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Analysis of Parent Carer Transition 
Focus Groups  
 

1.0 Purpose 

Protocols for Transition in West Sussex are currently being revised to ensure compliance with the 

Care Act 2014 and Children & Families Act 2014. Transition protocols need to support both transition 

from Children’s Services but also transition to and/or from partner agencies and for young people 

who have not received support as children but have an appearance of care and support needs that 

appears likely to remain in adulthood.  

Therefore for the purposes of this paper Transition is defined as:  

 The process of change for young people with SEND as they progress from childhood to 

adulthood. 

 The purpose of the groups was to ascertain the views of parents about issues related to Transition 

for young people with SEND to inform the development of revised protocols, to ensure they address 

the issues raised by parents. The information gathered will also inform the SEND – Preparation for 

Adulthood Strategy which is currently under development.  

 

2.0 Methodology 

Three focus groups were held with parents of young people in West Sussex with special educational 

needs or disability (SEND). Groups were held in Durrington, Roffey and Chichester. The focus groups 

were arranged by West Sussex Parent Carers Forum. Representatives of the forum assisted with 

facilitation and also produced graphical representations to illustrate key issues arising from the 

groups (See appendix I).  

The focus groups started with a brief introduction to the Care Act 2014 and a summary of the key 

points related to Transition. Discussion was primarily aimed at identifying views in relation to 

transition about: 

 What is working well? 

 What isn’t working well? 

 What could we do differently? 

 

Discussion was deliberately wide ranging stemming from questions around the presentation given 

about the Care Act and issues that parents had brought which they wanted to discuss. Notes were 

taken to support the graphical facilitation. There were a small number of specific concerns raised 

related to the individual support that young people and their families have received. These concerns 

were not related to transition planning at a strategic level. Parents were offered advice about how 

these could be addressed and these concerns have not been included in this report.  
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Notes from all three groups were compared and analysed and common themes and/or significant 

issues identified. Recommendations have been made based on these findings.   

 

 

3.0 Summary of Findings 

3.1 Information Provision 

Parents overwhelmingly reported concerns about lack of clear information about transition. This 

applied to parents of young people known to Children’s Services, in the process of transition and 

parents of young people not known to Children’s services.  A significant number of parents were 

aware of the Local Offer but had not been able to find clear and coherent information about the 

transition process. In particular, parents of young people who were not in receipt of support from 

Children’s support did not know what they should do to access support for transition. Very few 

parents were aware of Connect to Support. More positively however, when parents were informed 

that this contained all the policies and procedures for Adult Services and that these could be 

accessed by the public this was well received. Parents felt this offered transparency and would 

support them to hold the Local Authority to account. In addition, one parent who had used the SEND 

Information and Advice Service found the advisor to be fantastic and invaluable to helping them 

navigate the system. This is however a very limited resource.  

 

3.2 Carers Support 

Parent carers who have experienced support from Carers Support West Sussex, all reported this as a 

positive experience. Carers Personal Budgets and access to the Carer Wellbeing fund were well 

received.  There was evidence that workers in Adult’s Services are proactively referring parent carers 

for assessment and support. However a significant number of parents were not aware of their 

entitlement to support or where they would receive this from.  This reflects the wider concerns 

around lack of information.  

 

3.3 Assessment and Planning  

Two parents raised concerns about assessment and planning from Adult’s Services. In one case it has 

taken a parent over 9 months to get an assessment from Adult Mental Health Services. Another 

parent raised concerns about the delay in planning due to the need for a decision about whether 

their child would receive funding from Adults’ Continuing Healthcare. This was causing significant 

difficulties with planning, preventing them from booking respite in advance, resulting in significant 

stress.  In addition one parent discussed, unclear information about charging, charging leaflets that 

are targeted to older people, delays to financial assessment and subsequent delays to being invoiced 

for a contribution which is mounting up a substantial debt. Although this parent stated they were 

aware of the situation and were holding back funds they explained that many may not and any 

young people in control of their own finances are very unlikely to plan for a future debt.  

 

3.4 Strategy to identify young people who do not receive support from WSCC as children  

Of the parents taking part in the focus groups, approximately half were parents of young people 

with Autism but no associated learning disability. Of these around half did not have a Statement of 

Educational Needs (Statement) or Education Health Care Plan (ECHP). Very few of this group were 
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receiving support from Children’s Services. All of these parents were concerned about how the 

young people would manage as they entered adulthood, in terms of both educational and social 

support. Most talked about the emotional immaturity of the young people they supported and a 

naivety that was masked by their cognitive ability. Parents felt they receive very little information 

about access to social care support. Concerns mainly focused on what will happen when their young 

people want to live independently but were also related to planning for future education and/or 

employment (see later section).  

 

3.5 Employment and careers advice  

A number of parents expressed concern about barriers young people with SEND accessing 

employment and the lack of effective employment/careers advice for young people with SEND. This 

was particularly relevant for young people with SEND in mainstream education. Since Connexions 

has been disbanded, responsibility for delivering careers advice has set with schools. For young 

people with SEND, generic careers advisors lack the knowledge around disability that equips them to 

give effective careers advice. This was particularly seen as pertinent to parents of Autistic young 

people. Unless a young person is claiming Jobseekers or Employment Support Allowance, they are 

unable to access the Jobcentre Disability Employment Advisors. Parents were not generally aware of 

the employment support available from Work Aid/Workability.  There were concerns raised that 

apprenticeships are difficult to access for young people with SEND as the colleges give responsibility 

for finding a suitable placement to the young person/parent. Where difficulties arise within a 

placement there appears to be little support. There is concern that employers are not making 

reasonable adjustments.  

