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Welcome to the Young People and Transition programme March 2012 newsletter. 
We hope that you find it stimulating and encouraging.
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The system that is meant to support young
people with life-limiting conditions and their
families is, in reality, fragmented and ineffective.
That’s what most people involved in the
programme are telling us. So, what changes can
be made in funding and other arrangements so
as to create top-level performance? 

These issues, and some exciting developments
in working together differently, were recently
highlighted at the programme’s second Learning
Network event.

http://www.mariecurie.org.uk/youngpeople


Second meeting of the Young People
and Transition Learning Network
“Usually at these kind of events people are busy defending what they do.
There has been a real willingness to learn off each other today – it’s been
really different.”
(young adult)

The second Learning Network event took place at Acorns Children’s Hospice
Trust Headquarters in Birmingham on February 2 this year, attracting people

from across the UK. Some participants had just
started working with young people and their

families and were keen to hear different
perspectives on the challenges ahead.

Others had a wealth of experience 
– and a keen insight into what 
they felt were the failings of the
current system. All showed a real
commitment to finding constructive

ways of working across the boundaries
that too often constrict and distort the

lives of young people and their families. 
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The story so far
There is growing evidence that, 
in most cases, appropriate support 
is not available for young people, 
and their families, as they move 
into adulthood.

The Department of Health has
committed £30 million to support
children and young people with 
life-limiting or life-threatening
conditions. As part of this funding,
Marie Curie Cancer Care
commissioned an in-depth study to
identify key changes needed to
improve services and care for young
people as they move into adulthood.
An illustrated booklet, Making the
Most of Life, provides an accessible
overview of the findings.

The Young People and Transition
Programme, managed by
PublicServiceWorks, builds on the
best practice found in the study. 
The programme encourages

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

•  systems that support young person 
and family-led planning, network
building and cross-agency working
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As a parent, it’s been 
very very interesting 

to hear of the 
resources out there 

that we can use

http://www.mariecurie.org.uk/Documents/HEALTHCARE-PROFESSIONALS/Innovation/teenagers-transition/making-the-most-of-life.pdf
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In welcoming the group of over 30 participants, David Strudley, Chief
Executive of Acorns Children’s Hospice Trust, commented that, “young
people need more than children’s hospices can provide. It is time to admit
to these limitations and work with colleagues to find solutions.”

Solutions soon started emerging as representatives from the programme’s
‘pilot sites’ gave informal presentations on work currently underway.

Presentations from the pilot sites

The six pilot sites have been established to learn, in detail, how to build on
our understanding of how to improve the experience of young people 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 hubs for
learning. Penarth/South Wales is concentrating on workforce development;
East Anglia is focusing on ways of combating the ‘invisibility’ experienced
by this group of young people and their families; and Newcastle/Tyneside
is exploring the practical implications of developing specialist facilities for
young adults.

North and East London – Neil Williamson, Transition Service Coordinator at
Richard House Children’s Hospice, talked about the transition arrangements
and joint thinking developing between Richard House children’s hospice, 
St Joseph’s adult hospice and other partners. Major changes have been
made to assessment procedures, with the aim of focusing on what young
people really need. Partners, including the Marie Curie Hospice, Hampstead,
are developing together community-based models of supporting young
people. Neil argued that, challenging though this is for both parents and
staff, there is a need to talk more openly to young people about the
implications of their diagnosis instead of ‘going into protection mode’. 
A London Stakeholders meeting will take place at St Joseph’s on the
morning of March 22 2012. Please register by following this link:
http://22marchlondontransitionprogramme.eventbrite.com

Avon and Somerset – Dr Nicky Harris, Medical Director of Children’s
Hospice South West, talked about continuing work on My QuOL-T, a tool
that enables young people and their parents to rate priorities on scales
they create that make sense to them (www.my-quality.net). The tool
supplements face-to-face contact and is designed to empower young
people and their families. Users are encouraged to express themselves in
their own words and to include ‘non-medical’ measures. The system is
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Network sites

It’s been 
fantastic! 
There are 

plenty of ideas 
I can steal!

http://22marchlondontransitionprogramme.eventbrite.com
http://www.my-quality.net/


web-based and generates graphs so that users can track priorities. One
parent commented, “Very easy to use, I love the graphs. I can take these
into clinic instead of having to remember what happened every time
[something changes].”

Solihull – Pat Turner, Transition Manager at Acorns Children’s Hospice,
described the work being done to build on the creative thinking that
emerged from a local stakeholder event in December 2011 which explored
how to improve transition for the area. A Snakes and Ladders themed game
is being developed to help people – young people, parents and professionals
– to engage with the ups and downs of the current system. It was agreed
that the image of a relay race – as shown on the front cover of this
newsletter – shows how the system should look; and some commissioners
have commented that they like the relay race image as it helps them to
see how the journey might work for them. However, Snakes and Ladders
was felt overall to reflect more accurately the positive and negative
aspects of current arrangements.

