer
patients any longer. It is important that there are records of the
disease and treatment in case of recurrence or late effects,
and as such will encompass ‘if cancer comes back'.

7. End stage To signify that survivorship reaches a conclusion that may be
long term disease free survival as above or death from cancer
either rapidly for some cancers or many years later for others
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Table 2

Description of the factors and variables for the survivorship model

Factor Variables Description / comments
A. Medical Tumour biology: Basic science and clinical research. Will cover
(covering physical and 1. Pathology mechanisms of recurrence of relevance to survival

some psychological
and social dimensions
of health and well-
being)

2. Response

Health status:
3. current health
4, other diseases
5. past health

Physical and psychological measures of health
and well being, co morbidities and health records

Residual symptoms:

6. fatigue
7. depression
8. pain

9. cognitive limitations
10. relationships

Physical, psychological and some social
measures of health and well being related to initial
response to disease and treatment, side effects
and the onset of persistent long term effects

Medical Care: Measures of patient satisfaction and economic
11. access evaluation
12. quality
13. cost
B. Socio-cultural 14. Age Aspects of social well-being and status that impact
(covering some of the 15. Gender on treatment decisions, survival rates and risks of
social dimension of 16. Ethnicity recurrence and side and late effects

health and well-being)

17. Education

18. Socioeconomic status

C. Individual
(covering aspects of
physical, psychological
and spiritual
dimensions of health
and well-being)

Coping response:
19. behavioural
20. response
21. cognitive

Coping identified as a major area of importance
for patients, carers and families. Psychological
and physical measures of health and well being
and primary and secondary prevention

22. hiological

Health behaviours: Primary and secondary prevention measures and
23. smoking general measures of physical health and well
24. alcohol being

25. exposure to sun
26. diet

27. exercise

28. weight

29. stress

Disposition:
30. problem solving
31. optimism

Psychological measures of health and well-being

Transformative coping:
32. spiritual
33. non-spiritual

Spiritual measures of health and well being
covering general sense of purpose and meaning
in life and personal values

D. Environmental
(covering some of the
social dimension of
health and well-being)

34. geographic
35. work

36. family

37. social support

Aspects of social well being and status that impact
on disease and treatment as well as covering
reintegration into society and wider societal
impacts of diagnosis and treatment
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Table 3

Matrix for use of the survivorship model to map research needs and issues:

Factor and variable

1. Diagnosis

2. Treatment

3. Acute

4. Sub-acute

5. Long term

6. Disease
free

7. End stage

A. Medical - Tumour
biology:

1. Pathology

2. Response

A. Medical — Health
status:
3. current health
4. other diseases
5. past health

A. Medical — Residual
symptoms:

6. fatigue

7. depression

8. pain

9. cognitive

limitations
10. relationships

A. Medical — Medical
care:

11. access

12. quality

13. cost
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Factor and variable

1. Diagnosis

2. Treatment

3. Acute

4. Sub-acute

5. Long term

6. Disease
free

7. End stage

B. Socio-cultural:
14. Age
15. Gender
16. Ethnicity
17. Education
18. Socioeconomic
status

C. Individual — Coping
response:

19. behavioural

20. response

21. cognitive

22. biological

C. Individual — Health
behaviours:

23. smoking

24. alcohol

25. exposure to sun

26. diet

27. exercise

28. weight

29. stress

C. Individual —
Disposition:
30. problem solving
31. optimism

C. Individual —

transformative coping:

32. spiritual
33. non-spiritual
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Factor and variable

1. Diagnosis

2. Treatment

3. Acute

4. Sub-acute

5. Long term

6. Disease
free

7. End stage

D. Environmental:
34. geographic
35. work
36. family
37. social support
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Appendix 2

NCSI Vision document Survivorship Framework

Remains well

1. Care and support pathway Remission/ <:
Follow up Long term effects
Diagnosis Primary Survivorship Reculrence
treatment care plan !
(living
document
setting out J
aftercare) _ "
Active/Advanced 2" & Subsequent -
Disease Treatments " EOLC
2. Cross cutting themes
Work/education >
Finance >
Self management >
Research >
Information >
Commissioning >
3. Factors which impact on survivorship
Clinical Socio-demographic Individual Environmental
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Links to individual reports:
Bowel Cancer

Breast Cancer

Lung Cancer

Prostate cancer
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Bowel Cancer U}
Cancer UK

raising awareness, saving lives

National Cancer Survivorship
Initiative

Bowel Cancer Survivorship Report

John Gardiner
Research and Information Officer
Bowel Cancer UK

April 2009
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Abstract

Bowel Cancer UK has been invited to participate in the research strand of the National Cancer
Survivorship Initiative in order to conduct a review of bowel cancer survivorship research gaps.
To achieve this, we conducted a patient focus group; undertook a small scale patient
guestionnaire; held interviews with a range of clinicians; and also invited partner organisations
and academics to comment on our findings. This process allowed us to identify a wide range of
issues affecting bowel cancer patients, from the point of diagnosis on through treatment,
remission, and finally the disease free or end of life care stages.

It is useful but problematic to attempt to create a hierarchical order of the most important issues,
as not all of these affected each patient. In fact, the hegemony of patient survivorship
experiences was noticeable; particularly in post treatment sub acute and long term stages.
However, during the diagnosis and treatment phase, more homogenous patient experiences
were observed. This implies that there are no national guidelines, or standard practices for the
following up of bowel cancer patients once initial treatment has been concluded, or that these
are not yet applied ubiquitously.

This research has allowed us to conclude that:

o Misdiagnosis and delayed diagnosis are common. Approximately one third of patients
surveyed claim to have been misdiagnosed. Furthermore, more than half experienced
delays to their initial diagnosis. This is critical for bowel cancer patients, as 83% of Dukes
stage A patients survive for five years or more compared to just 3% of those presenting with
Dukes stage D. GPs admitted they had difficulty in identifying bowel cancer symptoms due
to two factors: Firstly, some bowel cancer symptoms are also indicative of more benign
conditions, such as Irritable Bowel Syndrome, constipation or bleeding piles. Secondly, GPs
feel unable to refer all such patients to hospitals as the hospitals would be unable to cope
with the demand. Worryingly, this implies that a certain number of patients will inevitably be
missed and present with a more advanced cancer.

e Many patients requested more emotional support such as counselling, or access to local
bowel cancer support groups. Currently, there are very few bowel cancer support groups
and the lack of NHS counselling options lead to some patients feeling a sense of anomie or
abandonment at every stage of their pathway. Although this was less pertinent during the
treatment stage (which was largely praised by nearly all patients), this was more of an issue
during diagnosis and post-treatment from hospital. Patients also feel there is not enough
emotional support for family or friends, who are also in need of assistance throughout the
patient pathway.

