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Summary

We are pleased to submit evidence to inform the Health and Social Care Committee’s Independent Expert Panel inquiry into the transition from child to adult health and social care services. In addition to these policy-focussed insights we would be delighted to connect committee members with our Sense College Principals and disabled young people we support to help bring practice-based evidence to further support your inquiry. 

Key concerns

1. Transitions are fragmented and poorly coordinated. Disabled young people with complex needs are being forced to navigate multiple disconnected systems, including health, education and social care, which all operate to different timelines, legal duties and transition points. Rather than experiencing a single, joined-up transition into adulthood, young people and families face a piecemeal process with unclear responsibilities, fragmented support and gaps between services.
2. Planning happens too late and families are left without support or information. Too many families enter transition periods without clear plans, guidance or confidence about what happens next. Conversations and assessments are often delayed until crisis points, leading to rushed decisions, anxiety and avoidable gaps in care and support. Many parents report not understanding their options or feeling unsure whether appropriate adult services will exist for their child.
3. A lack of funding, services and workforce capacity is limiting young people’s choices. Underfunding across adult social care and transition services means there is often simply not enough appropriate support available for disabled young people with complex needs. Workforce shortages, cuts to care packages and inconsistent local commissioning leave young people without meaningful options for housing, education, independence or community participation as they move into adulthood.
4. Weak accountability and poor data mean the system is failing without consequence. Although legislation and guidance set out clear expectations for transitions, implementation is inconsistent and accountability is weak. There is little oversight of whether young people actually receive the support they are entitled to. At the same time, poor national and local data on transitions makes it difficult to plan services, understand unmet need or improve outcomes over time.
Key asks

This submission sets out our recommendations for change that we’ve developed alongside the families we support and other charities. We have three major recommendations for change:

5. Introduce a national transitions framework with named coordinators. Government should introduce a clear national framework for transitions that sets out responsibilities, entitlements and standards across health, education and social care. Every disabled young person with complex needs should have access to a named transitions coordinator to provide a single point of contact and ensure joined-up support.

6. Start transition planning earlier and strengthen coordination across services and government reforms. Transition planning should begin from age 14 through a strengthened statutory duty under the Care Act, with clear expectations for health, education, housing and social care services to work together. This would support earlier planning, smoother transitions and greater consistency across systems.
7. Invest in services, workforce and better data. Government must increase investment in adult social care and transition services, alongside building a skilled workforce with expertise in complex needs. This should be backed by improved national data collection and joined-up datasets across health, education and social care to better plan services, track outcomes and identify unmet need.
About Sense

Sense is a national disability charity supporting thousands of disabled people with complex needs each year through specialist education, health, care and community services. We work alongside disabled people and their families throughout every stage of life, from early childhood through to later life and have extensive insight into the challenges and opportunities that shape transitions into adulthood.

Each year, our children and young people’s services reach around 9,000 disabled children with complex needs and their families, including through our multi-sensory impairment service and specialist further education colleges. This submission draws on our frontline experience, alongside evidence gathered through interviews and surveys with families and professionals, to highlight the barriers many young disabled people with complex needs face when moving into adult services and the changes needed to improve outcomes.
Detailed submission

How well are transitions currently working for disabled young people?

Transitions are a critical moment, but the system is failing young people

Moving from children’s to adult services should be a carefully planned and supported transition into adulthood. Instead, for too many disabled young people with complex needs, it becomes a cliff edge marked by uncertainty, fragmented support and growing anxiety for both young people and their families.

This period is particularly critical for disabled young people with complex needs, many of whom rely on coordinated support across health, education and social care throughout their lives. Family involvement also often remains significant into adulthood, while opportunities for independence, employment and community participation can already be more limited. At precisely the point where stability, planning and continuity matter most, families instead find themselves navigating disconnected systems with little coordination or clarity.

Transitions are fragmented across multiple disconnected systems
A key problem is that transitions are not experienced as one joined-up process. Instead, young people are forced to move between multiple systems, health, education and social care, each operating to different legal duties, age thresholds and timelines.

For instance, there is not a clearly defined transition point within healthcare
, Education Health and Care plans (EHC plan) can continue up to the age of 25
 and transitions to adult social care should take place at the age of 18
. This may mean transitions may happen in a piecemeal way with various services not joining up. 

Rather than creating a smooth pathway into adulthood, the current system too often leaves young people moving between disconnected services, assessments and professionals with little continuity or oversight.

