
 
 

 

 

  

This report captures the key elements of the day including 
the graphic artist’s images and the full proceedings of the 
afternoon’s group work and resulting priorities. The report 
and other materials from the event are accessible at 
www.act.org.uk/highvisibility .  
 
The report is primarily intended for participants who 
attended the event and is compiled accordingly.  
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The partner organisations in sponsoring this event aimed to gather together a balanced cross-
section of stakeholder groups together with a number of key influencers, in a highly participative 
environment, in order to: 

• present what has been created, developed and produced through the Marie Curie Young 
People & Transition Programme and the STEPP project and other related innovative work 

• share the lessons of what has worked and not worked, especially in creating local and 
strategic relationships to overcome the fragmentation & complexity of current systems 

• influence policy in the light of these lessons 

• shape practice in the light of the lessons 

• work with young people and their parents/carers as  key, active, highly visible partners of 
ways forward 

• help develop a partnership of interest to take forward and realise the benefits of the 
growing body of work on transition 

 

Thanks 
Many people made the High Visibility event a great success and the sponsoring organisations 
would like to thank them: 

Young adults and their parents/carers who made long journeys and huge efforts to take part – and 
to Neil Williamson for painstaking attention to their requirements, accommodation and comfort 

The young volunteers on the day for taking the time out to do a great job 

The PublicServiceWorks administrators, Anna and Deborah, for work and effort far beyond what 
they are paid to do! 

Jon Ralphs for his great art work and thanks for the photos (©Jon Ralphs) 

All contributors for their time and focus on their stands/presentations  

The team at the Kia Oval for their uncomplaining and willing attention to our many needs 
beforehand and on the day! 
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Opening session 

 
Miro described himself as a disabled person who has worked in disability issues since ‘surviving the 
infamous transition process to adulthood...’  He works with a variety of different organisations, 
charities and Government departments on a range of disability issues, and is the Chairperson of the 
Choices4U Grants Scheme within the Marie Curie Young People & Transition programme. Miro 
welcomed everybody and introduced participants to the concept of EBE: ‘transition can work, we see 
elements of it all over the country, but it will be pointless if it does not empower young people!  So 
today, I want to tell you about EBE, or Expert By Experience.  EBE.  You see, by coproducing with 
disabled people our services, processes and systems will empower those who are affected by it.  If 
you consider yourself to be an EBE, then please share your views and opinions today!’ 

Miro introduced Susan Munroe, Director of Nursing and Patient Care from Marie Curie Cancer Care, 
who explained how the Marie Curie Young People & Transition programme had come to be, 
especially thanking Professor Sir Alan Craft for his help and encouragement throughout. She 
commented on the learning in the process and how ideas had shifted radically as the programme 
unfolded, ably led and designed by PublicServiceWorks. She drew attention to the document 
launched the previous day at the House of Lords ‘Don’t Let Me Down’ which summarised the policy 
proposals from partners regarding transition and which she hoped would form the basis of future 
work.  

Miro then invited the group of young people doing the staged reading to take the floor to present 
‘Blowing a hole....’ featuring stories from the experience of young people in transition (some key 
elements were captured in the graphic artwork – see below). Following this powerful piece, 
participants spent time reflecting on its impact on them and especially what it left them thinking in 
terms of what they wanted the day to achieve. Their thoughts were captured as follows: 

What would you like today to achieve? 
• We want transition to be an enabling part of a journey not a separate service in between children's and 

adults services 
• A better understanding of how young people gain access to employment. 
• I want to know more about how we enable young people to make their vital contribution to society 
• We are the converted. How do we transform and convert others to achieve seamless transition. 
• Working towards a more positive future 
• A better understanding of how we can really "bridge the gap" 
• Raising awareness 
• Learn more about the full transition process 
• Improved social care not just personal care 
• Networking 
• More organisation in transition 
• Greater understanding of young adults needs 
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• To understand how nurse education could provide better education to meet transitional needs 
• Ideas for best practice 
• More support for young people in adult services 
• How to translate the positivity of young people into workable solutions 
• To have representation from a service user at our local transition group to encourage key pieces of work 

going forward. 
• A robust transition policy 
• Funding specifically for therapeutic day care jointly between young adult & adult service 
• Change. Clear. Access to support. 
• Greater coordination across all sectors 
• Powerful blow hole session. Let's hope we listen. 
• We have well developed children's and adults palliative care services but people in transition are 

different. Services and support need to be developed to meet these needs through a whole systems 
approach. 