¢ Many patients complained of a lack of verbal, but especially written information on a number
of topics such as diet, financial assistance, who to contract for support and other issues.
These problems persisted from the diagnosis stage right through to the end of life stage for
a number of patients, but particularly in sub acute and long term stages.

o Patients had a generally positive experience of their treatment, and especially of colorectal
nurse specialists, who were available to support them. However, individual patients’
experiences of follow up are highly variable. Indeed, a common complaint amongst patients
was that they did not receive sufficient (or in half the cases any) support following discharge
from hospital.
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e The introduction of the bowel cancer screening programmes in England, Scotland and
Wales have allowed some patients to be diagnosed earlier. However, screening is not
available to all, and according to the latest estimates, only 50% of those eligible are taking
part in the programme. There is some qualitative evidence which suggests that Asian
communities are less likely to participate in screening opportunities.

Methodology

Bowel Cancer UK initially held a number of internal meetings, with a GP, our colorectal nurse
specialists, and our services and communications staff members, to brainstorm what we
believed to be the key survivorship issues for bowel cancer.

On 11™ February 2009, we held a patient focus group at the Salvation Army building near St
Paul's Cathedral. This meeting involved 18 patient participants in various survivorship stages,
whose ages ranged from 35 to 70. This group was divided into two smaller focus groups of
equal size and the meeting divided into two approximately equal halves. Diagnosis and
treatment were discussed in the first half and post-treatment issues in the second.

Our patients’ contributions provided us with some invaluable information, which we were able to
incorporate into the Feuerstein model provided for us. Since the focus group, we have been
able to design, distribute, retrieve and analyse a questionnaire sent to all the patients who
attended the focus group. We felt this was necessary to allow individuals to contribute anything
they felt they were unable to say on the day, or simply did not have time to do so.

This questionnaire was also sent to 60 additional patients who we are in regular contact with. In
total we received 44 completed questionnaires. Whilst this sample is too small for any significant
guantitative analysis to be carried out, we have been able to use the information to help confirm
(or otherwise) the information provided from the focus group, as well as provide additional
qualitative input.

Analogous to the patient survey, we have designed interview schedules for a number of
clinicians including: colorectal surgeons, colorectal nurse specialists, nurse consultants, GPs
and NHS Bowel Cancer Screening Practitioners. We have analysed the information coded from
the clinician interviews, which we have then been able to adapt in the Feuerstein model to
incorporate their views.

We have conducted some desk research, and also within our own medical encyclopaedias, the
journals we subscribe to and the internet. This suggests that there is a very large gap in the
existing literature tackling these specific bowel cancer issues. When we extended this search to
include assistance from partner organisations and academics, we received some modest
information of existing research. However, this is still slight compared with the sheer quantity
and variety of survivorship issues identified for bowel cancer patients.

There are a number of methodological weaknesses with the survivorship design, which diminish
the strength with which we can generalise from data to results:

1. No ethnic minority patients participated, meaning it is possible that some important
survivorship issues may arise in the future.

2: While we have naturally investigated patients who are still alive, it is possible that patients
who do not survive will have had different experiences or concerns over any of the phases. | am
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particularly thinking of the treatment phase. Almost all of the patients involved in this study had
positive experiences of treatment. However, this may not necessarily be true for others.

3: The survey sample is very small (respondents). This means we are very limited in the
analysis we can reasonably undertake, and to extrapolate anything other than the mildest of
generalisations will potentially be unrepresentative, invalid or misleading. However, they are
included as a part of this report mainly to triangulate the focus group findings and also offer
further qualitative experiences using the open ended questions.

Diagnosis

The diagnosis phase of the bowel cancer survivorship experience is a critical phase for the
emotional and physical outcomes for patients. Due to the nature of bowel cancer, 83% of
patients who present Dukes stage A tumours survive for five years or longer. This compares
quite dramatically with only 3% of Duke stage D patients, surviving for 5 years or more.
Therefore, any delays or misdiagnoses to the diagnostic stage have serious implications for
patients.

Unfortunately, the focus group and the associated questionnaire implied that both
misdiagnosis and delayed diagnoses were common in bowel cancer.

The questionnaire substantively (although not significantly) suggested that approximately a third
of the respondents were misdiagnosed and that there were delays to over half the patients’
diagnosis. The most common reasons given for delayed diagnosis were initial misdiagnosis;
patients ignoring or being unaware of any symptoms; patients not being offered a colonoscopy;
the GP ignoring the concerns of patients; long waiting lists for scans and tests; and, in one case,
the GP ignoring a combination of symptoms and first degree relative family history.

Within the focus group, it was implied that misdiagnosis is more common in younger people,
although this claim is not supported by any relevant research, and needs examining further.

The interviews with the GPs were illuminating in explaining a possible factor in delayed and
misdiagnosed patients. The GPs we spoke to confessed they had difficulty in diagnosing bowel
cancer. This problem arises as:

“symptoms can often be vague and mimic common conditions”.

They feel they cannot refer every possible patient as:
“the hospitals will be swamped!”

When we suggested a scheme such as a specialised bowel cancer screening centre they were
largely in agreement that this may assist them.

The introduction of the bowel cancer screening programme in England, Wales and Scotland
should yield an increase in the number of people being diagnosed at earlier stage cancers. This
should have a very positive impact in a number of bowel cancer survivorship experiences.
However, this screening programme is still relatively young, with information regarding its
efficacy largely undisclosed.
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Patients often requested more emotional support during and immediately after diagnosis, such
as counselling, a consultation with a specialist nurse or access to a 24-hour cancer helpline.
One patient commented that:

“It was all a bit mind-blowing and it would have been nice to have somebody to sit and
talk to. It was not offered, so | just went to work and tried to pretend it was not
happening.”

