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The project – in short

Marie Curie Cancer Care is launching an important new project to gather evidence on the issues and opportunities for young people with life-limiting conditions, and for their families/carers, in managing their own best transition to becoming young adults. Marie Curie invites you to take part in the research because it very much values your expertise.   
Context

In the Summer 2010, the Department of Health created a fund of £30m to support new children and young people’s palliative care projects in England during 2010-11. One of the objectives was to develop better transition from children’s to adult services for teenagers with palliative care needs, hence the funding for this project.
Marie Curie Cancer Care is acutely aware of the Association of Children’s Palliative Care estimate that there are between 6,000 to 10,000 young people living with a life limiting condition in the UK. There is growing evidence of the unmet needs of young people as they make the transition from children’s palliative care to adult services. 
Aims and benefits
This project aims to develop and enhance Marie Curie Cancer Care’s knowledge of palliative care and end of life care needs of young people with life limiting illnesses (and their families/carers), focusing on their transition from children’s to adult services. It will inform the charity’s service development plans for 2011-2012. The project will also explore the potential for developing a strategy to meet information needs and to provide a platform for young people to express themselves.

Marie Curie expects the following key benefits from the project:

· clearer understanding of young people’s aspirations and needs will lead to better coordination of support and services across health/social care
· young people themselves will play a part in developing innovative ideas for support. 

Who is doing the work?

Marie Curie have commissioned PublicServiceWorks (PSW) to carry out this study partly because our person-centred and holistic approach chimes well with Marie Curie’s key values and priorities. PSW proposed innovative research techniques for involving young people in both expressing their views and in playing a key part in designing new support or service solutions. A cornerstone of this project is about giving choice to a group of patients (and their carers) whose transition needs are poorly understood, who are comparatively unrepresented and who may not have been enabled to express their needs and wishes at the end of life.

Who are we working with – and how might you contribute?  

We are collecting evidence in five main ways, between January and March 2011.
1.  Starting in January, we will talk with key agency stakeholders in order to capture their analysis of the principal problems – and merits – of the current policy framework and delivery system. We want to get their advice about who else to link to and how best PSW can contact young people and their families/carers. 

2.  In February, we will engage around 100 young people and their families/carers in a series of interactive events designed to explore their experience of the current system, their views of the transition process and their ideas about how to fill any gap. This phase includes ‘Open Space’ events that get into one space all of the key players – young people, families/carers, agencies, policy people – in order to get the ‘whole system’ to develop a common person-focused picture of how best to move forward.

3.  In March, a care design event will be held in which the young people (with the support of their families or carers) will use gaming techniques, to ‘design’ their desired support system. PSW will draw on these results in framing recommendations.

4.  Through an on-line workstream, young people themselves will be encouraged to have on-line conversations about their lives, the services they experience and the needs they perceive. PSW will use the conversations as an important source of data. 

5.  The last piece of the evidence collection process is an analysis of the social networks that these young people use.
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PublicServiceWorks…working on behalf of Marie Curie Cancer Care
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Sheila Marsh 07785 574896 (Evidence Gathering Lead)


Jeff Rodrigues 07711 554811 (Project Manager)













