Written Evidence submitted by Teenage Cancer Trust (TRN0015)

Summary

Teenage Cancer Trust is the only UK charity providing specialised nursing care and expert youth support for young people with cancer. We fund specialist nurses, youth workers, and hospital wards within the NHS, so young people with cancer get the sensitive, individual care and support they need at this unique and critical life stage.

Young people fall into distinct groups within transition. These include those aged 15–18 years at diagnosis who will transition from children to teenage and young adult (TYA) or adult services; those aged 23–24 years transitioning from TYA to adult services; and those who relapse after completing treatment and re-enter a different care setting at a later stage.

Although there are clear expectations for early, proactive and person-centred transition services, including in the 2023 service specifications, these have not yet been fully implemented across England. Key barriers include the lack of additional, dedicated resource to support implementation, insufficient funding, and limited protected staff time. 

Workforce pressures further limit the ability to meet these standards in practice. Clinical Nurse Specialists and Youth Support Coordinators are central to supporting transition, providing continuity, coordinating care, and ensuring that young people’s needs and preferences are reflected in decision‑making. However, provision of these roles varies across the UK, and high workloads and staff shortages mean that many staff do not have sufficient time to deliver the level of support required. In addition, there is currently no standard or nationally consistent training offer focused on transition, meaning support often relies on informal learning and varies between services, contributing to inequitable experiences for young people.

Finally, there is a significant gap in consistent TYA data collection, collation, and reporting. This makes it difficult to assess whether transition planning is happening at the appropriate stage, whether transfers are managed without gaps in provision, or how different groups experience services. Without improved access to age‑specific data, it is not possible to monitor delivery of the service specifications, identify inequalities, or target improvements effectively.

Focus Area 1: Timeliness and pace of the transition to adult services.

What resources are required are required by health and social care services to enable identification and implementation of transition planning from year 9, or immediately after if the young person enters services later?

The 2023 service specifications for cancer services for TYA set out welcome provisions to improve transitions between children, teenage and adult cancer services. These include requirements for transitions to be pre‑planned and proactive, to occur at a time of stability in a young person’s disease and treatment, and to involve close working between referring and receiving teams.

However, insight work by Teenage Cancer Trust indicates that these have not yet been fully implemented consistently across England. A key barrier is the lack of additional, dedicated resource to support implementation, alongside limited protected staff time. These specifications need to be fully funded as a priority.

How do services identify those who will need to transition to adult services, and what proportion start transition planning in year 9? How is this monitored?

The 2023 service specifications for cancer services for teenagers and young adults require that each teenager and young adult be discussed at both the relevant site‑specific multidisciplinary team (MDT) and a Network TYA MDT to ensure they are offered an age‑appropriate treatment plan. These MDT discussions should raise the issue of transition where it can reasonably be anticipated that, during treatment, a young person will need to move from one place of care to another.

In theory, this creates an opportunity for early identification and planning. In practice, however, monitoring whether this happens consistently is challenging. Too often, insufficient data is being collected for the TYA age group, and where this data is collected, there are instances where it isn’t being reported on or made available. 

As a result, it is not currently possible to determine what proportion of young people begin transition planning at the appropriate stage. This reflects a wider structural gap in how TYA data is defined, collected, and reported across the cancer pathway. 

There needs to be greater availability of age specific data in each UK nation as an important means of highlighting inequalities, and areas where there is need of improvement, to drive up the quality of cancer services for young people. Furthermore, DHSC and NHSE should establish a national standard for cutting data for this age group, to meet the needs of service providers and therefore improve services. 

To what extent are transfers from child to adult services managed without gaps in provision? How is this monitored?

The lack of consistent TYA data collection significantly limits the ability to assess whether transfers are being managed without gaps in provision.

It is, however, important to highlight the significant gap that exists between paediatric and TYA care pathways and palliative care services. Palliative care provision for young people aged 16–17 is highly inequitable.

Many paediatric services only support patients up to the age of 16 or require them to remain under the care of a paediatrician. As a result, young people diagnosed with cancer at 16 are often treated within adult services and are therefore excluded from paediatric palliative care. Conversely, most adult palliative care services do not accept referrals until a patient turns 18. This leaves some 16–17-year-olds without access to community palliative care support at a critical time. 

How is the transition support strength's based, focusing on what is positive and possible for the young person?