This reflects the need for more emotional support, but also highlights a related issue, that
patients are often shocked by the diagnosis and find it difficult to digest verbal information
during the initial consultation. Therefore, unless patients are provided with access to the NHS
and are provided with enough written materials, the anxiety and fear of an already frightening
experience increases. This is particularly pertinent for people with memory issues. As the vast
majority of bowel cancer cases present in patients over the age of 60, this is a genuine cause
for concern.

A number of patients (albeit a minority of patients) stated that the manner of the way the
diagnosis was delivered to them was in some way insensitive, or cold. For example, one patient
recalled:

“After my colonoscopy, | received a letter from the hospital with a follow up appointment to
‘discuss the results.” At that stage | thought it might be IBS or Crohns, as no one seriously
thought | had bowel cancer...When the news was broken to me that | had cancer, | went into
shock and was unable to take in any info. | was completely unprepared to be told such
devastating news and did not have anyone with me at the appointment, apart from my two
children aged 12 months and three years.”

Diagnosis Research Questions
A number of research questions on the diagnostic stage were identified:

e Why are some patients misdiagnosed?

e What proportion of patients are misdiagnosed?

¢ Are some demographic groups more likely to be misdiagnosed, and why?
e How do we access/encourage people to act on their symptoms?

e How beneficial is the introduction of the screening programme in reducing delayed
diagnoses and misdiagnoses?

e Which groups are taking up the screening programme and how can we improve
penetration in groups that are not engaging with it?

e How can bowel cancer patients be provided with enough emotional support during or
immediately following diagnosis?

e How can bowel cancer patients be provided with enough verbal and written information at
diagnosis?
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Research Articles on Survivorship Diagnosis Issues

1: The UK CRC Screening Pilot Evaluation (Ethnicity) Team. (2003).
Ethnicity: UK Colorectal Cancer Screening Pilot. National Health Service.

The screening pilot report offered some explanations as to why some groups from Asian
communities were less likely to participate in screening and other health promotion activities.
However, the research methodology largely used a name recognition software model, which we
do not consider to be a valid model. The follow up focus groups offered a more robust attempt
to analyse screening uptake in ethnic minorities.

2: Julietta Patnick. (2004). Issues in Cancer Screening. Inequality in Cancer Prevention
Conference Report. 2004.

3: Luck, M (2004).Working with Non-responders. Inequality in Cancer Prevention
Conference Report. Cancer Research UK. 2004.

The above two reports offer a number of innovative ways in which to engage with non-
respondents. However, these discuss the generic issue of cancer rather than bowel cancer
specifically.

We have identified that there are a great number of research questions in the diagnostic phase
of survivorship, with relatively few articles addressing these points. There are, therefore, a large
number of research gaps, and many opportunities to improve on our current knowledge of
bowel cancer diagnosis.

Treatment

The treatment phase of the bowel cancer survivorship model was generally positively received
by almost all patients in both the questionnaire and focus group. Once diagnosis moved to
treatment, most patients were operated on in within a few weeks.

The majority of bowel cancer patients have little or no choices with their treatment, as the
treatment for most cases is similar (surgery with often chemotherapy and/or radiotherapy).
However, of the patients who were offered any treatment choices, the majority appreciated this.
However, around a third of these patients felt they did not have enough time to make treatment
related decisions.

Patients had varying experiences with the multi-disciplinary team (MDT) treating them. Patients
had universal praise for the colorectal nurse specialists treating them. One typically positive
response stated that:

“Colorectal nurses are brilliant! You get to know them and you can ask them anything.”

However, many patients felt that colorectal nurse specialists have too much work to do, and as
a result sometimes felt guilty in making demands on their time. When we interviewed the nurses
they thought they did have enough time and capacity to provide patients with an appropriate
amount of care. However, they did agree that with more time, they could offer a greater
standard of care to each patient.
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The communication from the MDT to the patient was delivered by a range of staff members.
The most common communicator was the surgeon, colorectal nurse specialist and the
oncologist. A third of our patients rated the communication to them from the MDT to be either
poor or average. One of the concerns from patients at this stage is that the MDT is often large
and so different messages arrive from different members of staff:

“You see so many people, so it's hard to get any continuity. You might see one person
initially, and then not see them again.”

The oncologists we interviewed openly admitted that different MDTs have different policies on
who speaks to the patient during treatment and that this is not always the same person.
However, this isn’'t necessarily true of all cancers. One patient compared the experiences of her
bowel cancer and gynaecological cancer MDTs:

“With my gynaecologist, the treatment is more joined up and better than bowel
[treatment] which is all over the place.”

Whether this is a perceptual problem or a medical care one is something that is worth extra
investigation to determine.

Some patients felt they weren’'t necessarily informed of possible side effects from treatment
such as chemotherapy. Some patients conceded, however, that they may indeed have been
given this information, but received so much verbal information in one sitting that they may have
forgotten being informed of it.

This implies that more written information could help patients remember their verbal
conversations. Oncologists and colorectal surgeons agreed that there is not adequate written
information given to patients during the treatment phase. Colorectal surgeons believe the
responsibility to provide this should be assigned to colorectal nurse specialists.

Interestingly, the oncologists we interviewed were divided on the need for a chemotherapy
central helpline. Some oncologists agreed that this would be comforting and useful for patients
going through frightening side effects, although others warned that chemotherapy cases are
unique to the individual, and a generic helpline might not be able to offer adequate assistance to
them.

Positively, the vast majority of the patients were well informed of their pathway during the
treatment stage. Most patients largely felt they were offered enough verbal information during
this stage, but half suggested they did not receive enough written information. Interestingly, the
colorectal nurse specialists do not agree with this, suggesting patients do in fact already receive
adequate written information.

Few clinicians offered counselling for their patients, or families of patients, at this stage,
although counselling would be welcomed by patients, both for themselves and their families.

Patients seem confused about whom to call in an emergency. They have informed us they
would appreciate a 24 hour emergency support number. This was especially true at weekend.
Some oncology teams provide clear information and support on this, but others do not.

