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[bookmark: _Toc203586548]Project Summary
The West Yorkshire Provider Collaborative for Children and Young People’s Mental Health Inpatient Services wanted to find out what the service offer was across West Yorkshire, for children and young people (0-25 years old) when they experience an eating disorder, disordered eating or mental health presentations which are described as ‘complex’ by mental health professionals, and what people thought about the different services provided. Project stakeholders are outlined in this report, but included professional across sectors, children and young people, and parents and carers. They were asked about their experiences of the pathways of support, what was useful and what could be better. 
[bookmark: _Hlk202775694]A total of 144 participants engaged in the project through interviews and focus groups. And a total of 51 participants engaged in the project through survey responses. Totalling engagement with 195 participants.
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[bookmark: _Toc203586550]Methodology
[bookmark: _Hlk203574699][bookmark: _Hlk203574574]Volunteer and purposive sampling was used to gather participants, a mixed methods approach was used for the gathering of qualitative and quantitative information, using structured and semi-structure interviews, surveys, workshops and focus groups via digital and non-digital formats. Workshops and interviews on average took place for 1-2 hours. Quantitative data was analysed using descriptive statistics to summarise and describe its main features. A deductive thematic analysis was selected to analyse the findings of the project.
[bookmark: _Toc203586551]Stakeholders
The project required extensive engagement across sectors, with professionals, children and young people, and parents and carers. This included: 
· Integrated Care Boards (ICB)
· Local Authorities: Leeds, Bradford, Wakefield, Kirklees, Calderdale.
· Voluntary, Community and Social Enterprise Organisations (VCSE)
· Social Care Providers
· Children and Young People with Lived Experience (0-25 years old). 
· Parents, Carers, Supporters
· Education – Early Years to University, including SEND provision. 
· Research and Development – Universities, Researchers
· NHS: Child and Adolescence Mental Health Services (CAMHS), Primary Care, Mental Health Trusts, Acute Trusts, Children and Young People’s Mental health (CYPMH) Provider Collaborative Inpatient Settings, Public Health.
· West Yorkshire Police
[bookmark: _Toc203586552]Introduction
This report has been produced by the West Yorkshire Provider for Children and Young People’s Mental Health Inpatient Services. In West Yorkshire, the specialist Mental Health, Learning Disability and Autism NHS Trusts have agreed to work together to deliver the best possible care, experience and outcomes for people within the available resources.
The Trusts who have agreed to work together are:
· Bradford District Care NHS Foundation Trust
· Leeds & York Partnership NHS Foundation Trust
· Leeds Community Healthcare NHS Trust 
· South West Yorkshire Partnership NHS Foundation Trust
This report concentrates on the pathways for children and young people who experience an eating disorder, disordered eating or those who are described as ‘complex’ by services, in relation to their mental health. The report looked to map existing provisions, analyse impacts and outcomes, and identify areas for improvement in the care and support provided. 
The report took a cross-sector approach, to look at how organisations work together to support these young people, in community and inpatient settings. The report will mainly focus on those children and young people who are admitted to acute care settings and mental health inpatient settings at some point in their care, support or treatment. 
‘Acute Care Settings’ are locations, such as hospitals, where individuals receive immediate and intensive treatment for serious illnesses or injuries. ‘Acute Inpatients’ are those who require a short stay in hospital, following their illness or injury. 
Children and young people are classed as those who are 0-25 years old, for the purpose of this report. There is variation across services and sectors, as to what age ranges children’s services will support. For example, some services work with young people up to the ages; of 16 years, 18 years, 25 year, or less frequently, some services supporting young people with Special Educations Needs and Disabilities (SEND), this support service can be provided up to 30 years of age. In Acute Care Settings, young people aged 16+ will be admitted to adult wards. ‘Transitions’ from child to adult services is not a specific focus of this report but is included. 
One focus of this report is ‘eating disorders’ and ‘disordered eating’. ‘Eating disorder’ refers to presentations which are diagnosable by the International Classification of Diseases 11th Revision (ICD-11). ‘Disordered eating’ refers to presentations which do not meet diagnostic criteria for eating disorders by the ICD-11. The term ‘eating disorder presentations’ is used in the report when generally referring to eating disorders and disordered eating. 
This report will include an overview of the provisions for:
· Anorexia Nervosa 
· Bulimia Nervosa 
· Avoidant Restrictive Food Intake Disorder (ARFID)
· Binge Eating Disorder (BED)
· Orthorexia 
· PICA (Eating Non-edible Items)
· Rumination Disorder
· Other Specified Feeding or eating disorder (OSFED)
· Type 1 Diabetes and Disordered Eating (T1DE) or ‘Diabulimia’
· Disordered Eating
· Other
Secondly, this report focuses on children and young people who experience mental health presentations, who are referred to as ‘complex’ by services providing care, support or treatment, in West Yorkshire. This report seeks to provide clarity around the definition of what ‘complex’ children and young people means, and why they can experience longer lengths of stay on average, in acute care settings and mental health inpatient settings. There is variation in definitions across sectors. The original project question was to look at the support for young people who experience emotional dysregulation, but after further scoping, there was variation in reasons why young people were experiencing longer lengths of stay, in comparison to other young people.
Anecdotal evidence from stakeholders, during scoping conversations at the beginning of this project suggested that ‘complex’ children and young people might be associated with the following terminology in some way: 
	· Emotional Dysregulation
	· Emotionally Based School Avoidance

	· