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In interviews for the programme,
young people have been clear
that they want to have as normal
a life as possible. Since October,
the programme team has
been working with young
adults to explore and
expand what ‘normal life’
might mean. 

‘We don’t want to be
invisible’, young adults 
tell us, ‘and we want to
find our own ways of
describing ourselves.’

Also in this Newsletter:
Pages 2-3: The first meeting of the Young People 

and Transition Learning Network 
Page 4: Making the Most of Life booklet 
Page 5: The new small grants scheme 

Choices4U for young people
Pages 5-7: What’s happening at the pilot sites?
Pages 7-10: Marie Curie Cancer Care perspectives 

on work with young people 

Welcome to the Young People and Transition programme 
December 2011 newsletter. We do hope that you will 
enjoy reading the wealth of interesting material inside.
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First meeting of the Young People
and Transition Learning Network
‘There are so many ways of coming at these really difficult issues and
today has brought many of them together in conversation. A great deal of
work is happening!’

The first Young People and Transition Learning Network event took place 
in London, 27 October 2011, attracting attendees from across the UK.
Participants, including young people, were keen to share thoughts and
experiences with the aim of creating coherent change to support better
quality of life for young people with life-limiting conditions and their families. 

The keynote speaker, Professor Sir Alan Craft, was in an excellent position
to bring the assembly up-to-date with policy developments. Sir Alan played
a significant role in the Palliative Care Funding Review, published in July
2011; and he is a member of the Working Group which is charged with
implementing recommendations from the Review. 
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The story so far
There is growing evidence that, in
most cases, appropriate support is not
available for young people with life-
limiting conditions, and their families,
as they move into adulthood.

With funding from the Department 
of Health as part of its £30 million
commitment to help children and
young people with life-limiting or life-
threatening conditions, in early 2011
Marie Curie Cancer Care commissioned
an in-depth study to help improve
services for young people. The Young
People and Transition programme,
managed by PublicServiceWorks, is
defined by two phases with the key
aim of encouraging:

•  young people to be at the centre 
of planning their own lives and
care, and

•  systems that support young person 
and family-led planning, network
building and cross-agency working

The current phase of the Young
People and Transition programme,
described in this newsletter, explores
and builds on best practice identified
in phase one of the study.

This programme
has come at 

the right time 
– I’m hopeful

Glad to be involved in
this work – increasing
my understanding,
opening up my mind
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One of the main areas for further work, he explained, is the situation of
young people with life-limiting conditions entering adulthood. He invited
participants at the Learning Network and outside to work with him and his
team wherever possible.

‘This is a crucial time to get it right for these young people and their families.
We need to work together and we need to be facing the same way.’
(Professor Sir Alan Craft)

A brief summary of Sir Alan’s address is outlined opposite. If you would 
like to view his thoughtful and informative presentation, click on
www.vimeo.com/cass/craft
(The clip runs for approximately 24 minutes).

Listening, talking, creating

The first Learning Network event encouraged positive and thoughtful
engagement from all who attended. Creative approaches invited participants
to reflect and take part fully in listening as well as talking – a tone set that
people seemed to experience as helpful. 

In a group of around 30, some participants knew each other already, others
were glad to make new connections. The three young adults present (one
of them a personal assistant who added another, valuable perspective)
found themselves in great demand. Those commissioning and providing
services clearly valued the opportunity to ask questions and discuss issues
in a frank and open learning environment.

Group work was based on the following questions:

•  What initiatives do we know about that are inspiring a positive move 
to adulthood?

•  What issues are on your mind that you’d really like to raise and discuss?

To review outcomes of the group work, click on
www.mariecurie.org.uk/en-gb/healthcare-professionals/innovation/young
-people-transition-project/?Tab=1

Summarising Professor
Sir Alan Craft’s keynote
address
What needs to happen next?
•  2010 Department of Health 

funding of palliative care for
children and young people has
energised the sector, but still
leaves unanswered the major
problem of how to fund palliative
care for everyone

•  Health wise, everything has been 
costed except death – this is set to
change, with development of a
tariff for palliative care to be
completed by April 2015

•  Commissioners and providers of 
services will work to this tariff so it
is essential that the sums are right

•  There are strong arguments for 
combining inquiry into the
palliative care funding needs of
adults, young people and children

•  But there remain significant 
differences between the palliative
care needs of adults, young people
and children – in particular, young
people and children are likely to
need care over a much longer
period of time 

•  A definition of palliative care needs 
to be developed that is tight
enough to enable plans to be made
for measurement of outcomes, and
broad enough to ensure support for
‘normal life’ as well as dying. 