Laparoscopic surgery often has advantages over traditional open surgery in recovery time and
the length of stay in hospital. This is not yet available in all hospitals, however.
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Treatment Research Questions

e How does the MDT assist patients in making informed decisions about their treatment?
e Are there enough colorectal nurse specialists to provide an adequate level of care?
e Are the numbers of colorectal nurse specialists increasing or decreasing?

e If the number of colorectal nurse specialists is decreasing, what is the magnitude of the
detriment to patient care?

e Which members of the MDT should be responsible for communicating messages to
patients?

e Would national guidelines on communicating to bowel cancer patients be useful for MDTs
or colorectal staff?

o Isthere a need for a chemotherapy central helpline for patients?

e What written and verbal information needs to be expanded to provide a patient with
sufficient knowledge of their treatment and potential side effects?

e How cost effective and beneficial would counselling services for patients, family and
friends be?

e How does the NHS ensure that each patient knows whom to contact for medical and
emotional support during all times of any given day?

e Are the numbers of colorectal nurse specialists increasing or decreasing?

e If the number of colorectal nurse specialists are decreasing, what is the magnitude of the
detriment to patient care?

¢ What proportion of bowel cancer patients are offered laparoscopic surgery, and how fast
is this rate being increased?

Research Articles on Survivorship Treatment Issues

1. (National Institute for Health and Clinical Excellence (2006). Laparoscopic Surgery for
Colorectal Cancer. Review of NICE Technology Appraisal 17.

This paper examines the benefits of offering laparoscopic surgery. However, the paper is now
three years old and does not, therefore, contain up to date information regarding how this
technique is being rolled out. Consequently, there is an almost entire research gap in bowel
cancer treatment issues and survivorship.
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Acute Stage or Immediately Following Treatment

The acute stage of the patient pathway covers the immediate period following primary treatment
and the patient going home. This stage also involves follow up treatment. The patients in our
focus group and survey almost unanimously agreed that they received relatively poor aftercare.
This was especially so in contrast to their positive experiences at the treatment phase.

Not all patients experienced negative acute phase care. Indeed, the experiences of patients
following hospital discharge were markedly varied. For example, half of the patients received no
support whatsoever; some were provided with home visits by stoma nurses or colorectal nurse
specialists; a minority were given dieticians to consult with; whilst some of the nurses we
consulted said that patients were provided with a mobile phone number which they could call
any time or day of the week to speak with someone from their oncology team. However, these
initiatives are not applied to all hospitals. Therefore, there are large discrepancies in the
provision of aftercare following treatment.

One common issue raised by patients is the lack of consistent follow up procedures by medical
staff. As already outlined, a wide range of initiatives are offered to some patients, but many
receive nothing at all. This has potential to increase feelings of abandonment by the NHS. As
one patient puts it:

“Even a phone call would have helped.”
Another patient found it upsetting that he or she:
“had to chase blood tests and scans results.”

Some patients were provided with telephone numbers for medical advice. However, some
hospitals do not offer this service. Furthermore, the majority of patients were not given
information on who to contact for emotional support (such as counselling or local support
groups), something many would have wished to receive. Furthermore, the majority of patients
highlighted that there was not enough support for carers or relatives at this (or any other) stage.

There appears to exist an interesting dichotomy where patients feel an implicit pressure not to
contact colorectal nurse specialists with problems or concern by telephone, as they don’'t want
to burden busy staff. However, the colorectal nurse specialists we interviewed suggested they'd
be happy to field phone calls from worried patients.

Patients, GPs, colorectal nurse specialists and oncologists concur that there is inadequate
written information given to patients during this phase. This was especially true for dietary
advice, which is critical for bowel cancer patients who may have had some of their bowel
removed during surgery, as one patient put it:

“This is my biggest criticism of all. There was no diet advice. In hospital, plates of
sausages and mash, or curries, were plonked down in front of me.”

Another patient exclaimed:
“Someone tell me what to eat!”

Some hospitals provided specialised dieticians who were able to provide helpful information,
which was welcomed by patients. However, as stated, this is not universally provided.
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Information on recommencing realistic exercise, how to access state benefits, the side effects of
stoma and reversals and chemotherapy were also requested by patients.

Many bowel cancer patients (although not exclusive to bowel cancer) are fitted with stomas
following surgery. These may be either permanent or temporary. Some patients receive training
on how to use these and also receive home care visits for stoma health checks. However, this
service is not universally provided.

Some patients expressed problems of access when urgently needing to visit a bathroom.

Research Questions on the Acute Stage of Survivorship
e Who should be responsible for organising follow up care to patients, and how should this
be implemented?

e What are the national guidelines for follow up care of bowel cancer patients and how are
these implemented?

¢ How can the written and verbal support for bowel cancer patients be improved, and who
should be responsible for providing this?

e Where can patients find access to practical advice on diet, nutrition, local support groups,
counselling, realistic exercise, financial assistance and remaining well?

¢ How do colorectal nurse specialists reassure patients that they are welcome to contact
them for advice after discharge from hospital, and how can this be improved?

¢ How can emotional support for patients’ family members and friends be improved?

Research Articles on the Acute Survivorship Stage

Professor Bob Steele from the University of Dundee is keen to point out that the long term
experiences of bowel cancer survivors is associated with diet, avoidance of weight gain and
appropriate exercise. Indeed, the Live Well Study that Professor Steele and his colleagues are
currently working on demonstrates that:

“Patients who have recovered from colorectal cancer surgery welcome and respond to
advice on diet, exercise and weight management.” Furthermore the study has “qualitative
data that makes it clear that there is considerable demand for this type of information.”
(Steele, 2009)

However, this report has not yet been published, and as such cannot mitigate the research
issues outlined above.

Sub-acute, Remission and Follow up

The sub acute phase of bowel cancer survivorship covers those living with the consequences of
cancer. This phase considers the time when there is an expectation that health and function will
begin to stabilise.

For the sub-acute phase, all of the factors such as adequate written and verbal information; who
to turn to for emotion and medical support; how to access local support groups; and who to turn
to for counselling for patients, family and friends, are relevant, and need to be highlighted.

Page 27 May 2009



There are a number of government benefits, which patients can access at this stage of their
survivorship, such as reduced gym membership schemes, disabled toilet access, financial
assistance and disabled parking schemes.

Additionally, employment issues become more pertinent in the sub acute stage. In our patient
focus group and questionnaire, the majority of patients had positive experiences with
employers. This was particularly true with companies who employed occupational health
workers.

