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1)Discussion on “When has commissioning blocked good work / practice; When has 
is supported transition? 
 
When has it blocked good work / practice? 
- Adult services commissioned for last year of life not ongoing respite care; 
- Access to personal budgets for social care but not for continuing health care 

 Moving across you lose control of carers; 
- Respite / Short break issues (Commissioners concerned regarding recurring costs); 
- Lack of skills / Knowledge leading to lack of confidence and training / competence; 
- Resources: Staffing level funding;  
- Locality and national: commissioning arrangements differ 

 Boundaries worse/harder to navigate across state sector? 
- Identifying who the commissioners are can be difficult; 
- Worries about gathering information and relationship-building for fears of colluding on tendering;  
- Issues of competition as a result of fragmenting;  
- Changes when government leadership changes;  
- Multiple commissioners and different priorities; 
- Last minute spending: taking away from main work 
 
 
When has commissioning supported transition? 
- Quality vs Cost – understand what the need is;  
i.e. Dudley – keeping things on the radar via relationships;  
- Birmingham – Commissioners being aware of what works – good knowledge of the work and the 
need; 
- Clear “beacons of knowledge” in commissioning  us doing / being that for commissioners;  
- key problem ongoing is: 
Nat ---------------------------------------------------------------------------  Local 
Commissioning                             Pushing Apart                                         CCGs 
 
- Access to individual care packages – up to 24/7 - can these be used more creatively?         
- Requirement for transition planning in children’s provider contracts – monitor good practice 
- Pilots for health personal budgets? 

- Families can obtain commissioning arrangements in other “local areas” – local differences and 
catchments can help access different services 
- Young adult hospices – may both confuse / assist commissioners... 
- St Andrew’s / St Oswald’s as examples of children’s and adult and young people on one site 
- Develop the transition model between St Joseph’s and Richard House Hospice 
- Location and resources 
 
 
2) Richard House Case Studies: Feedback 
 
Case Study One:  
  
‘A’ is a 15 year old young man with muscular dystrophy. He is from a family of Bangladeshi origin and 
lives in an inner city London borough. His household is his grandparent’s home and his grandmother 
is his primary carer. ‘A’ has 10 aunties and uncles and the home is always a very busy place. 
‘A’ lives in a room at the front of the house in a standard double bed and does not have access to the 
rest of the house in his electric chair. ‘A’ spends his home life sat on his bed in his room as there is no 



room for his wheelchair to move. Grandma sleeps in his room each night as he has no night care. ‘A’ 
attends school and enjoys the freedom of being at school. ‘A’ accesses Richard House several times a 
year for respite. It is also an opportunity to have a much needed bath. 
Grandma does not speak English or understand well and aunties and uncles manage liaison with 
professionals. 
‘A’s' scoliosis is becoming a severe issue he refuses chest brace and splints. A gastrostomy has been 
suggested and he is very anxious about this but is losing weight. The hospital has made it clear he 
needs more weight gain before considering spinal surgery. ’A’ currently does not have ventilation or 
cardiomyopathy. 
At the hospice ‘A’ loves the bath but his family constantly interrupt his bath time and dignity is hard 
to maintain, family have been told to leave the room by staff but they re-enter. ‘A’ also requests male 
carers for the stay to help him with toileting and personal care. 
 
 
Feedback: 
 
What are his needs? 
- Better housing / home: for better access, maybe a bath= 
- Night waking care for both grandma and “A’s” sakes  
- Education for his family: involving the family person-centred planning with appropriate 
translation service for the grandma 
- More freedom outside school / hospice  
- Any changes should take long term health considerations 
- Awareness of own condition? 
 
How to meet his needs? 
- Look into possibilities of re-housing the family? Build an extension on existing house that “A” 
could use? 
- Hospice to deliver more “positives” outside the bath time? 
- Help “A” get involved in extra-curricular activities? 
- Involve the family in person-centred planning – put “A” at the centre of the plan i.e. give him a 
voice / introduce choice? 
- Who coordinates “A’s” care? Someone from the family or male with Bangladeshi background? 
- Give “A” a new focus / aspiration outside of respite / home contexts 
- Introduce other young people to “A” who have successfully been through medical interventions 
that worry him – help alleviate anxieties? 
 
Gaps in care? 
- Who does “A” meet on a regular basis? – Physio / GP / Occupational therapists? Are they giving 
him the possible to express his needs? 
- Encourage “A” to learn independence. 
 