Penarth – Discussion was led by Dr Victoria Lidstone, All Wales Clinical
Lead for Transition in Palliative Care, Cath Thompson, Assistant Director, 
Ty Hafan Children’s Hospice, and Dr Mark Taubert, Consultant in Palliative
Care, at the Marie Curie Hospice Penarth. The background to the work is the
recognition that young people need a better service from adult specialist
palliative care services. The project focuses on upskilling staff – from the
Marie Curie adult hospice and from the children’s hospice as well as other
healthcare professionals. The starting point for development work is
identifying, ‘What do you need to know?’ Cath Thompson explained that
staff at the children’s hospice, nurses caring for teenage cancer patients,
specialist palliative care nurses and condition-specific nurses are to be
shadowed by staff from the adult hospice. The focus is always on learning
about overall care, not just physical symptoms. Mark Taubert added that
there is often a lot of anxiety from adult services and there is a need to
share learning to combat this. 

East Anglia – Jacqui Taylor, Young Persons’ Lead at East Anglia Children’s
Hospices, explained that the focus of work here is on combating
invisibility. Plans are being developed for an event on this theme on April
24 2012 in Bury St Edmonds. The feature, Becoming visible – in our own
way, on page 7 of this newsletter, illustrates the ‘High Viz’ message
emerging from work here and introduced in the December newsletter.
Young people are working with professional designers to create a new
avatar-based computer game which will illustrate lived experiences,
stories, hopes and achievements of the young people involved. A promo
will be shown at the April event. The programme team hopes that,
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Hub sites
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participating in design and music workshops, those attending the event
will be able to contribute to the further development of the game. 
For further information, please email: tapartproject@yahoo.co.uk

Newcastle/Tyneside – Lynne Young, Transition Leader at St Oswald’s Hospice,
described the challenge currently facing her: to develop a publication that
would tell the story of how and why the hospice struggled to create a new
service for young people, and with what effect. She outlined how 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 like these used to be addressed by providers working with known
commissioners in an existing web of relationships. She said this approach
is no longer possible, partly because of the sheer scale of commissioning
responsibilities and partly because of widespread fear of breaking EU
commissioning rules. The group offered constructive feedback on potential
ways of dealing with this new situation.

What is on our minds now about transition?

The afternoon took the form of an open space meeting. This is an approach
that focuses on a specific and important purpose or task, but begins
without any formal agenda, beyond the overall purpose or theme 
(see www.openspaceworld.org). In this case, the purpose was to address
the question:

•  What is on our minds now about transition?

Participants offered questions and issues that they were keen to pursue.
These topics were grouped into two sessions, as follows. 

Session 1

•  How do we engage with people/families not in hospice system? 
•  Flexibility in health packages 
•  Preparing young adults for the ‘adult world’ 
•  How to change adult services’ thinking about paediatric palliative care? 
•  How do we work with differences of opinion/aspirations between 

parents and young people? 
•  How can we get wider children’s services to engage with transition 

at an earlier time? 

Session 2

•  What is good enough? 
•  Commissioners: finding them, engaging them, making it transparent 
•  What policy proposals should the programme make? 
•  Sharing and developing good practice about befriending/volunteering 

by young people with young people 
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I’ve been at it 
a while – and 

I’m still learning
new things

mailto:tapartproject@yahoo.co.uk
http://www.openspaceworld.org/
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Stimulating and vivid discussion was followed by each group agreeing
priorities for each topic area. Participants were then invited to walk round
the different sheets of recommendations and vote for what they saw as
top priorities.

Top priorities

•  Involve GPs more/early and adult services
•  Bring in adult services to meetings 
•  Look for links/common interests/organisations that could do that
•  Flexible hubs for local areas
•  Children’s services need to prepare young person and family for changes 

that come with adulthood
•  Role models/ambassadors
•  Information/resources for parents 

To read more about how the priorities were identified, see full report on
www.mariecurie.org.uk/youngpeople. Participants each had a view about
how they would try to work on the priorities (see closing comments in
report) and incorporate them into the activities of the sites.
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The next Learning Network event will take place on
March 27, 10am to 4pm, at UH Bristol Education
Centre, Upper Maudlin Street, Bristol BS2 8AE. 

Please register by following this link:
http://27march12learningnetwork3.eventbrite.com

So much enthusiasm! 
Big ideas go nowhere 

– better to have 
small ideas that 
go somewhere

http://www.mariecurie.org.uk/youngpeople
http://27march12learningnetwork3.eventbrite.com/
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Choices4U – the
latest on the small
grants scheme for
young people
Choices4U is a small grants scheme that
supports initiatives designed to enable
young people to lead as normal a life as
possible. Young people 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, has
developed the criteria for awarding the grants and is making decisions 
on the applications received, supported by the programme team. In the
following video clip (about 2.5 minutes), panel chair, Miro Griffiths, and
panel member, Laki Kaur, discuss how they approach the task.

http://vimeo.com/35743068

To date, approximately 20 per cent of the grants budget has been allocated,
and applications are still invited. For example, grants have been made to:

•  a power football team, with aspirations to join the premier league
•  an entrepreneur needing equipment to develop his photographic business
•  a craft business.