However, this was certainly not ubiquitous, and there were some companies who did not
accommodate their patient employers adequately. Suzie Scaddon from Beating Bowel Cancer
was keen to point out that our focus group failed to acknowledge the number of people who
have had to go off on long term sick; are made redundant; and have to seek work after their
cancer diagnosis. These scenarios create additional stress not only for patients but also for
partners, families or friends who may need to financially aid patients.

Research Questions on the Sub-Acute Stage
All of the research questions from the acute phase are still relevant in the sub acute section,
and would therefore be included in this section, but are omitted to avoid undue repetition. This
demonstrates how the borders of the survivorship model are not mutually exclusive rigid
spheres, but interdependent and overlapping.
¢ Additional research questions include:

e How are statutory benefits for bowel cancer patients advertised?

¢ What are the laws regarding employee rights for longer term sick leave, and how can this
information be provided to patients?

e How can employers’ provision of information, advice and support be improved for patients
returning to work after cancer?

Page 28 May 2009



Long Term Effects of Bowel Cancer

The long term effects of the bowel cancer survivorship stage covers living with the
consequences of bowel cancer, as well as the issue of whether the cancer returns.

For bowel cancer, all the points offered in the acute and sub acute sections are still relevant
here (e.g. need for support groups, counselling, access to medical services, written and verbal
advice on a range of practical issues). However, this stage also includes a number of additional
issues, including stoma reversal and the long term physical and psychological issues of medical
treatment.

Most bowel cancer patients’ stomas are temporary. However, approximately 10% of stomas are
permanent. The permanent stomas provide body image and psychosexual issues, although
(perhaps understandably) the patients at the focus group chose not to discuss these.
Temporary stomas involve a process of reversal, which can have a number of possible side
effects. Some patients mentioned they did not receive enough information about these possible
side effects.

There is little information available on the possible long term physical and psychological side
effects of radio or chemotherapy. We know, for example, that complaints such as Peripheral
Neuropathy (numbness in hands and feet) are usually temporary, but some patients are
reporting this problem several years after treatment. Another issue is the psychological worry of
recurrence and of the experience as a whole on both patients and their families:

“An unanticipated consequence is that | never stop thinking about it. | fear another
cancer diagnosis on some part of my anatomy, because | think | must be vulnerable, and
worry every time | have a pain anywhere.”

“My daughter, who was nine at the time of my diagnosis, has become a bit of a
hypochondriac but also continually worries about me too.”

Research Questions on Long Term Survivorship Stage
e How can issues surrounding anxiety of recurrence be addressed by National Health
Services?
¢ What are the long term effects of radiotherapy on bowel cancer patients?
¢ What are the long term effects of chemotherapy on bowel cancer patients?
e How are the side effects of stoma reversals explained to patients?

e What psychosexual counselling would aid patients with permanent stomas?

None of the research we have uncovered has allowed us to answer any of the above topics and
they are, therefore, research gaps on survivorship.

All of the above concerns affect those in the disease free stage. For the sake of avoiding
repetition, the disease free stage is not included in this report.
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End of Life Care

The two main issues of the end of life care stage are palliative care choices and access to life-
prolonging drug treatments. During this stage of survivorship, patients may not be able to
internalise information on options. However, it is important for choices, such as access to
hospices, to be delivered to family members. There is an issue as to who should provide this
information, and how.

There is much reported debate on the access of certain life-extending drugs for certain cancers,
and bowel cancer is not immune from this. Currently, NICE guidelines on specific drug
treatments are interpreted differently by PCTs. As a result, patients’ experiences of access to
these treatments vary widely, dependent upon which catchment area they are in.

End of Live Care Survivorship Research Questions
e How should palliative care options be delivered to the patient or family?
¢ How should NICE drug treatment guidelines be interpreted?

e Would a single body interpreting NICE guidelines and providing a national standard be
beneficial?

As with most of the previous survivorship stages, we have found very little in terms of
appropriate research on these matters.

Cross Cutting Themes

There are a number of issues which cut across many or all of the survivorship stages. We have
seen how the provision of verbal and written information, counselling, support groups and
access to medical staff are paramount in all stages. However, there are a few other points on
bowel cancer which do not necessarily fit into the above sections, which are outlined here.

Ethnicity and Bowel Cancer

One of the most frustrating aspects of conducting research into cancer is that, at present,
ethnicity is not monitored at the cancer registration stage. This means that making any reliable
comparison between ethnic groups is virtually impossible. As far back as 2004, Screening
Director Julietta Patnick highlighted (in Issues in Cancer Screening, within First Equality in
Cancer Prevention Conference Report) the need for these statistics to become available. She
said:

“I want to emphasise that if we are going to achieve change, we must increase our
understanding and our data on ethnicity in the NHS.”

However, five years later there appears to be no progress on this issue.
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Ethnicity Survivorship Research Questions
e How do different ethnic groups’ incidence, mortality, five and 10 year survival rates
compare?
o Why are some ethnic groups more or less likely to develop bowel cancer than others?

e How do agencies delivery effective health prevention messages to different ethnic
groups?

Julietta Patnick’s report mentioned above begins to tackle the last question, but we have been
unable to uncover any satisfactory evidence examining the other two questions.

Socio-economic Deprivation and Bowel Cancer

As with many cancers, there is an association between socioeconomic deprivation and the
incidence and mortality of bowel cancer. However, for bowel cancer, much of the evidence is
contradictory. There are a number of research papers which suggest that incidence and
mortality of colon cancer in men and women is not associated with increased incidence or
mortality, or rectal cancer for women, but there is so for men. However, there are other reports
that suggest the incidence and mortality rates for both colon and rectal cancer in both sexes
correlate positively to increasing deprivation. The discrepancy prevents charities such as
ourselves from effectively target those most at risk on developing bowel cancer, and thus
hinders our capability to achieve our organisations aims.

Socioeconomic Research Questions
¢ How do you measure ‘deprivation’ nationally?

e Is there an association between deprivation and incidence for either men or women for
either colon or rectal cancers?

e Is there an association between deprivation and incidence for either men or women for
either colon or rectal cancers?

e Isthere anincrease in inequality from incidence to mortality for bowel cancer?
o If yes, what are the causes of this widening inequality?

¢ How can unequal access to medical services be mitigated?
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There are a number of research papers which purport to answer these specific questions.
However, as mentioned previously, these are somewhat contradictory. These papers include:

Coleman, M.P., et al., Socioeconomic inequalities in cancer survival in England and Wales.
Cancer, 2001. 91(1 Suppl): p. 208-16.