• I want to understand the experiences of young people and what I can do to help make life easier. 
• I want to gain a better understanding of how we can make the transition process work through 

collaborative working 
• Start transition process from an earlier age, in a way that includes the young person, parents and 

relevant professionals. 
• Support for young people exploring their sexuality and related issues 
• Challenging preconceptions 
• Working together nationally, goal setting early and earmarking of adequate funding 
• Link up of health social care education services for young people when in transition 
• Increase in knowledge 
• Opening the minds of the public about the challenges of disability, the needs of young people need to be 

consider in health and social care policy but also planning in terms of transport etc. 
• Earlier intervention - do not leave until the last minute! 
• An awareness 
• Raise awareness of needs of young people going through transition and commit to meeting those needs. 
• I am grateful to be part of today's showcase 
• To galvanise action to improve care for young people 
• I would like to meet people that can advise me of their experiences in dealing with social so that I can 

use that information to improve our service delivery. 
• Networking with other care providers. Hearing young people's views 
• We would like to see universal access to a social worker throughout transition and beyond 
• A plan for continuing and gaining timely funding for this essential work 
• The process of referring client from children services to adult services and how to support families during 

transition. 
• Greater understanding of issues for transition and open discussions on problems with funding also 

learning about best practice on funding issues 
• To find out what is happening in transition for young people with duchenne muscular dystrophy 
• To have clear multi agency response to services at transition within social care, health and education 
• Think how will the new 0-25 plan identified by the SEND green paper help young people have better 

experiences of transition, aspiration and full lives? 
• Keep focus whole: re individual within their context/whole family 
• For greater commitment from decision makers to make the necessary changes 
• To have more discussions about how fragmented services crossing children's and adult palliative care 

can be more seamless and joined up 
• To have more discussions about how fragmented services crossing children's and adult palliative care 

can be more seamless and joined up 
• To make links and to share ideas 
• Greater awareness and understanding 
• A voice for young people with palliative care needs in order to meet their aspirations and goals 
• Networking to do something in practice that makes a difference...let's stop talking and make it happen! 
• Raising awareness. 
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• Enough talk let's see some action! 
• Perspective 
• Awareness of different opinions from everybody. 
• Transition as a process not a one event. The money needs to be spent it is who will hold the fund with 

the commissioning up in the air. Training and consideration re law and ethics for young people who 
when they are 18 years old can consent for themselves or parents need to apply to the courts to be a 
deputy. The themes with young people are the same when many charities ask them what they want i.e. 
the teenage cancer trust reflect similar to the things said by the young people today 

• Share experiences and knowledge and how people are finding solutions to make transition a smoother 
and more efficient process 

• Taking responsibility for the person’s transition across services! 
• Having dreams and aspirations and not being able to achieve them. 
• Increase awareness of service innovations across GB 
• Please can we make sure the work of transition in palliative care joins up with the disabled children's 

sector and their work on transition. Let's not reinvent a wheel  
• For people to see that social and leisure activities are just as important to a young person's life as any 

other aspect and therefore putting money into getting people out and about through responsive and 
adequate transport and careers and facilities 

• Commitment to working with young people. And their families. Planned care during periods of 
transition. 

• I just want a normal life again 
• Thinking about young people "as a whole" and not purely focussing on their health needs 
• Children and young people whose communication is challenged need to have a voice also. It was very 

powerful to hear how it was to be receiving care from the speaker group. Those that have a voice could 
be the link for those who struggle to be heard. We as professionals should not assume our practice is 
child focused. 

• There is either legislation or government guidance on transitional workers need to be integral in both 
children's and adult health social care services . This will need to supported in the palliative care funding 
provided to providers. 

• Discuss funding streams 
• A plan for partnership working between the relevant parties including the young adults to achieve 

successful transitions. 
• Holidays and respite are not recognised as vital and many professionals are not aware of what is 

available. There is so much out there but young people need help accessing it please look at what the 
jubilance trust offers www.jumbulace.org.uk  Real holidays and respite. 

 
 

Susan Munroe then welcomed the Minister, Paul Burstow MP, who addressed the participants, 
reflecting initially on the reading by the young people and on how it linked to what he wanted 
government policy to achieve. He acknowledged the helpful ideas in Don’t Let Me Down. His 
contribution, and the subsequent question & answer session, was captured by Jon Ralphs, graphic 
artist – see overleaf. 

http://www.jumbulace.org.uk/
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Marketplace 
Zone  

Marie Curie Young 
People & transition 
Programme/PSW 

Together for Short 
Lives 

National Council for 
Palliative Care  

Dying Matters 

Marie Curie pilot sites 
•Avon/Somerset 
• East Anglia 
• London 
•Newcastle 
•Penarth, S Wales 
• Solihull 

Choices4U: Young 
people's grant scheme 

Developing Excellence 
scheme: young 

entrepreneurs exhibit 

STEPP Project: Univs 
of York & Kent 

Louis Dundas Research 
Centre for Children’s 

Palliative Care 

UCL research 

Children’s Hospice 
Association Scotland/ 

Marie Curie 
partnership 

Preparing for 
Adulthood 

Hi Tech 
Zone 

‘Playing the 
Game’: changing 
things one player 

at a time – 
smallmouse design 
& young people’s 

group 

 MyQuOL-T: 
priority generating 

& tracking tool - 
Children’s Hospice 

South West & 
Agilemediaware 

MyFutureMyPlan: 
online transition 

planner – NHS 
Somerset & 

Somerset County 
Council with 

Agilemediaware 

Second Life as a 
tool for 

engagement in 
health – Imperial 
College London 

Debate 
Zone 

Transition is for 
services not for 
young people: it 

should be abolished: 
Prof Sir Alan Craft, Dr 
Heather Richardson 

Rights and risks: 
young people 
should decide: 

Matt , Gerry 
Mahaffey 

Between a rock and 
a hard place: 
personalised 

budgets or national 
commissioning? 