When transition is supported by age‑appropriate care, it becomes more responsive to the young person’s overall experience and supports and understanding of how this may affect their readiness for transition. 

Age‑appropriate care – with healthcare professionals trained in communicating and meeting the needs of young people, alongside empowering them to advocate for their own care
 – can improve both experiences and outcomes
. It also leads to greater involvement of young people in decisions about their treatment, increased participation in decisions around care, and improvements in more patient‑centred care
, all of which can help foster a more positive transition to adult services.

A strengths‑based approach involves young people and their families in ongoing conversations about what transition might look like for them, with a focus on building independence and confidence at a pace that feels manageable. 

In practice, this may include gradual steps such as at visiting the adult unit, being involved in booking appointments, or taking increasing responsibility for aspects of care. The impact of clear, consistent, and age-appropriate information about transition can also not be understated. A lack of such information during transition can cause confusion and distress for young people and their families.
 Resources such as Your Guide to Cancer, developed by Teenage Cancer Trust and provided at diagnosis, address this by introducing the concept of transition early and encouraging young people to reflect on independence, choice and what matters most to them.

Finally, transition support must be paired with access to psychological support. Young people with cancer have unique psychological needs – their stage of life means they need tailored, comprehensive support to deal with the impact of cancer.  A 2018 study on young people’s mental health during treatment found that 90% reported anxiety, 83% felt lonely, 70% experienced depression, and 42% had panic attacks.
 Transition can affect a young person’s mental health, particularly if perceived negatively
, however access to expert psychological support during and after treatment is not ‘delivered consistently’
 despite being included in the 2023 NHS Teenage and Young Adult service specifications.

Access to psychological support, from the point of diagnosis and for at least two years post-treatment is therefore vital. This will require dedicated funding to expand the current specialist psychologist workforce.  

How is the recommendation that the point of transfer to adult services should be based on individual need, rather than rigid age criteria, managed in practice?

In best practice, transfer to adult services takes place at a clinically appropriate and safe point in a young person’s cancer pathway, based on individual need rather than age alone. Considerations include maturity, stage of treatment, psychosocial needs, palliative care requirements, and any history or likelihood of relapse. Transfer during relapse or while a young person is receiving palliative care should be avoided unless necessary. 

Applying this flexible, individualised approach consistently requires strong coordination between services and sufficient protected time for shared decision‑making. Where these conditions are absent, age‑based thresholds can take precedence over individual need.

To what extent are service providers able to meet these statements of intent?

The lack of consistent and comprehensive TYA data collection limits the ability to assess this.

How appropriate are the current expectations on the timelines and pace of the transition at both the individual and service level?
The current expectations reflect best practice, particularly the emphasis on early, proactive and person‑centred planning. However, without additional financial resource, workforce capacity, and protected time to support implementation, these timelines can be difficult to meet consistently in practice.

How is the progress of underserved or vulnerable service-user groups, including those with protected characteristics, monitored in the delivery of services under this guidance?

There is currently limited evidence that the progress or experiences of underserved or vulnerable groups, including those with protected characteristics, are being systematically monitored. Gaps in TYA data collection significantly restrict the ability to understand variation in access, experience, and outcomes across different groups.

Focus Area 2: Effectiveness of the transition process and cross-service coordination.

Are there ways in which better and more effective joint working could improve the provision and quality of services? What does good practice look like in cross-service commissioning and delivery?

In practice, paediatric and adult services do not always perceive that they have the facilities, responsibility, or capacity to initiate transition
. Communication between services can be challenging
, and there may be limited confidence that the appropriate protocols or environments are in place to support young people and their families effectively.

TYA MDTs are well placed to address these challenges.
 They provide a structured forum for joint discussion, shared decision‑making and coordinated planning, bringing together expertise from paediatric, TYA and adult services to agree the most appropriate place and timing of care. They are also a suitable forum for identifying a key worker who will support each young person through transition.

Clear ownership of transition is essential. Transitions from paediatric to TYA or adult services are best led by paediatric teams, while transitions from TYA to adult services should be facilitated by TYA teams. Agreed protocols, clearly defined roles, joint clinics, and shared care arrangements all support continuity and reduce uncertainty for young people.

Where health and social care organisations have not been able to fulfil these statements of intent, what has the impact been?

When transitions are well planned and coordinated, they can provide reassurance at a challenging time. Where this is not the case, the transition itself can add to uncertainty and anxiety, compounding existing challenges and negatively affecting a young person’s emotional wellbeing.