(2008). Cancer Survival Lower in Deprived Areas. Office for National Statistics.

Cancer Research UK Cancer Stats. Cancer statistics on incidence, mortality, geography,
deprivation, 1, 5 and 10 year survival, diet and family history.

National Cancer Intelligence Network. 2008. Cancer Incidence by Deprivation

England, 1995-2004.

Coleman (et al). 2004. Trends and socioeconomic inequalities in cancer survival in

England and Wales up to 2001. British Journal of Cancer (2004) 90, 1367 — 1373

Summary

Our Bowel Cancer Survivorship investigation has discovered a number of key themes of
research to improve the experiences of bowel cancer survivors from the point of diagnosis.
Improvements to quick and accurate diagnoses; access to adequate written and verbal
information; emotional support for patients and carers; access to medical professionals (whether
via 24 hours telephone advice or face to face); access to local support groups; and the equality
of the follow up service need to be made.

According to our patients, the NHS does a lot of things extremely well. The treatment phase was
almost universally praised as swift, professional and above all well executed by the MDTSs. If the
emotional and support side can be improved, then the bowel cancer patient survivorship
pathway would appear much improved for everyone concerned.

As we've discovered throughout this survivorship project, there are, however, great gaps in
existing research as a framework for tackling many of the issues raised. This is perhaps
understandable as the initiative is so new to the cancer field. This fact in itself demonstrates that
the initiative has great merit in being a driver for improving patient care.
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f Remains Well \

The entire cancer journey was enormously stressful
for patients and their families.

Some patients and carers benefitted from having
religious beliefs.

Many patients were anxious about recurrence: ‘I
never stop thinking about it. | fear another cancer
diagnosis of some part of an anatomy because | must
be vulnerable and worry every time | have a pain

kanywhere.” /

Diagnosis Primary Treatment

Misdiagnosis and delayed diagnosis cases The vast majority of patients in the patient focus
are common among bowel cancer patients; groups and survey had positive experiences with
resulting in more patients presenting with both primary and secondary treatments.

later stage cancers. The majority of patients with bowel cancer have
In our small scale and non-representative little autonomy or choice with their treatment. [ survivorship
survey  30%  of  patients  were However, of those who are given options, the Care Plan
misdiagnosed, and 58% of patients majority appreciate this.

exp.erlencc?d de'lays to their d|agno§|s. Around a third of patients surveyed felt they were
Patients ignoring or not showing any not given enough time to make informed
symptoms leads to delayed diagnosis. decisions.

GPs have admitted they face difficulties
diagnosing bowel cancer, as symptoms
can be vague and similar to other non life
threatening conditions. GPs also admit to
being unable to refer everyone with
concerns, as hospitals would be
overloaded with patients if they did.

Remission / Follow up

Patients felt they received relatively poor aftercare
compared with excellent in-hospital treatment.

Patients require more emotional support, such as phone
calls or pre-arranged appointments with nurses, or GPs,
than they currently receive. Some hospitals offer welcome
counselling provided by charities.

Clinicians and patients felt the written information during the
sub-acute stage on a host of topics (diet, financial advice,
exercise etc) was inadequate.

There is a discrepancy where patients feel an implicit
pressure not to contact CNS nurses with problems or Long Term Effects

concerns; whereas CNS nurses are often happy to speak to Patients felt there was a lack of information about
or visit patients, if they are given the adequate capacity. support groups, reduced gym membership

The majority of clinicians provide patients with access to schemes, obtaining travel insurance and diet.
someone on their oncology team. However, this is not Patients needed to seek these out themselves.
universally applied. Recommencing employment brings many issues.

Advice to patients on managing a stoma and being given Most of our focus groups had positive experiences,
stoma lessons by CNS's, is vital. However, this is not especially with occupational health workers, but this
always available. very much depends on individual

Patients expressed problems with lack of access to compamesf/orgal?lsatlt?ns dpogq.eds' lThere IS no
facilities, when they urgently needed to visit a bathroom. protection for seff-employed individuals.
Clinicians welcomed research in evaluating

The vast majority
of the patients in
our survey and
focus groups
Approximately a third of patients surveyed rated were informed of
the communication from the Multi-Disciplinary their patient
Team (MDT) as poor or average. pathway.

MDTs in different hospitals have very different Approximately

strategies regarding communicating to their half of patients
patients, leading to varying patient satisfaction. felt they were not
. . Patients had extremely positive feedback offered  enough
GPs welcome research into specialist regarding surgeons and especially colorectal verbal or written
screening units. nurse specialists, although patients are information  on
Patients are requesting more emotional conscious they have busy workloads. the patient

i i i . . athway.
sypport. during and |mmed|ate|'y after CNS nurses would prefer more time with each P Y o
diagnosis, such as counseling; a patient Our clinicians

consultation with a specialist nurse; or a 24 disagreed about
hour telephone helpline. whether piloting

\ 4

Most patients felt they were offered enough
verbal information on their treatment.