Miro Griffiths, 
Naomi Eisenstadt 

There is never a 
good time to talk 

about death.. 

Alice Fuller, Peter 
Ellis 

The focus of adult 
palliative care gets 

in the way  

Susan Hay 

Research 
Zone 

Introducing the 
STEPP project: Prof 
Bryony Beresford, 

Univ of York 

‘Living longer than 
you thought I 
would...’  Case 

study of piloting & 
commissioning a 
specialist young 

adult unit: St 
Oswald’s Hospice, 

Newcastle 

‘An escalating 
need’  Messages 

from the data 
2000-2010  by 

Univs of Leeds & 
Durham: Steven 

Bradley 

‘Transition is just a 
word’ how can 
adult palliative 
care staff  learn 

best?  – Dr Victoria 
Lidstone NHS 

Wales & Stephanie 
Sivell Marie Curie 
Research Centre 
Univ of Cardiff 

‘Trouble-makers 
and chocolate 

teapots’ Carer & 
Commissioner views 

from East Anglia – 
Fraser Serle 

PublicServiceWorks 

Showcase 
Zone 

'Limit-less, and 
Enable More!' 
Stuart Hatton, 

Shyam Chandegra 
and Alex Jordan, 

Acorns 
Ambassadors 

Team 

‘A structure and a 
push!’ Making 

partnership work 
across hospices – 

Peter Ellis & 
Heather 

Richardson, 
Richard House & St 
Joseph’s Hospices, 

London 

Choices4U: more 
than a grants 

scheme -  grants 
panel members 
talk about the 

whole experience 

‘Beyond a bath: 
what adult 

hospices can do –, 
transition team in 

East London 
describes its work  
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Presentations from the Research and Showcase Zones are available at www.act.org.uk/highvisibility  

The graphic art that captured the Debate Zone session is below. 

 

 

http://www.act.org.uk/highvisibility
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Participants were invited to nominate their most enlightening, most thought-provoking, most 
annoying, most exciting, most controversial and funniest items from the morning. The results were 
captured by Jon below: 
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Participants were then offered the chance to think about the difficult context currently for 
improving the transition experience and unblocking the blocks to good transition.  

PublicServiceWorks had developed two images from their work to help focus group discussions: a 
diagram that proposed a rounded view of a ‘decent adult life’ for young people with complex health 
needs i.e. a future focused image; and secondly a four part diagram of key blocks to good transition, 
framed by the aspirations of young people and the challenges for parents. (see below for diagrams)  

Participants chose one area of the blocks to focus on and then worked in groups to tackle these. 
Their discussions and key priorities for action follow in the next section. 

 

 

  



 12 

Group discussions on key blocks to transition  
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GROUPWORK:  PRACTICE 18 

GROUPWORK:  SYSTEMS 21 

 
Groupwork:  History/culture 
 

Space:10 

Priorities for action: 
• Cross over training between adult and children's services and both ways 

• All of the above : ESP key worker 

What was talked about: 
Moving away from medical model if haven't done already appreciating that areas/profossional/ may 
still practise by it.  

Technological support improving life expectancy so review of life plan needs explained and 
adjustments taken. Mechanical support / ventilatory support needs to be backed up by long term 
plan to support the best quality of life possible.  

Tension may arise between the older child's needs and desires of parents in dependency of 
care/outcomes. How does a young persons life move forward against possible barriers of society: 
"how does a young person smoke if they want to if they are on a ventilator?" Ethical: "just because 
you can doesn't mean you should " Seeing the individual rather than the condition" ????  

Young person should have an advocate/ champion/ key worker??? Who should be the advocate / 
champion/ key worker - ( "what happens when they go?") Could be parent: If they want to, social 
worker: might not have one, Children community nurse: too thin on ground, Family friend: Might not 
have ability, Identified transition nurse: model already being used in areas of critical care nursing e.g 
cardiac nursing. Better facility may be a "one stop shop" 
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Space:11 

Priorities for action: 
• Mind the gap - raising awareness of transition across a whole range of health and social care 

professionals. Raising issues around death, dying, loss and grief 

• Amplifying the voice of the young people in order to shape and promote the services 
available 

What was talked about: 
If can't discuss issues around death and dying, impedes ability to live. Not focussing on dying, as it's 
part of life anyway. Importance of robust training, supervision and support structures for staff and 
volunteers. Focus on how to deal with dying ourselves, so we can feel able to allow the 
conversations to happen in a 'real' way.  

Often don't let the positive voice of the young people be heard - they have a positive message to 
share.  

We send professionals out to publicise our services - why not use the voice of the young people 
themselves? 