This once again highlights the need for every young person with cancer to have access to psychological support, from the point of diagnosis and for at least two years posttreatment. This will require dedicated funding to expand the current specialist psychologist workforce.  

What is the impact of joint working on an individual’s experience of the transition between child and adult services?

The way in which transition is perceived by young people and their families has a significant impact on their engagement with new services. Many young people will have been cared for by the same team for several years and may fear losing trusted relationships or worry that a new team will not understand their needs.
 

Early joint working arrangements between current and future services can mitigate these concerns.
 Collaborative planning allows relationships to develop in advance, supports continuity of care, and helps young people and families feel better prepared for transition.

To what extent are service providers able to meet these statements of intent?

The lack of consistent and comprehensive TYA data collection limits the ability to assess this.

Focus area 3: Meaningful engagement of children, young people and their carers.

How are services resourced to take into account the needs, wishes and aspirations of the young person, including during the planning process and after transition?

Transition should, where possible, be progressed at a pace that suits the young person and their family, requiring sufficient workforce capacity and resources to understand and respond to their preferences. This includes providing timely, age‑appropriate information to support informed decision‑making, alongside meaningful planning and ongoing support.

Ongoing involvement of the TYA team can support continuity during transition, particularly where the same professional remains as a key worker for an agreed period. Young people and families should also receive clear, accessible written information about the new place of care and be offered opportunities to visit in advance.

Following transfer, continued contact from the original key worker for a short, agreed period can help address emerging issues and maintain continuity. The treatment and care summary should continue to be updated by the receiving team so that all professionals have access to a comprehensive and up-to-date record of care and support needs.

However, delivering this level of support can be challenging. While young people with cancer have distinct needs requiring specialist care, high NHS staff turnover and increasing workloads mean nurses are often responsible for many patients with diverse needs. As a result, some young people miss out on the specialist support that is particularly important during transition, with lack of time frequently cited by staff as a key barrier.

 
What does effective inclusion of young people in the planning and delivery of their transition look like? 

Effective inclusion means that young people are actively involved in decisions about their care and transition from an early stage, in a way that reflects their preferences, maturity and readiness. This includes being supported to express what matters to them, to ask questions, and to take an increasing role in managing their care over time.

In practice, this involves ongoing conversations rather than one-off discussions, with opportunities for young people to engage in different ways depending on their confidence and needs. This may include attending appointments independently, contributing to care planning discussions, or being involved in decisions about timing and location of transfer. This once again highlights the importance of staff capacity. 

What are the impacts of co-producing transition policies and strategies with children and young people?

Young people and their families bring direct experience of navigating services. Policies and strategies that reflect lived experience are more likely to be realistic, age‑appropriate, and responsive to what matters most to young people.

The development of discrete TYA services has created two points of transition, from paediatric to TYA services and TYA to older adult services. It is therefore important that TYA, a distinct group with specific needs, are actively involved in the development and review of transition policies to ensure services reflect their realities and priorities.

What does a good transition service look like, and how is an effective transition, defined, measured and monitored at both individual and service levels?

There is strong consensus across national guidance and inspection frameworks, including NICE guidance, CQC findings and cancer‑specific best‑practice statements
,about what good transition support should involve for teenagers and young adults with cancer. 

Good transitional care is person‑centred and developmentally appropriate. It starts early, involves parents or carers where appropriate, and is built around a transition plan developed with the young person. It is multidisciplinary, involves both paediatric and adult services, and aims to enhance a young person’s sense of control, confidence, and independence in managing their health. Crucially, it should provide coordinated and uninterrupted care, supported by sufficient time and resource to make this possible in practice.

Good transition support should also be underpinned by access to appropriate mental health support. Young people with cancer have unique psychological needs and the transition period can increase anxiety and uncertainty. Ongoing psychological support is therefore a core part of a good transition service.

The difficulty is not a lack of agreement about what good looks like, but that we do not know whether these principles are being delivered consistently, or which approaches are most effective. A lack of adequate data collection, collation and reporting on TYA mean it is not possible to assess which interventions are working well, where gaps remain, or how support could be improved. Without comprehensive data collection, it is impossible to target improvements effectively.  

Focus area 4: Workforce and training.

