
The storyso far

should be delivered differently in order
to meet young people’s requirements as
they move positively into adulthood. 

Secondly, young people have
developed a range of creative initiatives to
improve their lives at transition. A small
grants scheme is run by a panel of young
adults, with support from the programme
team, to award small sums for young
people to do something inspiring. The
panel provides mentor support during the
application process and continues after
the grants have been awarded. Learn
about recipients of grants so far at their
marketplace stall and showcase
presentation. Other aspects of work of the
programme with young people include:

‘Developing excellence’ – a mentoring
scheme to develop creativity and
business ventures

From ‘In Vis’ to ‘Hi Vis’
Which is better? To be ignored? Or to be
given labels that close life down? Some
choice, most of us would answer. Young
people with complex health needs and
life-limiting conditions wholeheartedly
agree. 

In all the work described and
celebrated at today’s event, young people
have been clear that they want to have as
normal a life as possible. ‘We don’t want
to be invisible’, young adults tell us,
‘and we want to find our own ways of
describing ourselves’. Here are some self-
descriptions that emerged in the course of
the work: friendly, Norwich City
supporter, gamer, artist, fashion designer.

Most young people and their families
find it very hard to move from children’s
to adult services. Many aspects of this
difficulty will be discussed today; and
proposals for change will be drawn up.
Unless the voices of young people are
heard to ring through the talk, far-
reaching and significant change cannot
be made. The message from all the work
on show today is that young people and
their families need to be seen clearly at
the centre of their care and lives. When
you’re invisible (‘In Vis’), you have to fit
round systems and arrangements. When
you’re fully visible (‘Hi Vis’), systems
and arrangements have to fit round you.

Who is behind today?
This event, High Visibility, is being
organised by PublicServiceWorks on
behalf of Marie Curie Cancer Care in
partnership with Together for Short
Lives, Help the Hospices and the
National Council for Palliative Care. See
messages from the partners overleaf. 

Young People and Transition
programme
Today is the culmination of the Marie
Curie Cancer Care programme, Young
People and Transition (www.mariecurie
.org.uk/youngpeople). Funded by the
Department of Health, the programme is
made up of two phases, designed and
managed by PublicServiceWorks on
behalf of Marie Curie.

Phase 1 (January to March 2011)
focused on identifying the key issues
and experiences of young people with
life-limiting conditions making the
transition into adulthood.

Phase 2 (May 2011 to June 2012)
has trialled key findings from Phase 1 in
several ways. 

Firstly, local pilot sites (outlined
overleaf) aim to identify how the needs
and aspirations of young people can be
met directly, and explore how support

Game development – working with
experienced games designers, young
people are developing a new, 2D web-
based game based on real life experiences.

Throughout the programme, a UK-
wide Learning Network has invited
people to events to share learning, develop
ideas, and create greater awareness of the
issues faced by young people and their
families as they approach adulthood.

During the day, you will have the
opportunity to talk to people involved in
all aspects of the Marie Curie programme.
Equally importantly, you will hear about,
and be able to discuss, important projects
that have been developed by Together for
Short Lives, Help the Hospices and the
National Council for Palliative Care in
relation to improving services for young
people. For example, the STEPP project
is outlined overleaf.

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

What will count as success?
Much good work over many years has
been dedicated to tackling the problems
associated with transition. Stubbornly,
huge problems remain. The event today
offers a rare and timely opportunity to
bring words and action together to create
the impetus for significant change. 

Three key findings have emerged
from the Marie Curie programme and
other research:

The system that is supposed to support
young people with complex health needs/
life-limiting conditions and their families
is, in reality, fragmented and ineffective

This fragmentation can be prevented –
many services across the UK have found
creative and effective ways of working
together, and with young people and their
families, to create a smoother journey

The policy and funding framework is
hugely important in determining the
experience of young people as they
move into adulthood. 

These findings give rise to urgent,
focused questions that demand equally
urgent, equally focused answers.  

