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Purpose of the day 

To deepen understanding, share learning and stimulate greater public and 
professional awareness of the issues faced by YP with LLC/complex health needs, 
and their families.  

'we want to find our own ways of describing ourselves' 
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Outline of the day 
 
Morning Session 

� Introduction 
� What matters to all of us? 

Workshop Options 
- What is good transition? (Sheila Marsh and Ian Hart) 
- What do we need to do to get commissioning right? (Fraser Serle and 
Stephanie Graham) 
- How can we raise & keep up the visibility of young people? (Roma Iskander 
and Deborah Vittori) 
- Playing the Game? (Belinda Sosinowicz and Steve Woodward) 

 
Afternoon Session 

� Introduction 
� Café conversations 

Voting on top priorities  
� What next? 
� Close 4pm 
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 Notes from the workshops 
 

 
What is good transition? 
 
What does it mean to you? 
 
� Variable:  Areas 

                 Authorities 
                 Services 

� Legislation: Childrens 
                    Adults 

� Disjointed:  Own little words 
 
What to do about it? 
� Back to basics � Information sharing  

                        � Information hub 
� Joined up working: Early planning / holistic assessment / connected / signed up 
� Young People: Get their views / Reviews / Preparation / Raise expectations / 

Advocacy 
� Transition should be a positive experience not a nightmare 
� Key worker – link / bridge � resources 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
What is “good” transition? 
 
� Realistic 
� Information Hub, delivering information at the right time 
� Process – joined up 
� Commitment from professionals in services: 
      - Clear pathways – but flexible to meet inconsistent need / one size does not fit all 
      - Defined expectations. Both from family and professionals.  



 
    
 

 - 6 - 

      - Set timelines for work to be undertaken. 
      - Back-up / contingency plans in it should fail 
� Information – do they know there is help out there 
� Early planning between services – holistic assessment across agencies 
� Person centred planning  
� Transition not just services but also becoming an adult 
� Enabling relationships, developing trust 
� Supportive care activities 
� A transition agreement 
� More resources and people to do it – someone with time to coordinate 
� Joint working amongst professionals instead of silos.  
� Early planning and holistic assessment 
� Working with the YP and their families/carers, good PCP 
� Clarity on Adult / Children legislations, policies and guidance – handbook?? 
� Advocacy 
 
How can we raise and keep up the visibility of young people? 
 
� To open up opportunities for them to challenge public perceptions – and impact 

on their lives 
� A campaign day planned by young people which could capture different activities 

like: Flash mob; Film (shorts, w/shop e.g. Jimmy Teens TV); a petition; rap, poem, 
gaming competition? 

� Use of social media like Facebook, Youtube  
 
 
What do we need to do to get commissioning right?  
 
Three priorities for consideration to ensure good c ommissioning are: 
 
1.    Commissioners to ensure that young people and  their families are 
involved and central to the commissioning process   
2.    Be clear about what outcomes that providers a re commissioned to 
deliver and monitor this 
3.    Create some form of transition commissioning role to ensure 
commissioning is joined up 
 
Prior to the High Viz event , Fraser Serle of Public Service Works attempted to 
identify relevant commissioners for young people with LC/complex health needs.   
Fraser Serle has a commissioning background but still found this a challenging task.  
 
‘Trying to track down commissioners of health and social services that young people 
with life limiting conditions use was a challenge. Services are commissioned by a 
plethora of PCTs (soon to be CCGs), city councils, county councils and borough 
councils plus  there is also specialist commissioning provided on a regional basis; 
there is no consistency across the 6 counties in the way in which commissioning 
structures are organised therefore the specific department, team or individual with 
responsibility or an involvement in commissioning services for these young people. 
This did not make it easy to track down the right people to speak with. As there is no 
substantive list of commissioner some people may have been missed!’ 
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9 commissioners agreed to be interviewed.  
 
Fraser also interviewed 5 parents, who generously agreed to spend time talking 
about their experiences. 
The workshop heard a brief feedback from these interviews, and the difference 
experiences and perspectives that emerged.   
 