Which healthcare professionals form the transition team for young people, and are their roles- including that of the lead healthcare professional- clearly defined? Do staff have sufficient time allocated for their specified roles? 

Clinical Nurse Specialists (CNS) are a core part of the transition team and are often the lead healthcare professional or key worker for young people. CNSs offer consistent, age-appropriate support from diagnosis through treatment. Their close relationships with young people and their families make them well placed to guide care and deliver sensitive communication.
 Additionally, this relationship means they are better placed to ensure that clinical decisions consider the unique needs, values and preferences of patients.
 This is particularly important during transitions when patient preferences are key. 

In practice, the CNS often takes overall responsibility for guiding the young person through the transition process. This can include coordinating care across services, attending initial appointments in the new setting, supporting handover of information, and identifying a new key contact in the adult service. Where transition is working well, there is an agreed period of ongoing contact following transfer, allowing the young person to feel supported while new relationships are established.

CNSs typically have smaller caseloads than many other nursing roles, which allows them the time to build meaningful relationships and act as consistent points of contact. However, individual NHS trusts control how these roles are delivered which means that service provision varies across the UK. This limits consistency and equity of support for young. 

Youth Support Coordinators (YSC) provide non‑clinical support to young people with cancer, working alongside clinical and nursing teams to address emotional and practical needs. Their contribution has been recognised in the 10‑Year Health Plan as integral to developmentally appropriate cancer care, with actions identified to expand access to this role.

YSCs are accessible sources of support for young people and bring a valuable youth‑focused lens to MDT discussions. They support young people’s experience by offering informal, relational support, and bridging clinical care with emotional and social needs. They create welcoming environments, facilitate peer interaction, and support families.



They often meet young people early on in their treatment and build trusted relationships that continue through transition. These relationships allow YSCs to bring a strong youth‑focused perspective into multidisciplinary discussions, ensuring that young people’s views, concerns, and wishes are understood and taken seriously. In the context of transition, YSCs may support visits to new services, help explain changes to young people and families, and act as an accessible first point of contact for questions that young people may feel uncomfortable raising elsewhere.

YSCs are often perceived by young people as having more flexibility and time to listen, which can be particularly valuable during periods of change. However, provision of this role varies widely across the UK and awareness of their role is limited outside TYA services. Variability in recruitment, training, and regulation contributes to inconsistencies in practice, and the emotional demands of the role underscore the importance of structured supervision and support.

The upcoming NHS workforce plan must ensure that sufficient specialist staff are available to provide the care and support that young people with cancer need. Current pressures mean specialist nurses are often pulled away from delivering dedicated care and are instead responsible for managing multiple patients with diverse needs. The plan should include clear provisions for recruiting, training, and retaining this workforce, backed by adequate long‑term funding. The roles outlined above demonstrate the critical importance of specialist support during transition for teenagers and young adults.

Are existing training and education in place for staff effective in improving experiences for young people at the point of transition/transfer between services?

There is currently no standardised or dedicated training focused on supporting young people through transition for clinical nurse specialists and youth support coordinators. As a result, learning about transition tends to be informal and varies between services, rather than being supported through a clear or consistent training offer.

In our engagement with clinical nurse specialists and youth support coordinators, we hear that there is appetite for training in this area. Staff frequently describe transition as a challenging aspect of their role and identify a need for greater guidance and shared learning to support young people effectively during this period. 

How are staff trained to effectively support young people through the transition from child to adult health and social care? What is the standard training offer- is this available to all, and how is this different for staff regularly involved in transitions?

There is currently no standard or nationally consistent training offer focused on supporting young people through transition from paediatric to adult health and social care. 

What is the impact of training and education for staff on their experience, and young people’s experiences, of transitioning between child to adult services? How is this monitored?

This impact is not currently monitored due to the absence of a standard or consistent training offer.

Where staff are not equipped with the right skills, what is the impact on the service, and the young people it serves?

Where staff are not well equipped to support transition, practice can vary between services. Support may rely on individual experience or informal sharing of good practice rather than consistent approaches. This can lead to geographical inequalities, with young people having different experiences of transition depending on where they receive care.

Is the level of training and education provided to staff appropriate for the needs of young people at the point of transition?

No. In many settings, there is little or no formal training specific to transition. As a result, current training provision does not adequately meet the needs of young people facing transition, nor does it equip staff with the skills and confidence required to deliver developmentally appropriate, person‑centred transition support.
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