A complex and inconsistent legal framework creates confusion and gaps in support. This is not helped by the fact that there is not one legal mechanism for transitions, although under the special educational needs and disabilities (SEND) code of practice guidance EHC plans should be a vehicle for coordination between health, education and social care in helping young people to transition to adulthood. It also recognises that not all young people, including those with social care needs may not have an EHC plan in place
. Ongoing reform to SEND provision risks further limiting access to EHC plans threatening this process further.
Separately under the Care Act local authorities are legally obligated to assess and plans for transitions from child to adult social care
. This means that there may not be clarity on who is responsible for coordinating and implementing transitions. This can create a situation where transitions are a key failure point for disabled young people and there is clear evidence to suggest that many disabled young people are not getting the right support. 

Poor coordination has serious consequences for young people and families.        The consequences of this failure are significant. Research from the Care Quality Commission found that disabled young people with complex needs frequently experience confusion, distress and worsening outcomes because of poor coordination, lack of information and insufficient services to meet their needs.
 Research by National Star similarly found that transitions can become a period of crisis for both young people and families.

Instead of being supported to plan for adulthood with confidence, many disabled young people experience instability, uncertainty and avoidable gaps in care and support. Families are often left battling systems at the very moment they should be receiving clear guidance and coordinated help.

What are the main barriers to effective transitions?

Barriers to effective transitions are not only a result of operational challenges but are systemic and span multiple parts of the system. This is even more acute for disabled young people with complex needs who are forced to interact with multiple parts of the system to live the lives they choose.

8.  Lack of joined-up working. Sense supports disabled people with complex needs who rely on health and social care support throughout their life. The integration of health and social care is essential to ensure individuals receive seamless, person-centred support, especially at transition points during which personal and system-level links are important to ensure continuity of care. Instead, we too often see health and social care services operating in silos with links to education also severely lacking. This leads to disabled people with complex needs falling through the gaps resulting in fragmented care, funding disputes and poor outcomes. This is not helped by the fact that transitions in education, health and social care happen at different ages.
9. Poor planning and late intervention. Despite existing legal duties and guidance designed to support smooth transitions into adulthood, transition planning for disabled young people with complex needs is too often delayed until the last minute. Rather than being gradual, coordinated and phased over several years, conversations about future support frequently take place only when key services are already ending or crisis points have been reached.
10. Funding and commissioning constraints lead to a lack of services and provision.
Challenges with transitions highlights some of the biggest failings of how adult social care is currently working for disabled people including under-funding of social care, local variation in availability of support and services, lack of planning for future need and siloed working. Faced with chronic shortages in funding, local authority and health commissioners are increasingly looking to cut back on the support they offer disabled people with complex needs. As a care provider, we constantly find ourselves in a position of defending packages of care, especially around 2:1 support to access community-based activities. 

Our recent research highlights the impact of this. Although most of social care is funded by Local Authorities (31%) and NHS continuing healthcare (26%), a quarter of disabled people with complex needs paying for additional support on top of that and 18% self-fund their social care. Almost half (49%) of disabled people with complex needs have shortages of care staff, 47% have experienced cuts to their social care provision and 30% have had to reduce or go without social care support due to costs.

11. Workforce challenges

As with other aspects of the social care system, workforce shortages and lack of specialist expertise limit the system’s ability to deliver high-quality transitions. The care workforce is chronically undervalued in the UK and this has been recognised by the Low Pay Commission. Many workers earn below the real living wage (43 % in England and 80 % in London) (Living Wage Foundation, 2024). Our research found that almost half (49%) of disabled people with complex needs who received support from social care experienced staff shortages.

12. Complexity and lack of information

There is strong evidence that a lack of information makes it harder for families to secure adequate support through the process of transitions. Sense’s polling of parents of a disabled child, which looked at parents with a child aged between 15 to 17 (the age where transitions conversations begin) found that:
· Nearly a third of parents (31%) didn’t know what options were available for their child moving to the next stage of their life. 

· A similar proportion (30%) were not confident that there would be services that would meet the needs of their disabled child as they transitioned into adulthood. 

· Nearly a third (32%) didn’t have the information they need to understand the options for their child transitioning to adult services

Research by National Star looking at the experiences of disabled young people and parents also found that 80% of parents and carers felt they didn’t know what was supposed to happen when their child left education and 66% of parents and carers didn’t feel that their child got the outcome they wanted. 

What is the impact of poor transitions on young people and their families?

For disabled young people:

Disabled young people we asked were negative about their experiences of transitions and the impact of ineffective transitions is significant and long-lasting.

· 55% of disabled young people feel worried about the transitions process

· 55% of disabled young people aren’t living where they want 

· 45% didn’t have a plan for after they leave college. 

In the short term, this means many young people are not able to live where they want, access meaningful activities, or achieve their aspirations. Longer term, it becomes clear that transitions are not delivering for young people and providing them with the choice and support to achieve their dreams and aspirations for adulthood. 
For families:

As both a children’s and adult services provider, we are increasingly seeing young disabled people reaching the end of school or specialist further education with no appropriate adult provision in place. In too many cases, families are left to fill the gap themselves, with parents forced to reduce working hours or give up employment entirely to provide full-time care, often with little or no community support available. 

This not only places enormous financial and emotional pressure on families, but also leaves young people without access to the support, opportunities and social connections they need to transition into adulthood well.

In some cases, failures in transition planning can lead to crisis situations, including emergency placements, family breakdown and sudden gaps in care arrangements. These risks are particularly acute for disabled young people with complex needs who rely heavily on consistent support and coordinated care across multiple services. 
Where are the gaps in data and evidence?

There is a lack of data, research and evidence on the needs, numbers and experiences of young disabled people who transition from child to adult services. The significant gaps in data relating to transitions, which limit effective planning and policy development. There needs to better data and evidence on disabled young people going through or about to undergo transitions to help improve planning at a local level, inform best practice and better understand the needs of young disabled people. Including local commissioning of services. 

Research from the LGA has found that there are gaps in insight and data on people with lifelong disabilities including understanding the number of disabled young people who will transition from child to adult services. Their model suggests there will be an increase in disabled children transitioning to adult services from 2022 to 2027
. 

Currently, there is:

· No comprehensive data on the number of young disabled people undergoing transitions

· Limited understanding of outcomes post-transition

· Insufficient data on unmet need

In addition, existing datasets (such as SEND data) often only capture primary needs and do not reflect the complexity of young people’s circumstances. This lack of data means that local and national systems are unable to:

· Accurately forecast demand

· Plan services effectively

· Evaluate what works

How effective is the current legislative and policy framework?

The legislative framework provides a strong foundation in principle, but implementation is inconsistent. Key legislation and guidance, including NICE guidelines and the Care Act, set out clear expectations for transitions but there is a concerted lack of delivery due to poor implementation, little to no monitoring and a lack of accountability.

NICE guidance

The national institute for care and excellence (NICE) published guidance on transitions in 2016 covering health and social care. 
 The NICE transition guidelines emphasise that planning should:
· Involve young people and carers as equal partners in decision-making

· Provide developmentally appropriate support 

· Take a strengths-based approach, focusing on what young people can do and the support available 

· Focus on key life outcomes with clear goal setting and regular review

· Ensure joint working across services (health, social care, education) for smooth, gradual transitions. 

There is little evidence about how well NICE guidance on transitions has been taken up and to what extent it has driven change and improvement with transitions. Furthermore, although NICE Guidelines recommends a named worker to help manage and coordinate transitions there is not consensus on the skills and scope for the role. It is also likely there is a lot of variation in transitions support with Local Authorities. 

Care Act

Transitions in England are mostly covered by the Care Act 2014 (including guidance)
. There is a strong legal obligation
 through the Care Act 2014
 for local authorities to assess and plan for transitions. There are also specific provisions to ensure that appropriate transitions arrangements should be put in place. A needs assessment must be carried out if a child is likely to have support needs after turning 18 and should be carried out at a time of ‘significant benefit’. There also should be no gap in services as part of the transitions from children to adult services.

Additionally, as part of the transitions process if the young person involved is deafblind,  Local Authorities should also follow the deafblind guidance
. This includes stipulations that Local Authorities need to recognise the importance of meeting care and support needs and ensuing there are appropriate services and specialist support to meet their needs. 

National eligibility criteria are also set out in regulations underpinning the Care Act 2014 but are open to local interpretation based on resources. This leads to inconsistent decisions and variable access for disabled people with complex needs and fails to consider fluctuating conditions. The legislation and guidance underpinning transitions provides a promising starting point offering early planning, person centred approaches and joined up working. However, in practice there is limited monitoring of compliance and accountability mechanisms are weak leading to a lack of consistent implementation meaning young people are missing out on the structured and ordered transitions they are entitled to under existing legislation.
What does good practice look like in transitions?

