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Summary:  What is the MSRGthe Macmillan Palliative Care Collaborative?

The MSRG is a group of researchers located at Southampton University who are funded as part of a Macmillan five-year Programme Grant. The primary aim of the MSRG is to get to the heart of cancer survivors’ experiences following primary treatment and identify, develop and test solutions to support self management of cancer related problems.
In 2004 Macmillan created The Macmillan Palliative and Care collaborative (MacPaCC). This is a small group of academics with clinical backgrounds drawn from five universities were brought together to take part in research around the development and evaluation of new services in advanced and incurable illness, with a particular focus on the generalist perspective. 

The support Macmillan provides for people living with cancer is underpinned by evidence and best practice wherever possible. However, we are aware that there is the need for more research in some areas of advanced disease. An analysis published by the National Cancer Research Institute (NCRI) in 2002 had revealed that research into supportive and palliative care accounted for only about 4% of direct cancer research expenditure by NCRI partner funders (Department of Health, Medical Research Council, Macmillan and Marie Curie).

Macmillan has long commissioned and used research from a range of sources, but nearly 10 years ago we decided to create an innovative new group that would be more fit for our purposes. Not only would it help to fill some of the gaps in research but also it would be focused above all on achieving better care for patients by providing evidence for service innovation and improvement.

The Collaborative

The Macmillan Palliative Care Collaborative (MacPaCC), established by Macmillan in 2003, is a group of leading researchers from universities across England and Scotland, most of whom are clinically active in primary palliative care. Several characteristics make the group different from other research groups and healthcare collaboratives:

1. The hybrid identities of its members. They are dedicated to improving care and can speak the languages of academics, educators, service innovators and clinicians.

2. A closer than usual relationship with a funding organisation. The commissioning process involved iterative and intense negotiations aimed at making the link to patient benefit explicit and clear.

3. Lay member actively involved. Roberta Lovick has continued to participate in the whole process from 2003 to the present, including decisions about both funding and communication of results.

4. Started with a “joint task”. In 2003, members were invited to undertake rigorous evaluation and research (quantitative and qualitative) into implementation of the Gold Standards Framework (GSF) for supportive and palliative care. This enabled members to gain confidence in working together and produced invaluable evidence for Macmillan and the national end-of-life care programme.

5. Collaborative behaviour encouraged. Members have regularly shared experiences, research methods, literature reviews and early results.

6. Recognised as a “community of influence”. MacPaCC is recognised as one of Macmillan’s most successful communities of influence. These are groups created and sustained over time by Macmillan in order to develop a collective voice and influence practice and policy in chosen areas. Macmillan has invested not just in members’ research projects but also in face-to-face meetings, relationship-building and support, as well as a narrative record of the group’s way of working and achievements.[footnoteRef:1] [1:  An account of MacPaCC’s achievements was published in Donaldson A, Lank E, Maher J (2011). Communities of Influence: improving healthcare through conversations and connections.] 


Achievements over time

The value of MacPaCC’s collaborative efforts – to cancer patients, Macmillan service teams, the Macmillan policy team, academics and the NHS – has continued to flow for almost a decade:

1. Research and evaluation. In the first three years alone, a national audit of GSF implementation was followed by an in-depth study within general practices, which was in turn complimented by a national survey of general practices as well as further studies of nursing roles in primary palliative care and GSF in care homes. Since then, members have continued to undertake valuable research and evaluation into primary palliative care, as this publication demonstrates.

2. Evidence made available. Within eight years, members had published over 100 peer reviewed papers and 100 presentations, along with over 30 editorials and eight book chapters - making their work available to the wider academic community as well as policy makers and service developers. MacPaCC has been a valuable resource for the National Cancer Survivorship Initiative (http://www.ncsi.org.uk/).

3. Methods and tools developed – e.g. a process (known as “PICTOR”) for visually mapping and exploring the important relationships involved in supportive care; and a tool for calculating how receptive general practices are to GSF.

4. Funding for further research. Strengthened by the Macmillan “start-up funding”, members succeeded in attracting sizeable extra grants to this under-researched field, including a £400,000 from the National Institute of Health Research.

5. A pool of expertise for today and the future. MacPaCC and Macmillan have developed a close and productive partnership, helping Macmillan to develop its own thinking and knowledge on supportive care. This means that Macmillan and other organisations can not only readily call on the group’s expertise but can also bring members in to evaluate new services (e.g. the Midhurst initiative).





Additional presentations will highlight two other key challenges: how we can support people earlier in their cancer journey (Professor Scott Murray) and  how we become more collaborative when developing new roles, including novel methods such as PICTOR (Professor Nigel King). New models of care such as Midhurst Macmillan Specialist Palliative Care Service will be discussed. Midhurst was set up to provide palliative care as a community service and provided support for people who wished to stay at home, while keeping available options for other care where needed. Our evaluation provides a qualitative and quantitative perspective on the economics and patient and carer views of this new way of providing care.
 
Macmillan wants to further knowledge in these areas and develop researchers and research teams in the areas of advanced disease. We also seek to develop research questions and to think through possible solutions, as well as craft innovative collaborations with academic colleagues, services and consultancies with niche knowledge bases. Our expert collaboratives and communities of influence help us as an organisation to move forward and respond to emerging need.