 

Space:16 

Priorities for action: 
• Create a 'network of networks' for sharing information and expertise. Need an organisation 

to set this up. Could be something like a website or a forum like the one set up by palliative 
drugs.com. 

• Hospices and other organisations involved in the care of young adults teaching 
empowerment so that the users of the service can not only advocate for themselves 
butbcaget invited in the workings of the hospice and contributing to the education of other 
young adults. 

What was talked about: 
Keeping young adults as the focus as in the end it is their opinion that matters most.  

Discussed what the blocks are, e.g. Individual responsibility to continue to try to move forward even 
if they have previously been knocked back.  

Importance of working together and bringing together our different areas of expertise. Groups like 
this allow you to meet others who might have solutions to particular problems already. Working in 
silos still.  

Need to be more outward looking. Importance of having courage to do things for the first time, go 
one step at a time. Barriers to this might be worries about making a mistake by venturing into the 
unknown, harming young adults through a lack of experience. But have to start somewhere. Are we 
too risk averse. Again comes back to sharing experience.  
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Create a network of networks to share good practice, e.g. Think local, act personal organisation. 
Need the option to phone a friend. Could we create a database or network so if you have a problem 
related to transition then you can consult the network to get advice from the hub of information. 
This could include information from different impairment groups as well as transition experts. Use 
others knowledge.  

Surprise that the individualisation personalisation agenda is described as a block to good transition. 
This will be a target in the upcoming white paper so sad it is regarded as a block. Problem is with 
informing families about what organisations are there for them. Families not trained to manage the 
money so they give it back. Good principle but problem with advocacy. No framework to look at it in 
a holistic sense. 

Space:17 

Priorities for action: 
• Challenge assessment process- ask for the story and positive aspects from the beginning 

• Include young adults and carers in training all professionals 

What was talked about: 
Isolation because seen as different, looking at differences rather than similarities  

Style of medical training  

Survivorship  

Parents and careers as experts  

Need to challenge culture from early age How can we move forward?  

Personal budgets giving some autonomy  

Problems - involvement of multiple agencies - waiting times - having to fight for equipment and 
adaptation - focus on dying not living BUT this can be a useful pressure - uncertainty of timescales - 
making assumptions not finding facts - carer attendants taking liberties in person's home  

Prioritising the mgt of uncertainties rather than focus on the dying phase  

Professionals knowing something about the persons condition as a foundation to commencing an 
assessment ,working smartly with the resources we have. 

 

Space:4 

Priorities for action: 
• Personalisation to be rolled out for all so they can take control of their life. - education not 

ignorance. 

• The need for informed expert and comfortable advisors and practical advocates who want to 
do the job - education not want to 
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What was talked about: 
Focus on dying not living, professionals are trained and organised, psychosocial care, diminishing the 
medical model, the roles of people not just professionals. Paternalism, developing autonomy. Why 
professionals!!!  

Independent living is not a priority but independence is.  

Use of local community as a resource e.g. redundant parents, unemployed young adults.  

From the beginning we give the idea that people must have a medical model and it's about what you 
can't do rather than what you can. A culture of labelling, and hiding behind things.  

People getting, person centred, individualised - care not medical. Person not condition completely 
enforced by young people.  

An end of life care discussion should be brought up always by a young adult and not by staff.  

Flexibility vs bureacracy  

Person centred planning is seen as The way forward. 
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Groupwork:  Policy/legislation 
 

Space:14 

Priorities for action: 
• That the adult social care white paper and the Children and Families Bill have the same 

policy on transition. Government depts leading by example on working together and 
listening to what each other are doing.E 

• Priority one leads to young people knowing what will change as they become adults and 
having opportunities to develop the skills that they need. 

What was talked about: 
DH and DfE need to work together more. Not enough joined up thinking. Causes duplication of work.  

Schools further out of systems, health professionals no longer as linked to childrens services as they 
were. Every Child Matters seemed to be effective in education/social care but not reflected in health 
services. ODI original purpose to make departments work better together.  

Need for not only health, education, social services to join up, but also for different bits of health to 
work together, and know what each other is doing.  

Need to understand who is going to have education, health and social care plans -which group of 
young people will be eligible. Needs to cover all health commissioners. Commissioning assurance 
groups.  

Who will monitor how well work is joined up? How will regulating bodies be brought on board?  

Personalisation agenda. Could be a lever for services needing to join up... People power.  

Policy should be about continuity and not about everything ending and beginning on your 18th 
birthday. Should not be about services being funded from your 18th birthday but more responsive 
services.  

Policy that is about empowering young people and preparing them for adulthood, not just about 
looking after.  

Still a need to develop understanding of roles and responsibilities. Need for outcomes monitoring to 
make sure that people are focused 

 

Space:20 

Priorities for action: 
• Focus on smooth transition, perhaps with less paternalism. Providing more autonomy to 

young people 

• Equality of funding between services and collaboration between adult and children services. 
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What was talked about: 
Funding was the First issue discussed. New policy changes result in anxiety. Often difficult to transfer 
information between services.  

Often government does not know how to lead effective transition. They do not know what their 
objectives are for transition.  