i iaghli - atient i ' i i i i
Some patlegt? hlggllghted .that thtg bad Significantly, almost half felt they were not i?]formation ES:fent: arzxgﬁgzgceis. lié)éne patient satisfaction
news was delivered In an insensiuve or provided with enough written information. K d b y yinp :
aloof manner by some GPs or medical I , , packs would be v Having a positive mental attitude is felt necessary
staff. However, equally, many patients Few clinicians offered counselling during the useful. by patients
praised the professionalism of the staff treatment phase. \ / ) Recurrence . o ) ) .
during diagnosis Patients seemed unaware of their second Anxiety of recurrence for patients, family and Some patients’ physical relations were impaired by
) . . _ - . friends. the presence of temporary or permanent stomas.
Due to the acute emotional impact of being opinion entitiement.
diagnosed, patients find it difficult to digest Differences of opinion between medical
information once diagnosis has occurred. professionals cause anxiety for patients. ¢
; . X : _ ) v
_B‘?'”g t_prOVt":ﬁ_d thth mgreb W][_'tt_e? Laparoscopic surgery has potential recovery
Information at this stage may be beneticial. benefits over open surgery, but is not offered to - .
Many patients would welcome written all. P gery Active / Advanced Disease VRN
information on whom to contact for S o ) . Patients felt there was a lack of information about support groups, reduced gym 2" & / End of Life Care \
emotional support and also local support Elethtlalns bO: nUtr'tI'.(t)t?'Sts _ttare _afvallatz_le In membership schemes, obtaining travel insurance and diet. Patients needed to seek Subsequent . i
groups, but only a minority receive this. pgzgggf{) p:tier\1/tesry ittie written - information 1S these out themselves. Treatments There d_are ﬁottt_antlally |s§ues
. . . ) . . , surrounding palliative care options
Research on _care tracker models is Fast recovery programmes are effective, but are Recommencing employment bnngs'many issues. However', 'most patients emplqyers AII the and the communication of these to
welcomed by clinicians. not offered for all. seem to be understanding and considerate. There were positive effects of occupational issues »  patients or carers.
Younger patients are less likely to exhibit Patients seem confused about whom to call in an health staff. However, there was no protection for the self employed. highlighted Access to the latest life extending
symptoms and the perception of the emergency. They would benefit from a 24 hour Clinicians welcomed research in evaluating patients’ experiences. Some patient survey In the drug treatments.
patients at the focus group and survey was support number. This was especially true at satisfaction surveys are already in place. primary
that they are more susceptible to being weekends. Some oncology teams provide clear Having a positive mental attitude is felt necessary by patients. treatment.
misdiagnosed. information and support on this, but others do : , : . ; ;
not Some patients’ physical relations were impaired by the presence of a temporary or
. Qrmanent stoma. / K /
A |

Clinical
Incidence rates for bowel cancer have been rising since 1975.
Mortality rates are falling, but very slowly.
Colorectal nurse specialists are greatly appreciated by
patients. However, the numbers of these nurses is falling due
to budget cuts. We do not know the extent that this will impact
on medical care.
Laparoscopic surgery is not yet available everywhere,
although more people are being trained on this.
The introduction of screening programmes in the UK means
that many cases will be identified earlier than previously.
Screening uptake is approximately 50%.

Socio-Demographic
95% of bowel cancer patients are diagnosed aged 50 or
above.
More men develop bowel cancer than women.
No statistics are currently gathered on ethnicity and bowel
cancer incidence or mortality. There are huge gaps in
bowel cancer knowledge.
Some qualitative studies suggest that Asian communities
are less likely to participate in screening opportunities.
Immigrants from countries with traditionally low incidence
rates (such as many African countries) suffer from
increased incidence after moving to a higher incidence
host country.

Individual
People are reluctant to talk about bowels and bowel
cancer.
There are few support groups and little information about
support groups for patients with bowel cancer. This is a
huge issue for the vast majority of our patients at all
stages of the pathway.
Patients would benefit from more contact with CNS’s at all
stages of the patient pathway for their mental health.
Patients need more guidance and written communication
about practical issues such as diet, disability allowances
etc.
Patients seem happy with their physical treatment, but

Environmental

People had positive experiences with occupational health
workers.

Most employers were sympathetic to reintegrating patients
into work.

People within different geographical areas of the UK are
more likely than others to develop and die from bowel
cancer. Particularly high risk areas include the whole of
Wales and Scotland, the North West and the North East of
England.

Social stigma of bowel cancer, particularly among Asian
communities, has various consequences e.g. not talking
about symptoms, non participation in screening, presenting

Countries adopting ‘Westernised’ diets, such as Japan, their emotional needs are not necessarily being met. with later stage cancers, difficulties in arranged marriage
have seen increased incidence rates. Patients need mare trainina on stoma manaaement. plans etc.
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1. Background

Breast cancer is the most common cancer in the UK: in 2005 45,947 people were diagnosed
with the disease [1]. Survival rates have been steadily increasing and current five year survival
estimates within the UK are at least 80% [2-4]. It has also recently been estimated that 66% of
Scottish breast cancer patients and 67% of English patients will be “cured”, which means that
they will not have a reduced life expectancy due to a diagnosis of breast cancer [5].

The high incidence and survival rates for breast cancer have led to a large population of breast
cancer survivors® within the UK. A 2008 estimate indicates that about 550,000 women are alive
in the UK who have previously had a diagnosis of breast cancer [6]. Although many of these
individuals may no longer be receiving primary treatment for their breast cancer, it is likely that a
diagnosis of breast cancer will continue to impact on some or all aspects of their lives.

In order to provide detailed consideration of the services needed by cancer survivors, a National
Cancer Survivorship Initiative (NCSI) was proposed as part of the Cancer Reform Strategy [7].
The Initiative will be jointly chaired by Professor Mike Richards, National Cancer Director, and
Ciaran Devane, Chief Executive of Macmillan Cancer Support. The NCSI will consider a range
of approaches to survivorship care and how these can best be tailored to meet individual
patients’ needs.

As part of its role on the NCSI Research work stream, Breakthrough Breast Cancer has been
asked to map the needs of breast cancer survivors and determine areas of research to improve
breast cancer-specific survivorship services and support. This report sets out the survivorship
needs identified by breast cancer stakeholders and the relevant research questions that may
help to address such needs.

2. Methodology

Due to the large amount of research into breast cancer survivorship that has already been
carried out with breast cancer survivors, a more comprehensive picture of stakeholders’ needs
can be gained from reviewing a wide range of existing resources. Much of this evidence is not
in the public domain but can be obtained through the analysis of the results of surveys,
consultations and focus groups with stakeholders, as well as from relevant grey literature.
Breakthrough Breast Cancer contacted breast cancer charities in the UK, USA and Australia,
cancer support charities in the UK and other UK organisations whose work relates to cancer
survivorship and asked that they share any relevant evidence.

The relevant information from all the received sources [8-26] was collated and analysed in order
to determine the survivorship needs identified by stakeholders. These needs were classified
according to the relevant stage, cross-cutting theme or factor identified in the agreed NCSI
survivorship model (see Appendix, section 8). Research needs in each of these areas were
identified by determining the gaps in the information obtained. It is possible that findings from
published, peer-reviewed studies may have already addressed some of these needs, however it
is not possible to determine this from the sources used in this analysis.

! Macmillan Cancer Support defines a cancer survivor as someone who has completed initial treatment
and has no apparent evidence of active disease, or is living with progressive disease and may be
receiving treatment but is not in the terminal phase of illness (the last six months of life), or someone who
has had cancer in the past. [7]
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Following identification of the research needs, two panels of relevant stakeholders (people
affected by breast cancer and clinicians) were asked to prioritise the research via an e-mailed
survey. The results of these prioritisation exercises are also reported below.