Background

In 2009, the previously named Macmillan Research Unit in Southampton was externally reviewed by Macmillan on their achievements during the funding period 2004-2009 and their plans for the next five years with a view to deciding on whether to continue the investment. It was decided that the investment should continue and the Group was renamed the Macmillan Survivorship Research Group. 

The broad aims of the research programme are to:

1. Deliver a research programme to understand restoration of health and well-being following primary treatment. 
2. Identify who is most at risk of problems and what helps/hinders restoration of health and well-being. 
3. Explore who is most likely to need support with self-management and what helps/hinders self-management.
4. Develop and test ways to support self-management of cancer related problems to enhance the lives of survivors. 
5. Find ways to include people typically under-represented in research. 
6. Identify where to target interventions and services to better support survivors.
 
Three streams of work have been established to achieve these aims. Each stream of work is summarised below and each project explained in more detail in its own Project Brief. 

[bookmark: _Toc265163016]Stream 1: Understanding recovery and self management following primary treatment 

The Group are conducting a series of studies to further understand problems experienced following primary treatment.

Key questions include:

1. [bookmark: OLE_LINK5]What are the outcomes for cancer survivors in the years following primary treatment?
2. Who is most at risk of problems, what form do these take, when do they occur?
3. What aids/hinders restoration of health and well-being following primary treatment?
4. How do people self-manage treatment related problems after treatment?
5. What are the barriers/supports to self-management of these problems?
6. Who is most likely to need support with self-management, what form should this take?
7. Where should interventions and services be targeted to support survivors?

To address these questions we began by:

a. Establishing a prospective cohort of colorectal cancer survivors (CREW cohort) to map restoration of health and well-being and assess the relative importance of personal attributes, environmental supports and resources, socio-demographic and clinical factors to recovery. 
b. An online survey of patients who had completed primary radiotherapy/chemotherapy treatment in the past 12 months to identify self-management of treatment related problems and barriers/supports to self-management. 

Project 1: Co-creating and testing interventions to support self-management
Project 2: Co-creating and testing interventions to support self-management
Project 3: Co-creating and testing interventions to support self-management

Stream 2Project 4: Co-creating and testing interventions to support self-management

The Group , in addressing aim 4 above, has developed and are in the process of testing an online resource to manage cancer related fatigue (RESTORE), bringing together clinical knowledge and lay expertise for people who have completed treatment, as one means of supporting self management of treatment related problems. This resource will offer tailored support and has been created in partnership (hence co-created) with survivors, Macmillan partners, clinical teams and academic experts to maximise its relevance and reach.

[bookmark: _Toc265163018]Stream 3Project 5: User involvement and including those typically under-represented

The Group , in addressing aim 5 above, continues to develop ways to involve people typically under-represented in research (underpinning all their research activity) particularly older people, people living in remote areas, people from black and minority ethnic groups, people with low literacy and low socio-economic status.

Findings

[bookmark: _GoBack]The programme of work concludes 31 March 2014is ongoing.

Achievements over time

The value of MacPaCC’s collaborative efforts – to cancer patients, Macmillan service teams, the Macmillan policy team, academics and the NHS – has continued to flow for almost a decade:

1. Research and evaluation. In the first three years alone, a national audit of GSF implementation was followed by an in-depth study within general practices, which was in turn complimented by a national survey of general practices as well as further studies of nursing roles in primary palliative care and GSF in care homes. Since then, members have continued to undertake valuable research and evaluation into primary palliative care, as this publication demonstrates.

2. Evidence made available. Within eight years, members had published over 100 peer reviewed papers and 100 presentations, along with over 30 editorials and eight book chapters - making their work available to the wider academic community as well as policy makers and service developers. MacPaCC has been a valuable resource for the National Cancer Survivorship Initiative (http://www.ncsi.org.uk/).

3. Methods and tools developed – e.g. a process (known as “PICTOR”) for visually mapping and exploring the important relationships involved in supportive care; and a tool for calculating how receptive general practices are to GSF.

4. Funding for further research. Strengthened by the Macmillan “start-up funding”, members succeeded in attracting sizeable extra grants to this under-researched field, including a £400,000 from the National Institute of Health Research.

5. A pool of expertise for today and the future. MacPaCC and Macmillan have developed a close and productive partnership, helping Macmillan to develop its own thinking and knowledge on supportive care. This means that Macmillan and other organisations can not only readily call on the group’s expertise but can also bring members in to evaluate new services (e.g. the Midhurst initiative).

MacPaCC is due to report on its latest round of research (2009-12) during 2012/13. 

Why is this work important?

The research programme addresses the top priority of people affected by cancer by focusing on the impact of cancer on everyday life. By focusing on the experiences of recovery following primary treatment the programme will generate new knowledge about who is at risk of problems following cancer treatment, inform the provision of more efficient and effective services and identify self-management support interventions which could enhance people’s return to productive lives following cancer.

Each project in the programme will complement other work being conducted by Macmillan. Specifically it will inform Macmillan’s activity and strategic objectives in relation to improving cancer services through Survivorship (including NCSI objectives), Life Care, Information and Support and Digital Media activities. 