Health commissioners use jargon that confuses and alienates people. We need a common language, 
so everyone knows what the objectives of government are.  

We want to see equality across the board so that it is not just the most articulate families who have 
richer care packages. Often only those in a crisis situation are provided with the most support. It 
would be great to see this across the board when the young person feels that they require the 
resources.  

Continuing care assessments are few and far between in adult services.  

We would like to see age appropriate and local services for young people.  

Services can also tend to prioritise certain conditions above others for example cancer.  

There is an attempt to deliver services to young people in adult hospices, but there are other 
statutory requirements. Other places should be considered as well, not just hospices. Fifty per cent 
of people die in hospitals, adult short break care can also be considered.  

Healthcare professionals should spend more time preparing young adults for transition.  

We should educate families. We would like to see expectations of parents managed in order to 
prepare them about the differences between children and adult services.  

Issues about children wanting to make their own decisions and take risks. This may be different to 
how parents and healthcare professionals view the situation. Balancing act between a young person 
with capacity and one without. Where do we draw the line?  

Does social care focus more on the person? How did this come about? Training was seen to be the 
answer, embedded in the ethos of social care? How can we mainstream this? 
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Groupwork:  Practice 
 

Space:13 

Priorities for action: 
• Standardising a transition into adulthood pathway with various streams built in e.g. Housing, 

lifetime key worker. 

• Fast track rule for access to resources and funding as in the 6 month rule for end of life care. 

What was talked about: 
Why did we choose practice? the area where change happens, bigger impact, more individual 
involvement.  

Transition pathway needed (will help inexperienced practitioners) Adult services attending mdt 
meetings for young adults from age 14.  

Encouraging young people to develop skills so transition isn't such a shock  

FlexibilIty of age for transition service, needs to be individualised and flexible.  

Key need for adult respite, need for provision  

Need to plan for transition even if unsure how childrens health will progress. Better transition 
planning will put 'pressure' on services to plan services (there will be awareness of numbers for 
demand)  

Continuity of care - less fragmented the better, someone to help bridge from children to adults, 
having a key worker to work with person throughout life Joint/ integrated services ( similar service in 
Ireland) If there were more trustworthy services would help with passive service users. GPs 
(continuity professionals) special interest/ champion, can be anyone from GP practice to move focus 
away from medical needs, joint with learning disabilities interest. Work with several GP practices, 
bring children together to get idea of numbers. Single point of access. 

Cheaper to work together with other services in the longer run ( costs of care community care vs 
acute care) Special budget required.  

Research - motivated by researchers interest as opposed to needs of people focused on 

Involving service users in shaping services 

 

Space:15 

Priorities for action: 
• To legislate for a common, shared transition tool to facilitate speedier decision making 

• To extend invites to members of RCGPs to future conferences such as this with a view to 
eventual statutory requirement of their early involvement in children's palliative care 
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What was talked about: 
Lack of consensus concerning definition of transition, responsible for slow decision making  

Lack of research concerning transition  

GPs remain a constant figure for families 

 

Space:1 

Priorities for action: 
• Each organisation to have a transition champion being creative in planning and involving yp 

• Mapping the services that are available 

What was talked about: 
GPs - keeping them in the loop. Positive way of involving them  

Research - funding  

Slow decision making not main issue - as long as have time to be slow. Decision reached is main 
important thing. Keeping YPs involved in decision-making process also most important.  

Being realistic with expectations - YPs to be proactive about learning about own condition. Setting 
parameters for what responsible for.  

How to involve parents as well as YPs but maybe separately? Most decision with yp but need for 
parents to be part of holistic process.  

Planning has to be long to assess how involved the child will be when a young adult - issue of ability, 
personality, what journey yp is on 

 

Space:9 

Priorities for action: 
• For all young people to have an advocate during transition period 

• Allocated key worker / professional taking the lead to utilise resources that are already 
available e.g.: hospice 

What was talked about: 
Families don't like the managed care model being provided; want control.  

Young people need to have an advocate regardless of what the parents want.  

Need to invest in what's already there instead of starting from scratch.  

Government focuses more on short term rather than long term.  

A multiagency approach should be adopted.  
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Could you have a service for young adults who were diagnosed as children? 

 

Space:2 

Priorities for action: 
• Identify the potential of the 0-25 plan for young people with palliative care to prepare for 

full adult lives - spk to Preparing for Adulthood and pathfinders 

• Answer question. Who is going to commission services for these children - specialised 
commissioning or clinical commissioning groups? 

What was talked about: 
Pooled budgets and joint commissioning needed  

Integrated health and social care personal budgets could help  

Joint 0-25 education health and care plan with joined approach to assessment - SEN green paper 
signed up to by all agencies  

Strategic vision of what a good future looks like and shared local action plan - coproduced with 
young people and families - raising aspirations  

Paediatricians should engage with GPs earlier  

Person centred single plans shared across all agencies  

Who is going to commission services for these children ? is it going to be specialised commissioning 
or clinical commissioning groups ?  

How will key worker proposals in SEN green paper help here ?  