The programme team has been struck by the qualities and ambitions of the
young people on both sides of the awarding panel. For example, one panel
member responded in the following way to an invitation from a colleague to
create a Facebook profile.

Panel member – a Facebook profile

� How did you get involved in the grants scheme?

I found out about the grants scheme through another organisation I am
involved in. The organisation put me in contact with the programme team
to find out more about what we do and what we can give to other people
and I decided there and then that I wanted to be involved.

� What skills do you have to be a grant panel member?

Over the last six years I have been involved in many organisations from all
round the country (e.g Disability Rights, local Coalition of Disabled People
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Becoming visible 
– in our own way

Across the programme, 
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”.

Please click the image above
to open the PDF.

http://www.mariecurie.org.uk/Documents/HEALTHCARE-PROFESSIONALS/Innovation/teenagers-transition/choices-4u-small-grants-scheme.pdf
http://vimeo.com/35743068
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Representative, Inclusive Education Committee Member, Sporting projects).
These organisations/projects have given me a huge insight into many areas
we may be looking towards helping. My main area of expertise is in
Disability Rights and Sport Health and Fitness and with this knowledge of
these I hope to help and get others involved in these topics too. The main
skills I would say I have and bring to the panel are that I am a great
listener, willing to help anyone, always have something to say, always look
for a positive and willing to do anything I can to benefit others.

� What are your interests/hobbies?

I have many interests/hobbies and these include..... football (Norwich City
MAD!!), powerchair football, socialising with friends, clubbing, helping
others, working, computer nerd stuff and many many more.....

� Name an interesting fact about yourself, which many people won’t
know?

I once was a Cadet for a local ATC SQD with an ambition to leave and join
the RAF.

� What are your ambitions?

My ambition now is to complete my studies and degree, from where I am
hoping to take my career down the teaching path. Once I am a qualified
teacher I hope to work with young kids and give them the best start in life.

� What is your motto/slogan in life? 

In my life I have hit so many barriers but I always find a way through. 
So my motto would be – “There's always another way”

� What is your proudest memory?

When I was in the ATC I was told I would never be able to fly a plane (due
to being a wheelchair user). This news was really upsetting news but I used
this to help prove them wrong. So I got in contact with a local flying school
and started to have lessons in flying. I am now able to fly but due to
insurance purposes I am not allowed to fly solo.

� What super-power would you most like to have, and why?

The super-power I would most like to have would have to be the ability to
control time. This way I can fit in everything I want to do and still help
everyone else in the process.
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Caring for Grace – a parent’s
perspective

Where young people have profound physical and
cognitive impairments, the prospect of transition 
to adult services is alarming for many parents. 
The following thoughtful account was given at a
local stakeholder event in Solihull in December 2011.

Let me introduce you to our daughter Grace.

She is a nine-year-old girl with Downs Syndrome and Cerebral Palsy.

Grace was born with Downs Syndrome. At four months of age, she was
admitted to Birmingham Children’s Hospital for a PDA ligation. Unfortunately,
she arrested during this procedure and suffered a severe brain injury. We took
home a very different baby to the one admitted two weeks previously. Her
smile had gone, she could no longer breast feed but was instead fed via a
nasogastric tube. She didn’t recognise us as her parents and lost the ability 
to cry. Her body was stiff; she was now suffering with epilepsy and had lost
all of the skills she had developed in her short four month life.

At 10 months of age, Grace became poorly with recurrent chest infections
and was subsequently diagnosed with Acute Myeloid Leukaemia, a form of
Leukaemia that is common to children with Downs Syndrome. She was
given a 30 per cent chance of survival at this point but six months later
she was in full remission and is still with us thankfully nine years on.

The brain injury suffered by Grace was very severe and has left her in need
of substantial care the most of which is provided by myself with support
from Grace’s grandparents, my husband when he is not at work (ie at
weekends) and respite from Acorns Children’s Hospice and Lyndon House.

Grace:

•  has no speech
•  has no cognitive skills
•  has limited (if any) head control
•  cannot sit unsupported and is a full time wheelchair user
•  has no fine or gross motor skills
•  is doubly incontinent
•  cannot feed herself (Grace is fed via a Gastrostomy because she has a 

very poor swallow reflex)
•  Does not always sleep soundly at night, needing to be turned at least 

once, and requiring medication and feed to be administered.
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•  is unable to play by herself and needs one-on-one input to do the  
simplest of things like pressing a button on a cause and effect toy. 