In facilitating this event,
PublicServiceWorks will take the same
approach as for the programme as a
whole. Dialogue is the key to effective
change; and keeping momentum to
support thinking and experimentation
offers the key to real dialogue. We intend
to get matters on the table quickly. You
will, we know, be keen to move on to
identify opportunites for the co-design
and co-production of services by young
people, families and professionals.
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What happens today?

This morning invites you
through different ‘zones’
to experience what has
been created, developed
and produced through 
the Marie Curie Young
People and Transition
Programme and the
STEPP project and other
innovative work (see
graphic). Spend your time
in a way that supports
your own interests but
also challenges you! 

You can browse and 
have spontaneous
conversations; you can
listen to presentations 
and contribute to key
debates. The focus
throughout is on what has
worked and not worked in
improving the experience
of young people and their
families. What problems
remain and what
opportunities exist? 

This afternoon takes us
from these possibilities 
to puzzles and policy
challenges. The big
question is: 

In the current 
difficult climate, 
what can and must
be done so young
people can achieve 
a decent, adult life?

Everyone here – young
people, parents/carers 
and professionals – 
will choose a focus for
discussion, to shape
proposals to influence
policy and practice for 
the future, and set
priorities to take these
forward. Along the way
we will hear directly 
from young people 
and from Paul Burstow
MP, Minister of Health. 

Today aims to take us all on a
journey that starts by recognising
that what matters to young 
people must give the lead 
to what happens as they 
move into adulthood. 
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‘Together for Short Lives is acutely
aware of the enormous challenges facing
life limited and life threatened young
people as they make the transition into
adulthood in the face of a dearth of
services available to them. We are very
pleased to be involved in this critical and
innovative  opportunity for engagement
with  those involved in influencing and
enabling the development and delivery
of services and support for these young
people, and their carers.’
Barbara Gelb, Chief Executive,
Together for Short Lives
www.togetherforshortlives.org.uk

‘The change from childhood to adulthood
brings very real challenges and we take
our responsibility in improving transition
services very seriously. Hospices have an
important role to play in addressing the
complex palliative care needs of young
people moving into adulthood. We are
committed to working with others to
establish appropriate models of care for
the future and are delighted to be a part of
this vibrant event which will make a vital
contribution to this area of work.’
Heather Richardson,
National Clinical Lead, Help the Hospices
www.helpthehospices.org.uk

‘Despite some excellent examples of
joining up teams and processes around
the UK, the experience of transition
from child to adult services is still far
too variable. The National Council for
Palliative Care and Dying Matters
coalition are very excited to be a part 
of this important, timely conversation.’
Simon Chapman, Director of Policy &
Parliamentary Affairs, National Council for
Palliative Care and Dying Matters coalition
www.ncpc.org.uk and
www.dyingmatters.org.uk

For some time now, staff and managers at
Richard House, a children’s hospice, and
St Joseph’s, an adult hospice, have been
working with young people to find ways
of bridging the gap between children’s
and adult services. With backing from the
Marie Curie Young People and Transition
programme, major changes have been
made to assessment procedures, to ensure
they focus on what young adults really
care about. Community-based models
of support are also being developed,
involving a range of partners. 

At the heart of the project is a group
of young adults who support each other
through the hard times – and push the
boat out when life is looking good.

‘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

The purpose of the STEPP project is 
to inform and resource good practice in
the health care of young people and
young adults with chronic and complex
conditions. Its focus is on: 

the transfer from paediatric to adult
health care 

the provision of ‘young adult’
appropriate care in adult outpatient and
inpatient settings

the management of medical
emergencies 

the roles and involvement of parents
in health care and decision-making
during the transition to adulthood

the role and involvement of
hospices during this life-stage.

The project is working in six case study
sites across England judged as being
examples of good practice. Young
people and young adults with cystic
fibrosis, Duchenne muscular dystrophy,
profound and multiple learning
disabilities, renal disease, and very rare
conditions are represented in the study.
STEPP is interviewing young adults,
practitioners and parents. Data on the
costs of the different models of support
is also being collected. 

The project is a partnership between
Together for Short Lives, Help the
Hospices, the National Council for
Palliative Care and a team of researchers
from the Universities of York and Kent.
It is funded by the Big Lottery Research
Programme.

diagnosis and prognosis of this kind.
Marie Curie needs to develop expertise
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.’

Susan Munroe
Director of Family and Care Services,
Marie Curie Cancer Care

Perspectives on work 
with young people

North and 
East London

Avon and
Somerset

For partners here – and in particular for
EACH, the local children’s hospice –
the focus has been on combating the
invisibility of young adults in the eyes
of most people and organisations. An
important regional event focused on
growing a relationship between adult
and children’s services, both providers
and commissioners of services.
Preparation involved interviews with
commissioners of services and local
carers. On April 24, 2012 the ‘Hi Viz’
event saw 80+ people working on
transition priorities across East Anglia.
These are currently feeding into regional
plans in local government and health. 

East Anglia

With the support of the Marie Curie
programme, St Oswald’s Hospice has
developed a publication – being launched
here today – telling the story of why and
how the hospice has struggled to create
a new service for young adults, and with
what effect. Meanwhile, times have
changed in the world of commissioning,
with huge potential impact for vulnerable
groups like life-limited young people
and their families. 

Complex challenges of this kind
used to be addressed by service
providers working with commissioners
of services in an existing web of
relationships. This approach is no
longer possible. What collaboration
now can ensure a decent quality of life
for young adults and their families?

Newcastle/
Tyneside

Pilot sites – sharing learning through
action in the Marie Curie programme

Partners – working
together for change

This event not only provided the
overall theme for today’s national
event, but work with young people
here generated ideas about
creating a new computer game.
Supported by the Marie Curie
programme, young people from
several regions have been working
with professional designers on a
game that will break new ground
in illustrating their real
experiences, stories, hopes and
achievements. Visit the hi tech
zone to see progress on this game
and give them your feedback!
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It can be quite a challenge for young
people to create and manage their
transition plan. User-friendly transition
tools being developed at this pilot site
include a tool that enables young
people and their parents to rate their
priorities on scales they create that are
meaningful to them (see www.my-
quality.net – now available as an app 
as well as online). Work is now in
progress to create an online planner 
that can help young people generate
their priorities. Designed to empower
young people and their families, the
tools supplement face-to-face contact.

In a further strand of work,
commissioners of services in Somerset
and Avon have shown real commitment
to exploring 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 after transition.

Transition throws up big challenges for
professionals as well as for young people
and their parents. Staff from adult
services, for example, may experience
quite acute anxiety about the prospect of
working with young people – a state of
mind unlikely to help the young person
in any way. Shared learning seems
essential, so a pilot project saw adult
palliative care staff from the Marie Curie
Hospice, Penarth, shadowing children’s
staff from: the T^y Hafan family hospice
for young lives; the local teenage cancer
service; specialist palliative care; and
condition-specific nurses. Support from
the Marie Curie programme meant the
shadowing activity was given
educational heft through small group
reflective sessions and specially written
learning support materials. 

It is intended to turn this work into a
Diploma module at Cardiff University,
where Marie Curie researchers are also
working with the Penarth project group
to explore adult staff’s learning needs
through a series of focus groups and a
Delphi study. For more information, go
to the research zone. Long term, the
project group aims to create a major
education package about transition. 

Penarth,
South Wales

Like the young adults in London, young
people in the West Midlands were keen to
help others as well as get the support that
they themselves need to live a decent life.
With programme support, nine young
people from the Acorns Children’s
Hospice took part in an ‘ambassadors’
training’ weekend. On March 28 2012,
the team was awarded a Tryangle
Award by the Worcestershire Council
for Voluntary Youth Services, under the
Community and Citizenship Category. 

Much creative thinking about
transition emerged from a local
stakeholder event in December 2011.
‘Snakes and Ladders’ was an image
that resonated with many; and a Snakes
and Ladders-themed conversational tool
is being developed to help people –
young people, parents and professionals
– to engage with the ups and downs of
the current system.

Solihull,
West Midlands