The systematic issues highlighted above show how broader weaknesses in the adult social care system feed in to and worsen the challenges experienced in the period of transition. Addressing these overall challenges is key. Transitions into adult services can only be successful if the adult social care system is fit-for-purpose. With that in mind we have recommended, in our evidence to the Casey Commission, that a five-point plan for social care is adopted:


13. Shape support around people, not systems. Everyone should get support that fits their life. Designed with them, around their goals and what matters to them, so that everyone gets the chance to live with dignity, independence and choice and control.
14. One budget, one team around the person. Bring health and social care together into a single personalised budget, so people stop falling between the gaps and get the joined-up support they need and choose. 
15. Invest and support a skilled social care workforce. Invest in skilled specialists who support disabled people with complex needs. The workforce needs proper training and better terms and conditions which will, in turn, support recruitment and retention. This will be a win-win for everyone - higher quality and more consistent support for disabled people, and cost-savings for the system in the long-term.
16. Make technology part of every plan. Every assessment should look at what technology could help someone communicate, stay safe, or be more independent, with the right specialists involved from the start. 
17. Ensure a safe, ordinary home for everyone. Housing and social care must work as one. Everyone should have a home that’s accessible, adaptable and truly supports independence, not be forced into care settings that don’t fit their life and only fit budgets.
Specific good practice in transitions
In addition to ensuring there is an overall, high quality adult care system to move into, there is a need to improve the transitions process itself. 

Based on our evidence effective transitions are characterised by:

· Early and phased planning, beginning from around age 14

· A named coordinator or key worker to support the young person and family

· Joined-up working across health, education, social care, and housing

· Person-centred approaches, with young people actively involved in decisions

· Continuity of support, avoiding gaps between services

· Strong relationships with consistent professionals who understand the individual

What changes are needed to improve transitions?

A comprehensive set of reforms is needed to address systemic issues. In order to achieve this the Government should.

· Introduce a national transitions framework. Government should develop a clear, England-wide framework setting out responsibilities, entitlement and expected standards of practice. This should include details on what support a young person is legally entitled to, including support outside of education such as on welfare and benefits, continuing healthcare, and social care. This process should be led by a designated transitions coordinator, to support families through this process and ensure join-up between agencies.
· Start transition planning earlier. The Care Act 2014 should be amended to introduce a statutory requirement for transition planning to start at age 14. This should be supported by a requirement for professionals to work collaboratively with those from other services including across health, education, and housing. This requirement would also help ensure consistency across different transition points happening in different services
· Improve coordination and strengthen accountability. The NHS 10-year plan should place clearer expectations on health bodies to work collaboratively with education and social care services to meet the needs of disabled children with complex needs. This should include stronger duties on the Department of Health and Social Care, Integrated Care Boards (ICBs) and local authorities to ensure children receive the support set out in their EHC plans. With regard to transitions specifically, there is a need for greater coordination, which at a minimum should include:
· Every young person should having access to a named transitions coordinator to act as a single point of contact and ensure joined-up working.

· Introducing clearer accountability mechanisms across agencies

· Extending oversight and redress mechanisms where duties are not met

· Requiring local authorities to report on transition outcomes

· Aligning health, education, and social care planning exploring the opportunities for integrated budgets and commissioning approaches

· Improve data and evidence. The lack of data affects the ability to plan effectively and negatively, pots undue pressure on services and negatively affects outcomes for young disabled people with complex needs. To address this there is a need to:
· Establish national data collection on transitions

· Link datasets across education, health, and social care

· Track outcomes over time


· Invest in services and workforce. It is vital that the issues in a service capacity and workforce are addressed. We urge the government to:
· Increase investment in adult social care and transition services
· Develop a skilled workforce with expertise in complex needs
· Improve commissioning frameworks and processes to ensure appropriate provision is available and consistent
Conclusion

Transitions are a pivotal moment in the lives of disabled young people with complex needs. They are an opportunity to shape people’s futures and support future independence and wellbeing. Despite longstanding recognition of the challenges, progress has been limited. This should be a time for stability and continuity and yet too many young people experience fragmented support, poor coordination between services and rushed decision-making meaning they miss out on the vital support they should be able to rely on. 

These cannot be dismissed as isolated failings but are symptomatic of broader issues in the social care system that become even are acute during the transition period. There is now a clear need for national leadership and meaningful reform. Government must strengthen coordination between services improve accountability where statutory duties are not being met. Transition planning must begin earlier and be backed by investment in services and in the workforce so young people have genuine options about their future care.

By addressing these systemic barriers and embedding person-centred, joined-up approaches across the transition pathway, government has an opportunity to significantly improve outcomes for disabled young people with complex needs and ensure they are supported to live with dignity, independence and choice.
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