Case Study Two: 
 
‘B’ is a 19-year-old young man with an acquired brain injury from being hit by a car at 70mph on a 
dual carriageway at age 15. 
‘B’ returned from rehabilitation when he was 17 and began accessing the children's hospice. 
Initially all was well but over the next year changes in his family’s interactions over time became 
erratic and it became obvious there were problems at home. On several occasions it became impossible 
to contact ‘B's’ mum and eventually safeguarding began, after a number of incidents. 
‘B’ also was self-harming himself putting fingers in his gastrostomy stoma trying to throw  himself out 
of bed and hitting his head against his bed sides. It was felt ‘B’ did this out of frustration. Whilst 
staying at the hospice on an emergency stay ‘B’ communicated he wanted to move out of home and live 
away from his family with new carers. A mental capacity assessment was completed and ‘B’ was 



deemed competent and was moved to a residential care home near his home. ‘B’ wished to be near 
college. The care home is predominantly older people with dementia and severe learning disabilities 
and therefore ‘B’ is quite isolated there. 
‘B’ has spastic quadriplegia, and is non verbal he communicates via closed questions using pointing at 
hands. He is able to understand English and is capable of complex discussions if asked the right 
questions, however this leads to the risk of subjective questioning so requires a skilled communicator 
to ensure needs are assessed correctly. 
‘B’ accesses the Young Adult Group at the hospice and enjoys this provision, loves being at 
college and really wants to create friendships and really would like a girlfriend. ‘B’ has made it 
clear he misses his family but needs to live away from them. 
 
Comments:  
- In the wrong place at the wrong time; 
- Need for a personalised budget concerning adult residential care and probably receiving 
“continuing care”;  
- Clarity about what type of hospice supports him? Adult or children’s? 
- Choice of place of care? Home with a carer and care package? 
- Needs an independent advocate;  
- Clarity about what was offered at the residential care home near college; 
- Needs coordinated care package;  
- Clarity about mental health history?;  
- Safeguarding services / law 
 
Case Study Five: 
 
Young Person ‘E’ is a 22-year-old woman of Turkish origin and has lived in Britain all her life. ‘E’ has 
a neurodegeneratrative condition. ‘E’ is wheelchair bound and has some speech difficulties and 
potential swallowing problems. ‘E’ is cognitively able and lives at her family home and has around 20 
hours of care a week. Her primary care is still provided by her parents, she also lives with her older 
brother who has the same condition. ‘E’ is striving for independence and wishes to gain employment, 
live independently and be independent of her parents. 
‘E’s’ parents still see the need to protect her and feel she is extremely vulnerable and unable to care for 
herself this is a point of frustration for ‘E’. ‘E’ has had a boyfriend now for around a year however he 
is not allowed to visit the family home and has not been accepted by her father. ‘E’ is very much in love 
with her boyfriend and wishes to spend as much time with him as possible. He has made it clear that 
he just wishes to spend time with her at home and to get to know the family. He is learning Turkish to 
try and improve the way he can interact with the family. ‘E’ goes out with her carers in the community 
and then will ask them to leave her alone to enable her to spend time with her boyfriend. The carers 
respect these wishes. ‘E’ has begun accessing respite at an adult hospice and has regular visits from her 
partner when she stays ‘E’ is sexually active.  
‘E’ was offered a flat by her social services department when she originally asked about independent 
living but turned it down. ‘E’ is vulnerable in the community and it is appropriate that someone 
accompanies her in the community and this is at her request. In order to manage employment, 
education and independent living ‘E’ would require a high level of support which she currently 
receives from her parents. 
 
 
Comments: 
How to support this young woman’s aspirations? 
- Find Turkish speaker to counsel parents;  
- Look at options for supported independent living – e.g. Has tenancy support team 
- Professionals to think about cultural awareness – respect for family;  
- Physical safety of parents with pressures of care;  
- Look at better care provision and opportunities for employment;  
- Condition-specific support: GP for whole family? 



- Sexual health and disability alliance can help? 
- Have conversation with adult hospice? 
- Why turned down flat? Find out! 
 
 

3) Discussion on “What one thing would make a difference nationally; What are you 
going to do about it locally?” 
 
What one thing would make a difference nationally? 
- Access to respite / (very limited in Solihull); 
- Make people listen – put transition on the agenda;  
- Lobby for support services to enable young adults with life-limiting conditions to live a full life or 
purpose according to what is possible;  
- Improve the journey for young people and professionals; 
- National requirement for GPs to have a register of children with complex health needs;  
- The option of 24° care, independent living arrangements for young people with complex health 
needs;  
- Address the lack of access to specialised respite care for young adults with severe disability / 
complex needs;  
- Ensure clear commissioning arrangements across health / social care and education in England and 
rest of UK;  
- To have a legal requirement for transition to be a part of children AND adult commissioning;  
- Lobby for clear funding structures and appropriate services for young adults based around their 
needs – in a way that involves them!;  
- Person-centred planning to become a required component of transition. 
 
What are you going to do locally? 
- Recruit young volunteers;  
- Investigate suitable employment opportunities;  
- Teaching a session to hospice staff on the topic of transition;  
- Revisit Warwick University for befrienders;  
- Contact organisations identified by others;  
- Keep talking to commissioners;  
- Talk to local schools about transition;  
- Ensure the small grants and 28th June 2012 event are well advertised on the Together For Short 
Lives website ASAP;  
- Talk to adult hospices and palliative care team about opportunities for shadowing / shared 
learning;  
- Inform / Liaise with commissioning colleagues regarding transitional considerations;  
- Facilitate projects and groups for young people to come together, develop independence, and 
prepare for transition, alongside groups for parents “letting go”;  
- Re-advertise small grants scheme;  
- Contact Barbara Russell Unit regarding discharge from rehabilitation services 
 
 
4) Closing comments from participants 
• We have a lot of similarities not differences – these are the way forward 
• Inspired to hear about all this stuff going on, young people and bringing them together, from 
people who share my beliefs. I am re-invigorated! 