The workshop was about exploring how we could ensure good commissioning for 
these young people and their families.  Participants shared their experiences of 
where it did and didn't work.  There was a feeling that may young people and their 
families fall through the gap as adult and paediatric services do not work well 
together, plus there is even less synergy between NHS providers and local authority 
services.  The move to personalisation with young people and their families holding 
individual budgets and the changes to the commissioning structures within the NHS 
will make things more complex. 
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Playing the Game 
 
A participatory workshop for young people with complex health needs and life limiting 
conditions, their families, carers and professionals, to take part in activities to inform 
the development of the Strengths Game…. 
 
Outline 
Participants were able to 

1. View a PPT with the outline of the game so far: 
The game is being developed by a core group of young people identified from 
the main project, and 2 professional games designers. Theirs and other young 
people’s stories and experiences inform it. 
There will be 3 main levels that are targeted towards different age ranges from 
8- 12, 12-18 and 18+. 
. 
The encounters for the game will be based on real life experiences of 
transition, adversity, barriers and positive experiences, including funny and 
difficult situations. 
 
The focus of the game is to amplify the lived experience of young people with 
complex health needs: raise awareness of the reality that living with complex 
needs is, but making the experience fun, dynamic, informative, experiential 
and ‘addictive’ to play. 

 
2. Create Game Characters 

Informed by strengths, i.e. each character starts off with 3 strengths. They 
have to build up/ win strengths in order to negotiate some of the barriers. What 
could a character look like? Colours, textures, shape, human, abstract. Should 
it import own faces? What about the issue of illness, moving away? 
Using collage and mixed media and use of recognised strengths cards to pick 
out 3 strengths they felt the character could own at the start of the game 

 
3. Play existing play station and Internet games to comment on the style, so that this 
could inform the game 
 
4. Input some general ideas 
 
Outcomes 
About 30 people attended the workshop throughout the day. 

3 characters were developed e.g.  
Character 1: Has strengths of: 

• Appreciation of Beauty 
• Gratitude 
• Fairness and forgiveness 
And has a ‘guide/ angel by their side to talk to and share experiences 
(similar to the Greek Daemon idea) 

 
Some ideas included: 

• Challenges around managing carers or something similar. Resolving issues, 
creating boundaries, communication. 
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• Access to buildings in game e.g. if in wheelchairs, can the character fly/ 
teleport, be able to pick up or win equipment 

• Realistic- wheels and equipment so players gain a sense of what needs to be 
carted around on a daily basis. 

 
Participants played 4 games: Limbo, Little Big Planet, journey and auto theft and left 
their views.  
 
Future ideas 
IPhone/ android platform- better interface for 2D platform game than a bigger screen/ 
PC/Mac. E.g., Code masters, “Dizzy “games, re- released on iPhone 
 
What Next? 
The ideas will be fed back to the games designers who will develop the technology to 
incorporate the ideas with the stories we have captured so far. This will form the 
basis of visual storyboards from which to develop the game. Four young people we 
have identified with appropriate skills, will work with the designers on the game, the 
game design, character clothing, flash animation processes and developing the 
music. 
 
You can view progress on 
http://strengthsgame.wordpress.com/  
 
  
Top Priorities from Café Discussions 
 

 
 
During the Café Discussions session, participants identified and discussed the 
following topics. 
 
- Identifying and addressing training needs of adults receiving services  
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- Children and adult services need to stop playing ping-pong about whose 
 responsibility it is to make provision 
- Why is it happening?  
- Establishing clear roles and responsibilities – how do we ensure paid people always 
work for young people? 
- How do we get: children’s services and adult services to plan together and deliver 
responsibility? 
- Involving GPs from young age and GP vs Paediatrician 
- Why does everyone have person centred reviews? 
- How can we ensure we share best practice and learning effectively? 
- What does the young person aspire to and how can this be supported? Who will 
fund it? Who will see it through? 
- How do we stop indecision by Commissioners having a negative impact on 
aspirational young people with disabilities? 
- A clear pathway for transition with the young person, their family/carer at the center 
of information, relationships, trust and actions 
- If we can’t get young people and their families to an event designed to give them 
higher visibility, how do we hear the voices that we need to hear?  
 