Single plan needs to have shared IT that talks to each other  

Family representatives at funding panels and representative young people  

Should look at work done under Total Place schemes for better use of money.  
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Groupwork:  Systems 
 

Space:19 

Priorities for action: 
• Shift key worker role from front line to agency CEO or other person in senior role with 

authority- who will have to work across the system to be effective 

• Allocate resources specifically to the 'grey mess' between systems, and do so for large 
population settings -commissioning at a regional or national level 

What was talked about: 
Too clear roles equals gaps between role players -grey mess  

Role/rule breakers are crucial especially for leaders. Outcome focused job description for a few key 
people How to create SOME rule/role breakers? Google allows percentage of unallocated time  

These are wicked problems -another system will not solve it Need a new way of thinking and doing 

 Suppose we made an agency CEO the key worker for YP. Local champion  

CCGs big enough to have a decent size cohort of YP with llc  

Adult medical model makes YP see 17 different consultants And some of these specialists are only 
treating one part of me. They do not take a holistic approach in adults services a lot of the time - this 
is more present in children's services where they look at the full complexity of the person in many 
cases  

Not one model will fit local commissioners areas  

How to bring YP in to the entirety of decision making as active players? Co-production? They help us 
break rules/change mindsets. Both systems and mind sets are implicated in creating the problem. 
We need to focus on both together.  

Important to view the YP as people and individuals and to let this steer the treatments and services  

Careful of setting up a new system for transition separate to existing adult and children systems, as 
this can create new gaps and problems (as in continuing healthcare for adults). Perhaps what is 
needed is a way to link the two existing systems (reaching up/down) rather that creating a third 
system to patch the gap  

The role of health and wellbeing boards is not yet clear - but they could have an important role to 
play in managing transition issues, if they are able to take an active scrutiny role. Will they have 
actual teeth?  

Is there a place for a specific integrator role? Someone who is responsible for bridging the gaps? Any 
system will always have fragmentations - so we need to find ways to bridge these Will the current 
health reforms mean that we lose any progress that has already been made? Some areas had been 
able to pool their health and social care budgets and start to integrate these - including for YP in 
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transition. Will all this now be reset by the reforms? It is like organisations having dementia - we are 
forgetting the things we already know. 

 

Space:12 

Priorities for action: 
• Pooled budgets for noting care and better access to appropriate respite care (lodge by the 

sea!) 

• Coordinated care points - team of case managers with ability to access and coordinate 
multitude of services from children to adulthood, of services tailored to individual need. 
From child to adults. Linked to GP practices? 

What was talked about: 
Social psychological impact; peer support,; lack of cohesion in children services; service design; links 
between child and adult services 

 

Space:6 

Priorities for action: 
• To have integrated data for clinical commissioning groups that covers the full spectrum of 

services for children, young people and adults. 

• Statutory obligation for health and social care to be involved in 14 plus transition reviews 
that are already carried out by education. 

What was talked about: 
Services are not out there so age range has been lifted to 25. Oh yes there are! If adult services knew 
how many post 16s were being supported by children's hospices they may change their mind.  

Years ago adult hospices were only about end of life care, but more and more we are seeing ongoing 
palliation over very long term. Things have changed, also in children's hospices. 'we thought he 
would go into hospice and never come back. Home in two weeks.' If you weren't just about to die 
you wouldn't be admitted. That has changed towards emphasis on living.  

We need to change to definition of palliative care. Systematic international classification is a/the 
way forward. Something that resonates across young people and adult care.  

We struggle with scaling up. We can't seem to transfer the learning about how something is done for 
one person to be applied for everyone.  

What is missing is the coordination between health and social care. Timing should be based on the 
individual. If there is any chance of funding from health then social care with withdraw altogether 
and vice versa. Boils down to whether carer needs to be able to carry out assessment.  
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Consistency around entry criteria for services. CQC? Different practice locally e.g. 16 year olds 
admitted to adult services through A and E out of hours. Whether you are in full-time education 
makes a difference. Although the law is for 18s for capacity, consent etc. It is up to hospitals.  

Encourage parents to apply court of protection if they cannot get power of attorney because of lack 
of capacity of the child.  

If it was mandated that multidisciplinary teams had to meet to discuss transition. Too many 'should's 
and not enough 'must's. Could use something like the gold standard framework for GPs, tying it to 
money.  

The lack of robust data can be a big problem. National council for palliative care does have a 
minimum data set for adult hospices. Use of electronic patient records to identify referrals that have 
been refused by adult services for under 25s. This can be very powerful as a tool to persuade 
management that this is an issue.  

People making decisions on funding often do not understand what is needed for an individual. As 
children they usually have a social worker to coordinate, which then disappears at 16 or 18. Early 
liaison between adult services and children's services.  

Pilot regional transition coordinators were proposed CHUK but were not funded.  

In education transition planning starts at 14 around person-centred planning.  

The future for CCGs is to include both health and social care. 