Grace also has multi sensory impairments and benefits massively from 
the following activities:

•  Time spent in sensory rooms which provides her with much needed  
multi sensory stimulation

•  Daily massage and physiotherapy to loosen and stretch her stiff muscles
•  Hydrotherapy to again relax her muscles and give her the freedom to 

float freely without being strapped into a piece of supportive equipment. 

Whilst all of the above is a lot of work, Grace is certainly worth it! She is 
a lovely little person to get to know beyond the disabilities. Her smile has
well and truly returned, she has likes (Adele is her current favourite) and
dislikes (she is not a rock fan…) just like anyone else and is not afraid to
express these. She is happy and content most of the time and grumpy
some of the time, and is very much loved by her family for who she is and
what she can do.

Transition

Taking one day at a time was our ‘mantra’ in the early days of life with
Grace, and very much helped us come to terms with the often traumatic
events in her life. It is still an approach we believe in, but as life for all of
us has become more stable, the more we have felt capable of planning for
the future, and the need to do this.

In this regard, transition is a worrying prospect for us. In the case of
children who will never lead independent or semi-independent lives, we
have to ask if transition (or what we understand of the term) is relevant
for them? They are unlikely to develop any further skills and will always
require the same degree of one-on-one full time 24/7 care.

What concerns us is that whilst Grace’s needs won’t change, the level of
service and respite on offer will once she reaches transition age. It is not
clear where we can go for the level of support and assistance we have
benefited from and appreciated to date. Furthermore, it is a little alarming
to think that Grace will be transferred to ‘adult’ services at a later stage 
as an ‘adult’ environment is not suitable for someone as vulnerable as her,
regardless of age.

A transition plan needs to be flexed to suit the needs of the individual.
Whilst Grace’s needs are relatively close to one end of the spectrum, she is
not alone, and consideration of the transition needs of people like her
would be a very reassuring thing.
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Marie Curie looks ahead to
consolidating work on transition

Commitment from the top

In the December 2011 newsletter, Director of Nursing and Patient Services
at Marie Curie Cancer Care, Susan Munroe, talked about why she relishes
the challenge of sponsoring the Young People and Transition Programme.  

In November 2011, Imelda Redmond CBE [IR] was appointed Director of Policy
and Public Affairs at Marie Curie Cancer Care. She is an active supporter 
of the Young People and Transition Programme. Here she explains why: 

Do you see it as part of your role to work with and for young people
with life-limiting conditions and their families? 

Marie Curie is an organisation that has a great track record in
providing or championing high quality care for people with terminal

illnesses. What is exciting about the Young People and Transition Programme
is that it gives us the opportunity to focus on enabling young people to lead
as full a life as possible and to champion a smooth transition for children
and young people themselves as they become adults and move from young
people’s services to adult services.

What in your background helps you to understand the situation of these
young people and their families?

I consider myself to have been incredibly lucky. Most of my working
life has been working with young people with disabilities and their

families or with family carers. Before joining Marie Curie I was the Chief
Executive of a charity called Carers UK; we provided support and championed
the rights of family carers. Before I joined Carers UK, I ran a charity that
provided a whole range of service to families who had children with a range
of disabilities.

How do you think that you can help?

This programme is great. I am sorry I wasn’t involved in it earlier but
I only joined Marie Curie in November last year. I hope I can help by

making sure that the messages from the programme that are coming from
young people, parents and people who work in the sector are taken to
politicians and people who have a say in the future support for young
people and their families. Hopefully, we can all learn and improve things
for the future.

11

IR

IR

IR



Newsletter, March 2012

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

12

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

June 
28, 

2012

Essential diary date – June 28, 2012

Marie Curie Cancer Care is planning a major event in London to showcase
what has been learned from the programme and to amplify the voices and
messages of young people with life-limiting conditions. A key aim is to
influence senior policymakers and, equally importantly, professionals
working on the ground.

The event is expected to attract around 200 people. They will include
young people and their carers/parents; clinicians and professionals from
health, social care and education; policymakers; commissioners; politicians;
and the media.

Participatory and interactive in nature, the event is likely to offer a number
of activity zones. There could be, for example, a research zone, a live Twitter
and Blog zone, a DVD zone, a learning zone, and so on. 

Marie Curie Cancer Care aims to plan this event along with key partners
working in the area of young people with life-limiting conditions. 

PublicServiceWorks working with Marie Curie Cancer Care

www.publicserviceworks.com

New ways of thinking and doing in difficult times

http://www.publicserviceworks.com/home
mailto:sheila@publicserviceworks.com
mailto:marsaili@publicserviceworks.com
mailto:gerry.mahaffey@mariecurie.org.uk
mailto:laura.weston@mariecurie.org.uk