(N.B. Due to an unfortunate turn of events, young people registered to attend the event faced 
transport glitches, illness on the day and/or other such unpredicted impediments which regrettably 
stopped them attending the High Viz event) 
 
Top priorities were drawn from the discussions and participants voted on their 
importance. The names listed alongside the priorities indicate who is interested in 
working on what priorities.  
 
Top Ten 
 
Joint core management between Adult and Children’s services 
32 dots (Jaqui Taylor, Pete Maxey, Luisa Orlandi, Debbie Kelly, Jenny Peryer) 
 
Put the young person at the centre – what ever you are doing. 
29 dots (Jacqui Taylor, Peter maxey, Kit Ceccori, Sue Cheswath, Tricia Palma)  
 
A key person to work through the transition process  from 14-25 years 
23 dots 
 
Develop a clear pathway 
21 dots (Luisa Orlandi, John Hunt, Samanthe Morrison, Diane Henty-Blows c/o Jo 
Leek, Tracey Cogan, Marion Corner, Tricia Palma, Jenny Peryer) 
 
Building relationships of trust across all stakehol ders… get out of your silo! 
18 dots (Jaqui Taylor) 
 
Start preparing young people for adulthood at an ea rlier age, recognizing the 
need to work in an age appropriate way using person  centred approaches. 
17 dots (Jacqui Taylor, Peter Maxey, David Rushton) 
 
Have a joint commissioning approach (even if only f or transition purposes?) 
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16 dots 
 
Designated young people day in adult day hospice se tting (as rolling 
programme) to assist in transition to adult service  and increase staff 
confidence in managing the needs of young people (p lus family respite for that 
period). Deborah Kelly 
10 dots (David Rushton) 
 
Training young people in managing as much of their own care as possible to 
promote independence  
9 dots (Jaqui Taylor) 
 
Rest of the priorities… 
 
 
… Realistic and honest delivery of 
info from children services (avoid 
setting up unrealistic expectations). 
8 dots 
 
Set realistic criteria with realistic 
expectation from parties involved. 
8 dots  
 
Commissioners committing to the 
process  
8 dots   
 
Need trained, skilled, independent  
professional communicators to 
enable young people/ families to 
express their feedback, ideas, 
wants, needs etc. 
8 dots (Karne Alred) 
 
Enforcing good practice ie. Ofsted 
CQC 
7 dots  
 
Organising accessible events that 
are relevant to young people – 
transport/ care/ involvement/ venue / 
what’s in it for me? 
7 dots (Jacqui Taylor, Peter Maxey)  
 
Sharing learning/ best practice – 
putting mechanisms in place eg. 
online forums, website, focused 
learning/ best practice events. 
6 dots  

 
Keeping it person centred/ holistic  
5 dots (Jacqui Taylor) 
 
Involvement of all professional to 
ensure process happens. 
4 dots (Samantha Morrison, Marion 
Corner, Pete Maxey)  
 
All parties are aware of realistic 
options 
4 dots 
 
Develop different techniques to 
engage with young people 
4 dots (Jaqui Taylor, Kit Ceccorri, 
Pete Maxey) 
 
Monitoring outcomes/ actions of 
person centred review using Red, 
Amber, Green. 
3 dots 
 
Breakdown barriers between 
professional bodies to share 
information gathered. 
3 dots (Jacqui Taylor, Samanthie 
Morrison, Kit Cecconi, Marion 
Corner, Diane Henty- Blows c/o Jo 
Leek 
 
Appropriate partnership working 
2 dots 
 



 
    
 

 - 12 - 

Lead GP within surgery should 
become more knowledgeable 
around Children and Young People 
with Complex needs. 
1 dot 
 
By taking transition seriously eg 
time, space, resources allocated. 

