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Overview
Whilst encouraging co-production in all areas with partners delivering services across Health, Education and Social Care we found that uptake at focus groups was low as parent carers were being asked to attend too many sessions. To ensure that parent carers voices continue to be heard directly by those providing services, we now hold thematic participation sessions which are held virtually to enable access by parents from across the whole of Cambridgeshire. . 

This session focused on supporting families of young people with Special Educational Needs and Disabilities (SEND) as they transition into post-16 education and adulthood. Topics included college applications, Education Health and Care Plans (EHCPs), transport, Disability Living Allowance (DLA), Personal Independence Payment (PIP), Universal Credit, and preparing for adult life.
The discussion provided practical advice, highlighted common challenges faced by families, and identified areas where additional information and support are needed.

Transitioning to Post-16 Education
Parents discussed concerns about what happens when their child leaves school and moves into further education or training.
Key topics included:
· Applying to colleges and specialist providers.
· Understanding available support through SEND departments.
· Transport arrangements for post-16 students.
· Support available through EHCPs.
· Access to learning support, assistive technology and therapies.
· Funding opportunities, including Disabled Students' Allowance where appropriate.

Parents were encouraged to:
· Contact the college SEND team early in the application process.
· Discuss support needs before enrolment.
· Ensure that EHCP outcomes and support requirements are clearly communicated.
· 
A recurring concern was the lack of clear information about available educational pathways, particularly for young people who do not have GCSE qualifications.

Changes to Benefits at Age 16–18
Anjela Jones explained the benefit changes that occur as young people approach adulthood.
Child Benefit
Parents should:
· Respond promptly to Child Benefit correspondence.
· Confirm whether their young person is continuing in approved education or training.
· Be aware that payments can stop if forms are not returned on time.
Moving from DLA to PIP
A key message was that there is no automatic transfer from Disability Living Allowance (DLA) to Personal Independence Payment (PIP).
Parents and young people must:
· Apply for PIP when invited.
· Complete a new application.
· Provide evidence of the young person's difficulties and support needs.

Understanding PIP
Anjela explained how PIP differs from DLA.
DLA
DLA focused on:
· Care needs during the day.
· Care needs during the night.
· Mobility requirements.
PIP
PIP assesses how a person's disability affects their ability to complete specific daily living and mobility activities.
Points are awarded based on difficulties with tasks such as:
· Preparing food.
· Managing medication.
· Communicating.
· Making decisions.
· Planning and following journeys.
· Moving around safely.
The total points awarded determine eligibility for support.

Tips for Completing a PIP Application
Parents were advised to:
Keep a Diary
Recording day-to-day difficulties can provide valuable evidence.
Examples include:
· Personal care needs.
· Emotional regulation difficulties.
· Communication challenges.
· Difficulties with travel and accessing the community.
· Support needed from family members.
Focus on Difficulties
PIP assessments focus on what a person cannot do independently, safely, reliably and consistently.
Families often find this difficult because they are used to focusing on strengths and achievements.
Gather Evidence
Useful supporting evidence may include:
· EHCPs.
· Medical reports.
· Therapy reports.
· School or college reports.
· Social care assessments.

Additional evidence can be submitted separately if there is not enough space on the application form.

PIP Assessments
Assessments are usually carried out by healthcare professionals working on behalf of the Department for Work and Pensions (DWP).
Anjela highlighted that:
· Assessors make recommendations.
· The DWP makes the final decision.
· Young people may find discussions about their difficulties uncomfortable.
· Some young people may minimise their difficulties due to stigma or a desire to fit in with peers.

Parents were encouraged to prepare young people for the assessment process and support them in explaining their needs accurately.

Appeals and Tribunals
If a PIP application is unsuccessful, families have the right to challenge the decision.
Anjela reassured parents that tribunals:
· Are independent of the DWP.
· Are generally less intimidating than people expect.
· Provide an opportunity to explain difficulties in more detail.
· Often take a broader view of the evidence available.

Families were encouraged to:
· Keep copies of all paperwork.
· Maintain records and diaries.
· Retain copies of reports and supporting evidence.
It is also possible to make a new claim in the future if circumstances change.

Universal Credit
The session briefly covered Universal Credit.
Key points included:
· Universal Credit is separate from PIP.
· Young people claiming Universal Credit should also consider whether they are eligible for PIP.
· The Adult Early Help Team can provide benefit advice and checks but cannot complete Universal Credit claims or participate in assessment calls on behalf of families.

A separate session focusing specifically on Universal Credit was suggested for the future.

Challenges Raised by Parents
Parents shared several concerns, including:
College Applications
Families reported:
· Confusion about application processes.
· Unclear responsibilities between services.
· Inconsistent information from providers.
· Difficulties identifying suitable placements.
Access to Education
Parents highlighted challenges for young people who:
· Do not have GCSE qualifications.
· Require specialist provision.
· Have significant emotional, behavioural or trauma-related needs.
Transport
Families reported uncertainty about:
· Eligibility for transport support.
· Available travel assistance.
· Differences between providers and local authority guidance.
Preparing for Adult Life
Parents expressed concerns about:
· Future living arrangements.
· Transition from children's services to adult services.
· Understanding social care pathways.
· Limited information about adult support options.

What Parents Found Helpful
Parents shared several practical tips:
· Contact SEND departments directly by email where possible.
· Keep detailed records of communications and decisions.
· Start planning for post-16 options early.
· Gather evidence throughout the year rather than waiting until applications are due.
· Use diaries to record support needs and daily challenges.
· Seek advice from support organisations and parent forums.

Next Steps
The group agreed that parents would benefit from:
· Clearer guidance on post-16 pathways.
· Frequently Asked Questions (FAQs) about college applications and transport.
· Practical checklists for benefits and education transitions.
· More information about adult social care and preparing for adulthood.
· Additional sessions on Universal Credit and related benefits.
There was strong agreement that families need clearer, more consistent information and better coordination between services to help young people with SEND successfully transition into adulthood.