The next Learning Network event will take
place at the Acorns Children’s Hospice, 
Selly Oak, Birmingham, 2 February, 2012. 

If you would like to join in, please contact
Sheila Marsh on sheila@publicserviceworks.com
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Inspiring change with young people
The first meeting of the Learning Network provided an excellent opportunity
to launch: 

•  Making the Most of Life illustrated booklet 
•  Choices4U small grants scheme

Making the Most of Life booklet – a graphic 
summary of a long report

Earlier this year, the programme spent several months gathering valuable
and credible insight by speaking with young people, their families and the
range of professionals who work with them. What they said formed the
basis of the phase one report (see www.mariecurie.org.uk/youngpeople).

The Making the Most of Life booklet is an accessible overview of this report,
which features illustrations by Kate Charlesworth that vividly depict the
issues and make the most of often searing quotations from interviewees.
Indeed, during his keynote address at the Learning Network event, Professor
Sir Alan Craft read from the booklet and referred to the illustrations,
commenting, ‘We’ll all have come across situations like these, highlighting
the real difficulties of transition’. 

If you would like to explain to colleagues or friends why changes are
needed to support young people and their families – this booklet will help
make your case in a profound, unforgettable yet informative way.

Please click the image above 
to open the PDF.

To order a hard copies of the
booklet, email:
publicserviceworks@gmail.com

4

mailto:publicserviceworks@gmail.com
http://www.mariecurie.org.uk/Documents/HEALTHCARE-PROFESSIONALS/Innovation/teenagers-transition/making-the-most-of-life.pdf
http://www.mariecurie.org.uk/youngpeople


Newsletter, December 2011

Young people: life-limiting conditions 
but life-enhancing choices

Choices4U small grants scheme

During interviews, young people stressed their desire to live as normal a life
as possible – with opportunities for education and work, and an active social
life. An important focus of the programme now is to work closely with young
people and their families to explore and expand what ‘normal life’ might
mean for them.

A small grants programme will support initiatives geared to enabling young
people to lead as normal a life as possible. Young people connected to
organisations involved in the Young People and Transition Learning Network
are invited to apply for a grant to support them in making choices that will
help to enhance their life and inspire others. 

A panel of young adults, the majority with complex health needs, have
developed the criteria for awarding the grants and will make decisions on
the applications received, supported by the programme team. Following a
training day to prepare the young adult panel, one young adult commented: 

A confident feeling that this grant scheme will not only improve the lives of
young people with complex health needs, but it will also be good experience
for those involved in managing the project. We will learn a variety of skills,
which we can take into other areas of work after this one ends. I also think
the scheme has huge potential not only for the individuals who apply, but
also for their communities and the image of young disabled people becoming
self empowered. We have a large task ahead of us, which will be a big
responsibility; however, I am quite excited to think I can look back and say,
"I was part of this project."

What’s happening at the pilot sites?
Six pilot sites have been established to learn in detail how to build on our
understanding of how to improve the life experience of young people with
life-limiting conditions and their families. Three of the sites are developing
local networks to provide flexible support to young people and families:
North and East London, Avon and Somerset, Solihull.

The other three sites are working on a more specific focus to become a
hub for learning about: workforce development (Penarth/South Wales),
links from children’s to adult services (East Anglia) and developing
specialist young adults’ facilities (Newcastle/Tyneside). 

Progress at these sites is outlined on the following pages.

Please click the image above 
to open the PDF.
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North and East London – Considerable progress is being made on agreeing
a model for the network. A cohort of young people are being jointly assessed
by partners; and specific milestones have been developed. 

At a breakfast meeting in November, an audience of around twenty, including
commissioners of services, heard about the transition arrangements and
thinking developing between Richard House children’s hospice and St Joseph’s
adult hospice. The offer was made of two dedicated respite beds for young
adults, along with other services such as physiotherapy and complementary
therapies. 