1 dot (Jaqui Taylor, Samantte 
Morrise) 
 
Develop a website to enable patient 
stories (anonymously) and with 
links to services available. 
1 dot 

 

 
 
 
Promises from Pledge Cards 
 
Participants were encouraged to fill out EACH High Viz pledge cards at the end of the 
day. Here is what they pledged to do:  
 
I promise to …  
 

� Work with young people and make sure their needs, a s well as those of 
their parents / carers are heard and taken into acc ount:  

- Continue to enable young people to make their own choices in day to day life. 

- Continue to seek the views of children, young people, parents and carers in order to 
understand how to make transitions a positive experience for them. 
 
- Continue to work collaboratively with professionals and young people, increasing 
their knowledge of transition process. 
 
- Work collaboratively across EACH sites to arrange youth groups – both for fun & to 
act as a support forum. 
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- Work towards developing young adult & young persons’ specific activity / days 
throughout our hospice. 
 
- Commence personal transition plans with my clients. 
 
- Take the first step in implementing Person Centred Planning approaches in EACH. 
 
- Encourage extensive engagement with children and families to understand their 
views when leading developing commissioning practices with GPs and to supporting 
the development of Norwich CCG. 
 
- Ask you (YP) what you want (and listen). 
 
- When working with young people listen to what they want, their views. Ensure that I 
endeavour to work with them and ensure they have a clear realistic / achievable 
pathway.  

- Ensure that young people are offered creative opportunities to learn skills to prepare 
them for adulthood and to put them at the centre of all the work we do. 
 
- Put the young person and their family first and let them have a voice. As I work as a 
volunteer at the TreeHouse I would like to see volunteers give more responsibility so 
parents can leave them with us for a much needed coffee or meal.  

- To continue to work with young people, families and schools and be pro-active 
within their transition plans in education and health.  

- Support individuals, families, groups, and organisations to develop a person-centred 
outcomes for young people. 
 
- Take the key 5 outcomes from today and communicate this with management and 
my service. Keep the young person in the centre of whatever I am doing.  
 
- Always ask the young person what they want, not just the parents. No matter how 
difficult. 
 
- Within 1 year EACH will have adopted P.C.A in our work.  
 
- Continue to listen to families, children and young people and endeavour to act upon 
what they want. 
 
- Start devising ways of gathering meaningful patient feedback to inform service 
development.  
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- Continue to work with young people and families within a multidisciplinary approach 
and to develop methods with them to enable their voices to be heard.  

- Encourage the growth of young people team at EACH TreeHouse, increasing and 
supporting Young People and their families.  

 

� Engage with commissioners:  

- Ensure transition is on the work programme for specialised neurological conditions 
and services, transferring to the National Commissioning Board from April 2013. 
 
- Feedback to the commissioner about the day and engage in getting their 
commitment to these processes.  
 
- Discuss with commissioners today's outcomes. 
 
- Feed the key priorities for transition into the children's outcomes forum work 
nationally.  
 
- Speak to commissioner about current unmet needs in SLT. 

 

� Create / develop pathways for transition:  

- Continue working with EACH and TYA transition. Find our county transition 
manager. Work closely with CCG on defining a pathway. Patients always at the 
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centre of what we do.  
 
- Develop a local hospice network to focus on transition in Suffolk with colleagues.  
 
- Liaise through my team lead to negotiate protected transitions work time. To 
continue transitions pathway work within transition groups. To liaise formally / 
informally with service users re transition.  
 
- Develop health pathway for transition and share it within community service.  
 
- Focus on preparing young people earlier for transition by building more activities 
offering soft stalls into all development strategy.  
 
- Ensure that transition plans are commenced at the age of 14.  
 
- Participate in thinking about a clear pathway for transition.  
 
-Continue to develop a pathway and processes to ensure that young people do not 
slip through the net between CYP and ACS.  

 

� Develop relationships between different services / agencies:  

- Develop better relationships with both acute and community services to raise the 
profile of young people in transition. And to invite young people who have 
transitioned back to meet the ones who are about to. 
 
