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MSRG Programme Focus

1. Understanding recovery and sa@fanagement following
primary treatment for cancer

2. Developing and testing interventions to support self
management

3. User involvement and representing those typically
underrepresented.
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#1 priority: impact of cancer on

everyday life

Full report
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The research priorities of people www.bjcancer.com
affected by cancer

Macmillan Listening Study The research priorities of patients attending UK cancer treatment

Macmillan Research Unit . . .
Cliberadip of Suitliornpshos centres: findings from a modified nominal group study

] Corner!, D Wright"2, | Hopkinson?, ¥ Gunaratnam', JW McDonald® and C Foster?

!School of Nursing and Midwifery, University of Southampton, Southampton SO17 1B, UK: 2Macmillan Research Unit, School of Nursing and Midwifery,
University of Seuthampton, Southampton 5017 1B, UK: “Division of Secial Statistics, School of Social Sciences and Southampton Statistical Sciences
Research Institte, University of Southampton, Southampton SO17 18], UK

([

| Studi

;]
=
£

Members of the public are increasingly consufted over health care and research priorities. Patient involvement in determining cancer
research priorities, however, has remained underdeveloped. This paper presents the findings of the first consultation to be conducted
with UK cancer patients conceming research priorities. The study adopted a participatory approach using a collaborative model that
sought joint ownership of the study with people affected by cancer] An exploratory, qualitative approach was used. Consultation
groups were the main method, combining focus group and nominal group techniques. Seventeen groups were held with a total of
105 patients broadly representative of the UK cancer population. Fifteen areas for research were identified. Top priority areas
included the impact cancer has on life, how to live with cancer and related support issues; risk factors and causes of cancer; early
detection and prevention. Although biological and treatment related aspects of science were identified as important, patients rated
the management of practical, social and emotional issues as a higher priority. There is a mismatch between the research priorities
identified by participants and the current UK research portfolio. Current research activity should be broadened to reflect the priorities
of people affected by the disease.
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Why so important?

A Rising numbers

A 50% adult cancer patients
predicted to survive >10 years

A Living with consequences
A Unmet needs

A Living with comorbidities
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Increased recognition

A Needs of people living with and beyond cancer

At the end of it you just feel kind of left out at sea . You are

a bit kind of O6O0OK whalkeahappen
security blanket has been taken away In some ways.

You kind of miss it! | t 0s the worst thin
through, you miss having it there and the routine of it

there.

A Evidence needed to inform designand delivery of effective
services &interventions that support self-management
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Limited evidence

A Recovery of health and well -being: Very little known
about patterns of recovery from canceri how long it takes,

what it is like, who is likely to experience problems, how
can these be managed

A Supporting recovery and self -management. Limited
evidence to support people to selfmanage the impact of

cancer and its consequences on everyday life
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