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EXECUTIVE SUMMARY

Aims
We aimed to identify what is known and not known about the problems faced
by cancer survivors and the effectiveness of known solutions to these

problems in order to identify future priorities for research investment.

The main focus was on identifying areas of research where investment could
yield findings that could make a major impact on patient wellbeing within a

short time frame. We also highlighted some areas for longer-term study.

Methods

Two approaches to generating the required information were used:

1. A consultation with the research community, charities and statutory bodies

with an interest in survivorship research.

2. A rapid catalogue and synthesis of published research based mainly on
already published systematic reviews into (a) problems with health and
well-being of cancer survivors; (b) solutions for these problems.

Findings

Problems

The consultation process identified many potential problems for cancer
survivors. These included long-term symptoms associated with cancer and its
treatment especially psychological issues, including distress, anxiety and
depression, relationships, return to work and finance The literature review
found there was substantial evidence that symptoms such as, depression,
anxiety, emotional distress, pain and fatigue and social issues such as
employment were problems for cancer survivors. There was much less
evidence on cognitive and physical impairments, finance and relationship

problems. However, the evidence was almost all from short-term survivors,



was only of moderate quality, and tended to be in specific cancer groups,

particularly breast cancer.

Solutions

We limited our search for solutions to those which had been evaluated in
randomised trials. We found there was good evidence of the effectiveness of
treatments for the symptom of pain and moderate evidence for fatigue and
depression but not for other symptoms. Furthermore, evidence was mostly
for treatments (for example, opiates for pain) and did not address how
survivors with needs could be identified and how treatments could be
implemented. In general, there is a lack of research into innovations in
services which would facilitate self-management and the delivery of care,

information and support to survivors.

Current Situation

There has been a substantial amount of research describing many of the
problems patients with cancer experience and this is strongest in the area of
symptoms in the period that immediately follows treatment. For the common
cancers, such as breast cancer, the problems are reasonably well described.
The natural history of problems and solutions to these beyond this time

remains under-addressed.

There has been promising work on the use of Information Technology

systems to identify which patients have problems.

There has been progress in developing and evaluating systems of care to
deliver effective treatments, especially the collaborative care model — a
model of care in which a case manager (often a cancer nurse) is supervised
by appropriate specialists (which may include a psychiatrist and oncologist)
and the patient’s management is mainly delivered in primary care.
Interventions based on rehabilitative and self-management models are in the

early stage of testing.



A combination of screening using information technology and then providing
treatment for problems using a collaborative care-type model has been found

to be effective in many chronic illnesses

Recommendations

Best Buys

We were struck by the degree of convergence on which problems were
perceived to be especially important (symptoms, functioning, employment and
social well-being) and also on the relative dearth and poor quality of the
evidence available. We therefore recommend that there is a need for high
quality, large-scale research to systematically identify the needs of cancer
survivors in both the short and especially the longer term. Appropriate
approaches would be cross-sectional surveys and preferably large,
prospective cohort studies. These studies should aim to characterise the
scale of each problem and to identify who is most at risk. Qualitative studies,
perhaps nested within the large scale surveys, would enhance understanding
of the impact of problems and the ways in which people manage these.

For solutions, there is a dearth of evidence in most areas. Whilst we have
potentially effective treatments for pain, depression and fatigue, there is very
little evidence to tell us how to deliver these treatments. We recommend that
short-term wins would involve identifying obstacles to effective delivery of
already established treatments and evaluation of new methods of service
organization (such as collaborative care, telephone delivered care and guided
self-help) to deliver them. In the longer term, we need to develop
interventions to improve the functioning of cancer survivors and the welfare of

their families and carers.

It is important to note that many, if not most, of these problems are not unique

to cancer survivors and evidence gathered from other medical conditions



should be examined to see if adaptations for the cancer population can be

piggy-backed on already substantial areas of work.

Don’t Buys

We strongly recommend that funders do not invest limited research funding
into small, methodologically weak studies and on researchers without a good
track record of delivering high quality work. We strongly recommend that
greater value for money will be achieved by funding a smaller number of

well-designed large studies.

Summary

We have identified some areas where very short-term investment (less than
two years) may produce useful information. These are mainly in the
description of need using cross-sectional surveys and the identification of
barriers to the implementation of already established treatments. In the
medium term (up to five years) there is a need for prospective cohort studies
to identify who develops problems and high-quality evaluations (mainly
randomised trials) of methods of identifying and treating these problems.
Developing effective ways of delivering treatment for pain, depression, fatigue

and emotional distress are areas that could yield a good return on investment.

In the longer term (more than five years) important information will be gained
from the setting up of long-term follow up studies identifying patients who
have suffered cancer for ten years or more. Similarly, there is a need for
large-scale programs of research to evaluate interventions and their long-term

effectiveness.