- Raise the issues and top priority areas with the regional ADASS and ADOS network 
from today. 
 
- Work with colleagues to develop planning of communication systems for PMCD 
transition into post school provision. 
 
- Explore joint working across agencies.  
 
- Share information with colleagues at all levels – need for joint working. Adults & 
Children.  
 
- Liaise with GP surgery regarding  continuing the health checks next year. Discuss 
lead GP. 
 
 - Explore further what services / care settings are available for young clients with 
complex care needs locally.  
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- Build on links with other professionals around transition.  
 
- Endeavour to encourage paediatricians to allow GPs to take on more care of 
clients.  
 
- Build / improve mutual understanding of roles and responsibilities with health 
colleagues.  
 
- Actively promote joined up working for transition for young people with complex 
health needs.  
 
- Email colleagues in EACH with a view to meeting and taking actions forward on 
joint work between adult and child hospices.  
 
- Celebrate the positivies and amazing it seems to have all these people in this room.  
 
- Continue to push boundaries so more integrated working happens.  
 
- I promise to make contact with the transition team for my area and share today's 
message with other provider managers / services. 
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Children and Young People’s Outcomes Framework – Ha ve Your Say 
 
� Attend or host an event – there are events across the country for 

representatives of professional, children, young people and other service user 
groups 

� Post your views on the website at 
http://healthandcare.dh.gov.uk/category/children 

� Download a feedback form from the website at 
http://healthcare.dh.gov.uk/category/children/ and send it to 
childrensoutcomesforum@dh.gsi.gov.uk  

 
 
 Delegates List 

 

First Name Last Name Job Title Organisation 

Eva Alexandratou 
Head of Children's Joint 
Commissioning Cambridgeshire County Council 

Karen Alred 
Community Staff Nurse Children with 
Disabilities 

East Coast Community 
Healthcare CIC NHS 

Jill Barton Community Development Officer Babergh District Council 

Madeline Bass 
Clinical Lead and Day Services 
Manager St Nicholas Hospice Care 

paula benneworth Senior Project Worker Scope/Activities Unlimited 
Rich Blake-Lobb Development Officer SCC 

Katy Blessett 
Senior Additional Needs Personal 
Adviser Peterborough City Council 

Margaret Bowen Paediatric Palliative Care Nurse  Cambridge Community Services 
Jake Bright None None 
Helen Brocklehurst Childrens community Nurse  NCH&C 
Dawn  Brown Service Manager - Acute Services South Essex Partnership Trust 

Angie Buggs Facilitator 
Futures Unlimited Suffolk County 
Council 

Johnathon Byrne 
Disability campaigner and Youth 
Development Facili 

Norfolk Coalition of Disabled 
People 

Linder Carnegie Assessor peterborough regional college 
Gary  Cassey Managing Director Cass Productions 
Sue  Chesworth Director Lapwing Suffolk 

Tracey Cogan 
Deputy Regional Director for Child 
Health and Well NHS Midlands and East 

Victoria Coke Paediatric Physiotherapist Suffolk PCT 

Tina Collett 
Future Business, Marketing and 
Student Enrolment O Hinwick Hall College 

Nicholas  Crippa Lecturer and Coordinator Peterborough Regional College 
Stuart Cuppelditch Project Manager Cass Productions 
Suzanne  Davis  LLDD Officer Essex County Council 
paula dowell Transition option cordinator Essex County Council 
Josie Dwyer Head of Palliative Care Services EACH 
Kim Dyson Senior Youth Support Worker SCC Integrated Team 12+ 
Laura Eldridge Senior Paediatric Physiotherapist Suffolk Community Healthcare 
Steve Embleton Senior Transition Coordinator Peterborough City Council 
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sharon  fradley Transition lead Norfolk County Council 
Cassie Friend Actor Theatre 

Karen Gallacher 
Assessment and Transition Co-
ordinator Hinwick Hall College 

samantha gillings-taylor Clinical lead LD CAMHS 
Norfolk and Suffolk Mental health 
foundation trust 