• Interesting working with people who are accustomed to deep frustration but not ground 
down by it! Inspiring. 
• Great ideas here. The line-up made me think how far we’ve come over 20 years. The 
momentum is greater now 
• Working at home on this you gets highs and lows and feel blocked at times, so good to meet 
you all and get ideas – feel energised 
• I work alone too so it’s good to hear other people saying what you keep harping on about 
yourself! 
• Have got good ideas to take away 
• Still concerned about the pulling apart of commissioners in the future. We must maintain 
good work and am worried the pulling apart is a real risk to this. But a great day about solutions and 
fighting the cause! 
• I will push for shadowing now. We only have 1 YP now but there will be more and I want to 
equip the staff, to have the courage to push and do education on transition 
• Lots of issues here for the policy work in June. Yes, shadowing seems so obvious but why 
don’t we do it? It was a healthy discussion on commissioning 
• I’m impressed at the range of approaches and ways to do things. I thought it would be bland 
but lots of respect to all and what they bring. 
 
 
 
5) Important Links: 
 
These links were shared by participants: 
 
- www.my-quality.net : “Symptom management meets Facebook” 
Being trialled with young people at the moment. Department of Health project with Marie Curie 
support to make it more user-friendly 
 
- www.transitionpathway.co.uk : The Transition Pathway Guidance and Tools to support person-
centred transition planning with young disabled people aged 13 – 25 
 
- www.act.org.uk/core/core_picker/download.asp?id=103: ACT Wishes - Guidance for discussions 
with child and parents when life is limited 
 
- End of life: West Midlands work ‘purple book’ tool kit – contact Acorns Children’s Hospice for 
info at 
 
http://www.act.org.uk/page.asp?section=417&sectionTitle=West+Midlands+Children+and+Young+
People's+Palliative+Care+Toolkit: 
 
- http://www.palliativecarescotland.org.uk/ : Scotland – for info on Living and Dying work 
 
- http://www.royalmarsden.nhs.uk/consultants-teams-wards/clinical-services/pages/coordinate-my-
care.aspx : Coordinate My Care (London) approach to link hospital and home (used as inspiration 
for part of the London model in their site work.) 
 
- http://transition.wall.fm/: Transition Wall info hub for professionals 
 

http://www.my-quality.net/
http://www.transitionpathway.co.uk/
http://www.act.org.uk/core/core_picker/download.asp?id=103
http://www.act.org.uk/core/core_picker/download.asp?id=103
http://www.act.org.uk/core/core_picker/download.asp?id=103
http://www.act.org.uk/page.asp?section=417&sectionTitle=West+Midlands+Children+and+Young+People's+Palliative+Care+Toolkit
http://www.act.org.uk/page.asp?section=417&sectionTitle=West+Midlands+Children+and+Young+People's+Palliative+Care+Toolkit
http://www.palliativecarescotland.org.uk/
http://www.royalmarsden.nhs.uk/consultants-teams-wards/clinical-services/pages/coordinate-my-care.aspx
http://www.royalmarsden.nhs.uk/consultants-teams-wards/clinical-services/pages/coordinate-my-care.aspx
http://transition.wall.fm/


- http://strengthsgame.wordpress.com: blogging site aimed at young people for computer game 
being created by / for young people around the UK with complex health needs as part of the Marie 
Curie programme 
 
- https://www.facebook.com/choices4u: Marie Curie Small Grant Scheme and  
http://www.publicserviceworks.com/grant-enquiry-form.php : Grant Scheme enquiry form 
 
- http://www.goldstandardsframework.org.uk/ : Gold Standard Framework on end of life care 
 
 
Reminder of upcoming events: 
 

 24th April High Viz: 10.30 – 16.00 Bury St Edmunds, East Anglia 
An event to deepen understanding, share learning and stimulate greater public and professional 
awareness of the issues faced by young people with life-limiting conditions and complex health 
needs, and their families. Sign up via this link: http://highviz24april2012.eventbrite.com/ 

 16th May Learning Network 4: 10.00 – 16.00 London. Sign up via this link: 
http://ln4mariecurietransitionprog.eventbrite.com/ 

 27th June: Parliamentary Reception for young people with complex health needs and their 
families – More details to come 

 28th June: High Visibility National Event: 10.00 – 16.00 Oval Cricket Ground, London – 
More details to come 
 
 
6) List of Attachments: 
 
- Grants Flyer 
- Six Richard House Case Studies 
- London Model 
- Snakes & Ladders Game 
- High Viz Flyer 
- Commissioning Handout 
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