Network members are using tools developed in the programme to create
innovative ways of engaging young people and their families in developing
plans for transition, the results of which a key worker described as
“exhilarating”. Up to 18 young people and their families will participate in
this process, contributing a rich source of information and data about
needs, desires and preferences to support future developments in practice
and service provision. The next step will be to engage local stakeholders
further at an event to be held on 16 January 2012. 

Solihull – November saw the Acorns Children’s Hospice ‘ambassadors
training’ weekend in the West Midlands (supported by this programme),
where nine young people with complex health needs were helped to
develop skills relevant to working constructively with those providing
services for young people in their position. In addition, a stakeholder event
was held on 6 December to explore how to improve transition for the area.
This produced creative work on thinking differently about the challenges of
a truly flexible response to young people and families, helped especially by
the input of one of the young ambassadors and by two parents who gave a
moving presentation of issues as they experience them in caring for young
people with profound physical and cognitive impairments. 

Somerset – It can be quite a challenge for young people to manage their
transition plan. An on-line tool, developed by the Children’s Hospice 
South West, is being trialled to help them to do this – see tool at 
www.my-quality.net. Also, a meeting on 20 January 2012 will offer a space
for commissioners in Somerset and Avon to explore the issues raised by young
people with a life-limiting condition/complex health need as they become
young adults, in order to improve their experience at and post transition.

Network sites
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Penarth – The programme is engaging with on-going mutual workforce
development taking place between Marie Curie Hospice Penarth and the
nearby children’s hospice, Ty Hafn. Training needs assessment is being
planned, alongside the piloting of a supported shadowing scheme. The
Marie Curie Research Centre at the University of Cardiff will be running
focus groups as part of the pilot.

East Anglia – Work here is being steered by an effective partnership across
children’s and adult as well as statutory and voluntary sectors. Plans are
being developed for a conference in April 2012, with a programme for
young people and family involvement in the run-up. The cover of this
Newsletter gives an idea of the ‘High Viz’ theme emerging from on-going
work here. In the run-up to the April event, the programme team are also
speaking to local commissioners and to parents of young people with
cognitive impairment so as to better understand their issues.

Newcastle/Tyneside – This is the only pilot site with a specialist Young
Person’s Unit. Other sites often comment that a specialist unit would really
help for short breaks, but Newcastle is finding some reluctance on the part
of commissioners to use their unit. The programme is providing support for
writing up the story, identifying key learning points and sharing these. 

Marie Curie perspectives on work 
with young people
Marie Curie Cancer Care is an enthusiastic participant in the Learning
Network associated with its programme, Young People: life-limiting conditions
but life-enhancing choices. There is agreement across the charity – from
senior management to those directly providing care in hospices and the
community – that the issues involved are complex and important, and that
there is much to be learned about how best to respond to them.

‘We need to learn and adapt’

Director of Nursing and Patient Services at Marie Curie Cancer Care,
Susan Munroe (SM), talks with Programme Manager, Jeff Rodrigues (JR)
from PublicServiceWorks, about why she relishes the challenge of
sponsoring the programme within the charity. 

Hub sites
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Susan, in the course of this work so far, several well-wishers have
wondered why Marie Curie – known as a provider of excellent services

for adults who need palliative and end-of-life care – seem to be edging
towards younger people and children’s services?

It is clear that many young people with life-limiting conditions are now
beginning to live longer than previously. Of course, some young people,

particularly those with cancers, do still need palliative and end-of-life care at
an early stage in their young lives. But, for many others, advances in medicine
are now prolonging life to 18 years plus – in some cases, well into adulthood.

Why is that a key issue?

Marie Curie is a charity and works within specific remits. These form
the basis of our fund-raising and our service provision work.

Currently, we focus our service provision on palliative care and end-of-life
care – which means, broadly, the expectation of death in about one year.
The age entry point for adult palliative care is 18 years.

Marie Curie applied, successfully, to the Department of Health for
funding to explore the needs of young people as they entered adulthood

– and hence the development of this programme, which started by gathering
evidence on needs and aspirations. Did the initial findings surprise you at all?

When we applied for funding, we made a couple of working
assumptions. One was that there might be a need for some

substantial investment in digitalised provision for these young people. 
But the evidence did not support that. On the other hand, face-to-face
communication has been found to be of key significance both to young
people and their families and to the many different kinds of professionals
involved in designing and delivering support and care. Which is one reason
we are supporting local networks through the pilot sites.

