
Somerset/Avon pilot local network site: progress by May 2012 
The pilot site work for the Marie Curie programme was structured around the Programme’s 7 statements of intent; these are the 
long term aspirations that grew out of the early work of the programme. Pilot sites were asked to develop locally relevant 
milestones for the period September to June 2012 that would indicate partners were moving in the desired direction.  
 
In Somerset/Avon, milestones were developed for 6 of the statements: 
 

Statement of intent Milestones Progress 
1. The wellbeing of young 

people and their 
carers/families will be the 
focus of flexible responsive 
support and good information, 
irrespective of age, condition 
and stage of their personal 
journey 

Within 3 months conversations with up to 10 
young people will be leading to plans for the 
development of a broad flexible circle of 
support for them across agencies through 
transition 
 
Within 6 months up to 10 young people within 
the network area will use the MyQuoL-T 
online tool to focus their support/care on the 
issues that matter to them  

Lifetime service in N Somerset/Avon, 
Compass team in Somerset, Learning 
Disability team in N Somerset, CHSW  & 
transition/disability specialists in Somerset 
County Council Education Dept are all 
involved in the programme and briefed on 
this work. They aim to use the draft 
transition planner tool and/or the MyQuoL-T 
online tool to enable the conversations. 
Each agency is aiming for 2-4 young people 
to be involved from March 2012 so that a 
sense of how this is working can be 
achieved before end June 2012  
 
CHSW and its IT suppliers have been 
supported by the programme to expand the 
relevance of MyQuoL-T to transition and to 
make it more attractive to young 
people/young adults through creating a 
mobile phone app. These improvements are 
complete and being tested. 

2. Young people will be enabled 
to make a contribution and 
develop  their own voice  

Within 3 months young people in the network 
area will have information to start applying for 
small grants within the programme to 

Information has been supplied and 
promoted to a range of partners across the 
network. Still applications are sought 



enhance their lives & inspire others although one has come from a YP in 
Somerset to date. A YP from Somerset is 
also participating in part of the national 
engagement work of the programme 
(designing a computer game) and has 
enjoyed new experience through this e.g. 
support to travel to London. 

3. Young people will be enabled 
to have as far as possible a 
‘normal life’, improving social 
life and combating isolation 

Within 9 months there will have been  
transition conversations with young people 
and the aspirations of young people will be 
tracked and their support assessed for its 
enabling impact on their lives 

See progress on statement 1 – this work 
has been slow to start, perhaps to convince 
professionals that something can be done 
and that the programme was serious about 
helping them try new approaches. 

4. Young people, their families, 
carers and those who work 
with them will act together for 
a positive transition 

Within 6 months guidelines for transition 
planning in specialist palliative care services 
– integrating with the local authority 
pathways, transition teams, education and 
continuing care - will be developed and 
launched 
 
Within 12 months the network will review with 
providers & commissioners the 
implementation and impact of the guidelines  
 

The concept of guidelines was revised due 
to the complexity of getting guidelines 
agreed across multiple agencies and the 
experience elsewhere of such work not 
being used on the ground, especially after 
the originators have moved on.  
 
Colleagues at Lifetime who were developing 
this work (following up work on transition led 
by Sue Dolby earlier in 2011) proposed a 
YP held transition planner would have more 
traction provided it had the support of local 
government and education colleagues. The 
programme has supported the development 
of this planner with an introduction for 
professionals that will be trialled (see 
statement 1 above) . 
 
So far education colleagues and other 
agencies are supportive and keen to try this 



as it is more comprehensive than current 
tools in use. Several positive discussions 
have been held. 
Once trialled, reports on this work will go to 
specialist networks for children and adult 
palliative care and to local govt/education 
colleagues. If successful in trials this could 
then be rolled out. 

5. Parents will feel supported on 
their specific journey of 
transition with their child/ 
children as they become 
adult(s) 

No milestones were set for this statement.  
 

Parents of YP with severe cognitive 
impairment may be invited into the MyQuoL-
T pilot to create their own support 
framework. Lifetime service may choose to 
take this approach to trialling the tool.  

6. Commissioners will 
understand the needs of this 
group of young people and 
their families and will be 
acting to improve what 
happens locally around 
transition 

Within 3 months the Palliative Care network 
agenda explicitly includes this transition work  
 
 
Within 3 months a commissioners’ network 
meeting, including GPs/CCGs and the 
education sector, will take place to explore 
flexible support solutions for this group 
 
Within 9 months relevant commissioners, 
including GPs/CCGs and the education 
sector, will agree priorities for future planning 
round for this group of young people in 
commissioning flexible support 

Achieved. Meetings of both children’s and 
adult networks have included transition on 
agenda, programme members have 
attended to discuss the work and this should 
recur on forward agendas. 
 
A commissioners meeting was held on 20 
January, attended by a range of people 
involved in both highly localised and also 
more strategic commissioning, 
overwhelmingly within children’s services 
however.  The conclusions from the meeting 
are in circulation for discussion and the 
programme partners have agreed to follow 
up relevant commissioners who were unable 
to attend, on a one to one basis to explore 
possibilities for raising the issues for this 
group. 

7. Partners across the whole Within 3 months the Avon Adult End of Life Clare-Louise Nicholls leads the EOL work 



system, including the public, 
will better understand the 
issues and opportunities for 
this group of young people 
and their families and make a 
contribution to their lives 

planning group will encourage adult provider 
engagement in further development 
 
 
 
 
 
 
 
 
Within 6 months the Somerset Children’s 
Palliative Care Network will have a clear plan 
in place for development and implementation 
of transition planning and a broad circle of 
support for 4-6 young people 
 
Within 6 months a virtual network of key 
contacts from provider organisations and 
agencies will exist to communicate and 
influence integrated services, including 
learning disability and education 
professionals  

for the BNSSG cluster and has consistently 
promoted transition issues. She is now 
engaged with 3 adult hospices in her area to 
develop their transition work through using 
the CQUIN process to incentivise this. Adult 
providers (e.g. Marie Curie Nursing Service) 
have been part of the project group and this 
continues to expand (St Margaret’s Hospice 
at recent meeting).  
 
Chair of network committed to this and 
material sent to key commissioners May 
2012 to support this 
 
 
 
The programme has collected a large 
number of names and also connected to the 
SW Children’s Palliative Care forum. The 
holding of the programme’s 3rd learning 
network in Bristol on 27 March also added to 
the networking process. 
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