3. Mapping the breast cancer survivorship pathway research needs
Set out below are the

« survivorship needs identified by breast cancer stakeholders

e relevant research questions that may help to address such needs
for each stage, cross-cutting theme and factor of the agreed survivorship model (see Appendix,
section 8).

3.1 Stages of the care and support pathway
3.1.1 Diagnosis

From the sources used for our analysis, people affected by breast cancer did not identify any
aspects of a primary diagnosis of early breast cancer that needed modification in order to
improve their survivorship experience. Please see sections 3.1.2 and 3.1.8 for an analysis of
the research needs relating to a diagnosis of primary and secondary breast cancer respectively
and section 3.3.3 for research needs related to psychosocial effects such as anxiety and
depression.

3.1.2 Primary treatment and clinical factors

There is a lot of information available regarding the short-term, immediate adverse effects
associated with individual treatment/therapy modalities, such as specific chemotherapy drugs or
surgical procedures. Much of these can be found in published data from clinical trials and
reviews and information from drug manufacturers [27, 28], as well as patient information
resources [29]. However, there appears to be less information available on the long-term
effects of primary treatment (see also section 3.1.6).

Within each treatment/therapy modality there are many different possible techniques or drugs
that could be offered, depending on a number of factors including tumour biology, tumour stage
and grade, co-morbidities/health status and patient choice. This means that there are a large
number of primary treatment combinations for early breast cancer. Furthermore, the side-
effects and impacts on quality of life that an individual breast cancer patient will experience are
affected by the same factors that determine treatment choice and cannot currently be accurately
predicted. The combination of these “unknowns” means that it is not possible to identify the
short-, medium- and long-term adverse effects, impacts on quality of life or survivorship needs
that an individual patient having a particular combination of treatments and therapies will
experience.

Research into this area would lead to improved, personalised information on the impacts of
primary treatment for breast cancer patients. This would potentially allow greater patient
treatment choice and could also support more specific and responsive commissioning of care
and services for patients with adverse treatment effects.
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Research questions

e What are the adverse effects and impacts of different modalities of primary treatment
(surgery, radiotherapy etc) and combinations of treatments on quality of life in the short-,
medium- and long-term?

0 Are any groups more likely to have their quality of life significantly impacted (e.g.
due to age, gender, ethnicity, other diseases etc)?

e What are the most common side effects associated with all the different possible
combinations of primary breast cancer treatments, including

0 who is most at risk?

0 when are the effects likely to occur and how long are they likely to last?
0 possible methods of prevention

0 How prevalent are such effects in breast cancer survivors?

e How does tumour biology (stage, grade, receptor status etc.) impact on health status,
quality of life and long term effects of treatment?

3.1.3 Survivorship care plan and self-management factors

From the stakeholder consultation sources used to inform this report, there was little discussion
on the self-management of breast cancer or survivorship care plans and many survivors
focussed on follow up (see section 3.1.4). This may indicate a lack of awareness or experience
of the concept of “self-management”, but is also likely to be due to the lack of investigation in
this area.

A focus group of women with gynaecological and breast cancers who had experience of follow
up care [26] expressed the view that patient-managed follow up could not be the only form of
follow up, particularly not immediately after treatment. However, there was a belief that some
individuals may choose to manage their own follow up and that for these people it would be
beneficial.

Overall, people affected by breast cancer had concerns regarding the care they would receive
at a primary care level, particularly when they were no longer being treated or followed up in
secondary care. Many breast cancer patients were unsure how much their GP knew about their
breast cancer treatment in secondary care and voiced concerns about getting rapid
referral/access to a secondary specialist via their GP. Rapid access to secondary care (either
through contacting the specialist directly or referral through a GP) was viewed as important, and
some survivors lacked confidence that they could rapidly access a specialist via their GP [19,
26].

The recently updated NICE clinical guidelines for early and locally advanced breast cancer [30]
recommend that a written care plan should be agreed for all breast cancer patients and a copy
sent to their GP. This plan should include

designated named healthcare professionals;

dates for review of any adjuvant therapy;

details of surveillance mammography;

signs and symptoms to look for and seek advice on;

contact details for immediate referral to specialist care;

contact details for support services, for example support for patients with lymphoedema.
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However, the guidelines state that this recommendation is not based on any good quality data.

Research questions

e What information and support is needed to assist breast cancer survivors to self-manage
their care, post-diagnosis?

e What specific information is needed in a breast cancer survivorship care plan? How is
this best agreed with and communicated to the patient and all relevant healthcare
professionals (such as the GP)?

e What are the best practice models for improving and joining up primary and secondary
care pathways commonly experienced by breast cancer survivors and communication
between primary and secondary care?

e What are the best practice models for rapid referral pathways from primary care back
into secondary care when survivors present to their GP with possible signs of
recurrence, secondary breast cancer or chronic/serious effects of treatment?

3.1.4 Remission/follow up

Follow up of early breast cancer patients after treatment is carried out with the aim of detecting
a local recurrence of breast cancer (in the affected breast) or a new cancer in the other breast.
It usually includes clinical examination and mammography as well as a review of ongoing
adjuvant treatment and potential side effects, and any clinical trials a patient may be enrolled in.
According to the most recent NICE clinical guidelines for early and locally breast cancer [30]
follow up should also include advice on general health, diet and exercise.

People affected by breast cancer view follow ups as ‘care after treatment’ in the form of both
scheduled check-ups and informal contact with a clinician or breast care nurse. Stakeholders
point out that it is important for them to know not only what to expect during follow up
appointments, but also what these appointments are for and why they end when they do. They
put particular importance on follow up appointments that take place with a specialist in the
secondary care setting in the first one to two years following primary treatment. However, not
all breast cancer survivors have the same views on the remit of follow up care. One focus
group involving breast cancer survivors reported that although some felt that ongoing treatment
for side effects was distinct from their cancer treatment and therefore should be included in the
definition of follow up care, others felt such treatment was part of the cancer treatment and
follow up care should be provided after this was completed [26].

Stakeholders also believe that continuity of care is important, for example seeing the same
nurse or co