Given that MCCC services are overwhelmingly geared for adults, 
why should Marie Curie hospice managers and clinicians involve

themselves in the networks being developed in the pilot sites?

Well, as I said just now about young people with cancers, as part 
of the growing demand on our services, there will be increasing

numbers of young people who may well be knocking on our service doors as
they enter the palliative phase of their illness. We expect our hospice and
nursing staff –medical, nursing and managerial – to work alongside young
people, health professionals, and parents in order to identify how Marie
Curie Cancer Care can directly meet the needs and aspirations of young
people who have a diagnosis and prognosis which means that they will 
fall within our service delivery remit. Approximately 25% to 35% of those
young people currently using children’s hospice services will have a
diagnosis and prognosis of this kind. Marie Curie needs to develop expertise

JR

JR

SM

JR

JR

SM

SM

SM
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in how best to support these young people, and their families, whose
expectations and needs, in some respects, look like they may be somewhat
different from those of older people. We need to learn and adapt.

But, with the great demand for beds, what in practice can Marie Curie
hospice managers offer the networks?

As the programme team has discovered, our people are often at first
unsure of how to answer that question but, as they engage with other

colleagues and young people in the networks, they very quickly start thinking
creatively about how they can exploit any spare capacity – day rooms, gym
sessions and so on– and are now thinking about how to experiment.

And do you welcome that?

Absolutely! Within the constraints of our remit and resources, we
want our people to be as creative as they can so that they can make

a real contribution to the networks and, more importantly, to improving
the experience of these young people. 

And of course, Marie Curie has a lot of experience to offer too.

We have a huge amount of experience and expertise among all our
staff, so while we can learn from others we can also contribute a

great deal to the learning that will emerge from the networks.

What about the 60% to 70% of young people who don’t fall within
the Marie Curie remit?

The phase one report described the transition experience as ‘awful’
for most young people with life-limiting conditions. Marie Curie is

not just in the business of service provision; we also want to shape policy
and influence commissioners – after all, our chief executive chaired the
recent Palliative Care Funding Review, the implementation of which he
continues to be involved in. So we expect our clinicians and managers to
contribute to the local networks, sharing our knowledge of palliative care
and local services, and to work in partnerships with others locally to agree
who may be best placed to support the remaining approximately 60% or
70% of young people whose needs we are unable to meet directly. 

And I guess there is a broader influencing agenda?

Indeed there is. By demonstrating the effectiveness of whatever
innovative and effective approaches can be developed in the sites,

we aim to influence the strategic and tactical choices made by partner
agencies, nationally as well as locally, and by those who make and
influence policy. 

JR

JR

JR

JR

JR

SM
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SM

SM
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Complex needs deserve thoughtful 
response
Filmed at the Learning Network event on 27 October, a discussion among
three participants from Marie Curie Cancer Care offers rich commentary on
the themes outlined in the interview above. For example:

•  Gerry Mahaffey, Head of Carer Services and Engagement, argues that 
the programme’s innovative approach to engaging with young people,
their families and the professionals who care for them is likely to offer
significant learning for those concerned with improving services for people
with dementia and many other conditions involving complex needs.

•  Dr Louise Jones, Acting Head of Palliative Care Research, makes the 
case for Marie Curie to take on the role of ‘thought leader’ in complex
areas of this kind. 

•  Alexis Howsam, Business Development Manager, Marie Curie South-East,
highlights the huge recent changes in the commissioning environment,
and points out that where social needs jostle health needs in importance,
an expanded range of commissioners needs to be engaged.

If you would like to hear more of this interesting and stimulating
conversation, click on:
www.vimeo.com/cass/discussion
(The clip runs for approximately nine minutes)

PublicServiceWorks working with Marie Curie Cancer Care

www.publicserviceworks.com

New ways of thinking and doing in difficult times

Want to know more
about the programme?  
Please contact:

Sheila Marsh
sheila@publicserviceworks.com
or
Marsaili Cameron
marsaili@publicserviceworks.com

Gerry Mahaffey
gerry.mahaffey@mariecurie.org.uk

For all media enquiries:
laura.weston@mariecurie.org.uk

Charity reg no. 207994 (England & Wales), SC038731 (Scotland) P705
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