 

3.6 Continuity of Support 

Transition appears very fragmented and due to the range of agencies that can be involved there are 

a number of  areas where young people appear able to suddenly lose support.  Parents raised 

concern about a number of potential cliff edges that young people could encounter as they 

approach adulthood. The difference in eligibility criteria for Child and Adolescent Mental Health 

Services (CAMHS) and Adult Mental Health Services (AMHS) was raised. For young people with 

complex needs / degenerative conditions, hospice services that they can access as children end 

when they are 19. There is no equivalent service for adults. Given that many young people with life 

limiting conditions are living longer this could be an increasing pressure in the future. Concerns were 

also raised about the lack of support available if a young person with SEND leaves education. They 

appear to just disappear from the system.  
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4.0 Conclusion and Recommendations 

 
The focus groups proved to be an invaluable opportunity to listen to the views of parent carers to 

support the development of improved transition processes. Parents carers highlighted issues what 

WSCC is already aware of related to transition, but also raised issues which may not have previously 

been considered.  

 

Suggestions which parent carers made about how what could be done differently to improve the 

transition process have been summarised in the recommendations below.  

 

4.1 Recommendations: 

4.1.1 Information 

 Information related to transition should be improved and made easily available. Online 

information should be available from wherever someone chooses to start looking for it i.e. 

accessible from both county council website, Local Offer or Connect to support.  There 

should be a clear process map for transition and clear information about eligibility for 

support. 

 Information should be provided in a range of media and in a format accessible to a range of 

people. There should be specific leaflets etc. for young people. Young people (particularly 

those with Autism) find it difficult to identify with a leaflet geared towards older people.  

  There should be improved information about housing and housing related support for 

young people.  

 There needs to be better information sharing with schools and colleges so that if 

parent’s/young people approach a school/college for information about transition the 

school/college can give them the information they need or signpost them to support. 

 For young  people not known to Children’s Services there should be clear information about 

entitlement to assessment support and clear information about how to request an 

assessment. 

 Information about carers support available and the entitlement to a carers assessment 

should be made more readily accessible.  

 

4.1.2 Assessment and Planning 

 There should be a named person who coordinates transition planning who is able to be a 

single point of contact for a young person/parent carer. This person should coordinate with 

other professionals involved in transition to ensure that everyone is working together to 

develop effective plans for the future. The named person should regularly communicate 

progress with the young person/parent carer.  

 Where there is uncertainty about future funding arrangements, there needs to be joint 

planning so that a clear plan can be put in place to meet the needs of the young person, 

regardless of where the funding will come from.  

 Information about charging needs to be clearer with specific information aimed at young 

people.  
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 Given that transition should be a planned process, Financial Assessments should be planned 

in advance so there is no delay.  Once completed, invoices for contributions should be issues 

swiftly to avoid debt building up.  

 

4.1.3 Strategy to identify young people who do not receive support from WSCC as children  

 There is a need to develop transition strategies which reach out to this group of young 

people.  

 Most of these young people received SEN support from their school so the provision of 

targeted information to schools / colleges around entitlement to assessment for social care 

support is required.  

 Given that the majority of this group are unlikely to be eligible for ongoing funded support, 

there needs to be effective information provision about universal, preventative and 

community/voluntary support that they may be able to access.   

 

4.1.4 Employment and careers advice  

 There is a need to consider how employment and careers advice can be provided to young 

people with SEND by professionals with an understanding of the wider issues that are 

related to their disability. This is felt to be particularly important for young people with 

Autism.   

 Consideration is needed about whether a disability specific apprenticeships programme is 

required and whether WSCC could work with local colleges to develop this.  

 Information about commissioned  how to access employment support should be made more 

widely available and clarity is needed over what age people can access this from.  

  

4.1.5 Continuity of Support  

 There needs to be improved dialogue between CAHMHS, AMHS and Adult Services so that 

there is clarity over what support young people will receive as adults and where this support 

will come from.  

 Consideration is needed about commissioning hospice resources for young adults with 

complex needs / life limiting conditions). 

 When a young person with SEND leaves education there needs to be effective information 

sharing between agencies so they do not become lost from the system. Where a young 

person with SEND is not attending school/college, the school/college. 

 

4.2 Next Steps 
 

The recommendations from this report will be used to inform the development of Transition 

processes in WSCC. Focus group participants expressed an interest in continuing to contribute to the 

development of these processes so will be updated on progress and asked for comment via the West 

Sussex Parent Carers Forum. Recommendations will also be shared with the Life Pathways Board, 

Preparation for Adulthood Strategy Steering Committee, and relevant Commissioners. 
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Appendix I - Graphical Representation of Focus Groups.  

 



Analysis of Parent Carer Transition Focus Groups June 2016 
Author: Tom Elsam – Service Development Worker (Transition)    Page 7 
 

 