 

Space:5 

Priorities for action: 
• Coordinated physician with expertise and interest in complex needs 

• Empowerment - independence but help and advice available if needed 

What was talked about: 
GPs sometimes unwilling to address complex needs. Concerns about future GP commisioning.  

Health professionals need to talk to each other and coordinate patient care, need for overview of 
patients' care. Focus on named practitioner on particular person?  

GPs don't currently get paid for 14 plus review. If they were to get paid, this incentive may lead to 
improving system.  

Aging population is another factor that takes up a lot of resources - but there are others with 
complex needs.  

Worth bearing in mind that on paper, GPs are often leads in care for particular patients. Also have 
knowledge of local services. Can be 'common denominator' of Medical case management. Or could, 
perhaps be nurse practitioner. How will GP practices handle complex cases that are very rare? Could 
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engage Royal College of GPs? Someone who is mandated to bring together. Engage GPs to improve 
communication for engagement 

Where is the best place to collect useful information? Gold standard framework list - could be used 
more effectively, 5 years for young adults - if person is ever on that list and has been discussed, this 
will flag them as a potential case for need of specialist care  

Question of responsibility - should GPs be responsible for people with complex needs in the 
community? Important to empower the young person. Adult services are often designed for 
independent people. Services exist that aim to gain confidence and knowledge for young people 
with complex conditions  

Could be that hospitals are given money - as long as they obtain a certain score on satisfaction 
questionnaires (filled in by anyone who comes into contact with relevant question) - as hospitals are 
in charge of care in the community. 

 

Space:3 

Priorities for action: 
• a new adult complex needs speciality for transition as a key worker to pull everything 

together. 

• GPs need to be included as someone that tracks child's support through their life. They 
shouldn't be afraid of being seen to provide specialist care. 

What was talked about: 
Legislation varies while social care is defined, all 3 agencies provide what is needed, not what can be 
afforded. Who is responsible legally? Someone has to provide help when required. Courts will set a 
precedent with tribunal trials, parents with money will set that precedent if they don't agree with 
healthcare professionals.  

There are lots of benefits combining health & education but there will be legal downsides. Schools 
don't know best, neither do parents in some cases, there are a large group of children that don't get 
the right support from their schools or parents.  

The outcome of transition is important, not the "how", but the result. Adult care changing to 
recognise things outside of treatments. There needs to be more change. Keeping the person 
involved in these decisions, it needs to be person-centric.  

Some times you just need to get the right people around a table together to communicate. There 
are emotions tied to treatments. Combining the young persons life into one piece of information.  

Having a single key worker throughout transition.  

Getting GPs involved in difficult care early and keeping them involved, but they want to hand it off to 
the "experts" because their job is too broad. But they can still be involved and connected to the 
family. Just to get some experience, in a hospice for example, the GP must have an interest for this 
to work.  
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How can adult hospices support young people? Transitioning from YP to Adult the handover is 
somewhere in the middle between the two services. Lots of models are changing in terms of respite 
or day care for example. Different packages at different hospices, it is resource driven, how to use 
the money most fairly and effectively.  

Palliative care has changed, and is still not clearly defined. Who provides specialist care? If the YP 
doesn't qualify for an adult hospice. Sme specialists are not aware of other specialists, so no one is 
taking responsibility for some. We need a new speciality set up. Medical health social education 
plans all need to link in together. The complex needs makes a lot of individual patches of care. 
Paediatricians are being forced to let go of the children they care for.  

Personal care packages where parents can choose how much support they need, how many hours 
per week etc. Personal budgets have pros and cons, depending what takes priorities especially for 
respite.  

Ring fencing money for respite. There are adult and child worlds, but also hospital vs community 
worlds. Specialists should support both worlds. You need a full team including some people to 
provide administration oversight for the various care options.  

How and where do parents fit into this, they are important and need to be included in the process 
without necessarily taking over control of transition which should be more focused on the young 
person.  

Models need to be flexible and individualised for different circumstances and needs. Standardising 
the age of transition would simplify a lot in terms of funding streams and options for care. What age 
should this be though? How do you decide this? It shouldn't be related to funding, it should be a 
personal decision.  

Increase in dialogue between palliative care and paediatricians about who can do what. 
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Priorities for Action 
Following group discussions and refreshments,  John Naudé was introduced by Miro Griffiths to 
give his reflections on the day before people voted on the top priorities.  

John is formerly Disabled Living Adviser for The Association for Spina Bifida and/or 
Hydrocephalus ( ASBAH), and completed several London and New York Wheelchair marathons in 
his youth. He is an avid wheelchair basketball player and enjoys oil painting and travel. He lives 
with his wife and son in Hampshire, working as a vicar & a disability consultant.  

John emphasised the importance of listening to young people and parents and the importance 
of them using their voices to affect what is offered and how they live their lives. 

Participants were then invited each to use 10 tokens to vote for their top priorities from all the 
proposals from groups. The results of the voting are given below.  

Rank Votes Priority for Action  
1 94 Include young adults and carers in training all professionals 

2 84 

That the adult social care white paper and the Children and Families Bill have the same 
policy on transition. Government depts leading by example on working together and 
listening to what each other are doing. 