Deirdre  Ginnity CAMHS Commissioning Manager 
Hertfordshire Joint 
Commissioning Team 

Stephanie Graham Care Manager EACH 
Jo Hall Sensory Development Worker Thurrock council 
Ian Hart Trainer/Consultant Ian Hart Associates 
Gill  Hodgkin Transition Co-ordinator Scope - Orchard Manor 
Lynda 
Houghton Houghton Senior Transition Nurse Peterborough City Council 

John  Hunt Director of Care Services 
The Norfolk Hospice Tapping 
House 

Adrian Ilott 
Business & Service Development 
Manager Suffolk Community Healthcare 

Linda Ireland Commissioning Officer Central Bedfordshire Council 
Linda Ireland Commissioning Officer Central Bedfordshire Council 
roma  iskander Engagement Lead . Facilitator  Public Service Works 

Anna 
Iskander-
reynolds PSW associate  Public Service Works 

verity jolly Director of Patient Services St ELizabeth Hospice 
Deborah Kelly Transition Nurse Hertfordshire Community Trust 
Jo Leek Special School Nurse SCC / DCYP 
Jo Saunders  Acorns 

carolyn lowe 
Children's Continuing Care 
Commissioing Manager NHS Mid E$ssex 

Cath Markham Care Manager EACH 
Sheila marsh Facilitator . Hubs and Networks lead Public Service Works 

Rebecca  Meyrick Head of Outreach 
The Norfolk Hospice Tapping 
House  

Clare Moore Service Manager Thurrock Council 
Alison  morgan Assessor peterborough regional college 

Samantha Morrison Transition Nurse Coordinator 

Special Needs Nurses ( Luton) - 
Cambridgeshire Community 
Services 

Andrew Mortimore Trainee Social Worker Sue Ryder 
Gemma Mudie Lecturer and Coordinator Peterborough Regional College 
emma nelson Acting Head of Care Scope 
John  O'loughlin ISL Area Manager Hertfordshire County Council 
Luisa Orlandi Transition Nurse Hertfordshire Community Trust 
Iyobosa  Osunde Social Worker (Team Manager) Thurrock Council 

Ben Palmer 
Commissioning Manager - Short 
Breaks Services for  Bedford Borough Council 

Tricia Palmer Hospice Services Clinical Lead 
The Norfolk Hospice Tapping 
House 

Sarah Parkinson Support Officer (LLDD) Suffolk County Council 

Meredith  Patterson  Complex Needs Lead 
Cambridgeshire Community 
Services 

Jen Peryer Community Inclusion Facilitator SCC 
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dee quy Specialist School Nurse 
South Essex Patnertnership 
Trust 

Tracy Rennie Director of Care EACH 
Susan Rock social worker Suffolk Social Services 
Sally Rodwell Day Service Manager SCC 

Geraldine Rose 
Professional Head of Speech and 
Language Therapy 

East Coast Community 
Healthcare CIC 

Catherine  Rundell Care Manager Scope - Orchard Manor 
david rushton head of family support st nicholas hospice care 

Fraser Serle Project Worker Public Service Works 
Melanie  Shaw Social Worker Peterborough City Council  

Richard Shaw Chief Executive 
The Norfolk Hospice Tapping 
House 

Sandra Smith Carer None 
Susannah smith Childrens Community Nurse NCHC 
Belinda Sosinowicz Executive Director Tap Art Project 
Lindsay Springall Programme Manager Norwich CCG 
Jacqui Taylor Young Person's Lead EACH 

Frank  Toner Director of Adult Services,  
Bedford Borough Council and 
Lead for Transition, East England 

Tanya Trueman Lead Nurse Central Bedfordshire Council 
Deborah  Vittori Programme Assistant Public Service Works 
Julie  Wallis Head of Targetted Services South Essex Partnership Trust 
Steve Woodward Workshop facilitator Miro Consultancy 

Carolyn Young Associate Director 
NHS East of England Specialised 
commissioning 

 
 
 