3 81 
Statutory obligation for health and social care to be involved in 14 plus transition reviews 
that are already carried out by education. 

4 71 For all young people to have an advocate during transition period 

 
71 

Personalisation to be rolled out for all so they can take control of their life. - education not 
ignorance. 

5 69 Cross over training between adult and children's services and both ways 

6 64 
Amplifying the voice of the young people in order to shape and promote the services 
available 

7 61 
Equality of funding between services and collaboration between adult and children 
services. 

8 50 
Allocated key worker / professional taking the lead to utilise resources that are already 
available e.g. hospice 

9 49 To legislate for a common, shared transition tool to facilitate speedier decision making 

10 48 
GPs need to be included as someone that tracks child's support through their life. They 
shouldn't be afraid of being seen to provide specialist care. 

 
47 

Mind the gap - raising awareness of transition across a whole range of health and social care 
professionals. Raising issues around death, dying, loss and grief 

 
38 

Standardising a transition into adulthood pathway ( various streams built in e.g. Housing, 
lifetime key worker. 

 
36 Coordinated physician with expertise and interest in complex needs 

 
35 

A new adult complex needs speciality for transition as a key worker to pull everything 
together. 

 
33 Each organisation to have a transition champion being creative in planning and involving yp 

 
32 Mapping the services that are available 

 
30 

Hospices and other organisations involved in the care of young adults teaching 
empowerment so that the users of the service can not only advocate for themselves but get 
invited into the workings of the hospice and contributing to the education of other young 
adults. 

 
26 

Create a 'network of networks' for sharing information and expertise. Need an organisation 
to set this up. Could be something like a website or a forum like the one set up by palliative 
drugs.com. 
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26 Empowerment - independence but help and advice available if needed 

 
25 

To extend invites to members of RCGPs to future conferences such as this with a view to 
eventual statutory requirement of their early involvement in children's palliative care 

 
24 

To have integrated data for clinical commissioning groups that covers the full spectrum of 
services for children, young people and adults. 

 
19 

Pooled budgets for noting care and better access to appropriate respite care (lodge by the 
sea!) 

 
18 

Answer question. Who is going to commission services for these children - specialised 
commissioning or coo s 

 
16 

Coordinated care points - team of case managers with ability to access and coordinate 
multitude of services from children to adulthood. of services tailored to individual need. 
From child to adults. Linked to gp practices? 

 
15 

Priority one leads to young people knowing what will change as they become adults and 
having opportunities to develop the skills that they need. 

 
14 

Focus on smooth transition, perhaps with less paternalism. Providing more autonomy to 
young people 

 
12 

Allocate resources specifically to the 'grey mess' between systems, and do so for large 
populate settings -commissioning at a regional or national level 

 
8 

Identify the potential of the 0-25 plan for young people with palliative care prepare for full 
adult lives spk to Preparing for Adulthood and pathfinders 

 
7 

Shift key worker role from front line to agency CEO or other person in senior role with 
authority- who will have to work across the system to be effective 

 
7 Challenge assessment process- ask for the story and positive aspects from the beginning 

 
2 All of the above : ESP key worker 

 
2 

The need for informed expert and comfortable advisors and practical advocates who want to 
do the job - education not want to 

 
  Fast track rule for access to resources and funding as in the 6 month rule for end of life care. 
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Launching a transition taskforce 
The event concluded with Barbara Gelb (Together for Short Lives), David Strudley (Acorns Children’s 
Hospice) and Imelda Redmond (Marie Curie Cancer Care) outlining their commitment to take the 
work forward directly through a new taskforce that all participants were invited to take part in. A 
first meeting is planning for July and anyone interested in being part of this work should contact 
Together for Short Lives.  

Closing comments 
Miro Griffiths closed the day saying: 

‘If we jump in a time machine and go back twenty-five years or so, disabled people had minimal 
opportunities to voice their views on the services which affect them, they were passive in their 
transition to adulthood and expectations of what disabled people could achieve were low.  Have 
things changed?  Of course they have, disabled campaigners and activists have fought long and hard 
to ensure disability is firmly on the agenda!  Is it perfect?  Well no, but whilst we can celebrate how 
far we have come, there is still a long way to go.  Let’s not lose that momentum!  In order to create a 
system which meets the needs of a disabled person in a holistic sense, we need to do three things: 
firstly, value and include the views of those who are affected by your work; secondly, share and 
promote good examples and experiences and do not hide away from acknowledging areas or aspects 
that need improvement; and finally dedicate some time towards your own self-empowerment so that 
every person here can become champions of the disability movement.  It is so important to recognise 
that young people and their families are the experts and can lead successful, independent lives.  I’ll 
leave you with a quote, perhaps your homework can be to find out who said it…”When you meet a 
disabled person, respect their age and should you be made aware of it, acknowledge their 
impairment; but over all that, focus on their skills and talents and consider them a valued member of 
their community with roles and responsibilities to help with the functioning of our society.” 

Thank you for your contribution today, all of you keep up the good work!’ 
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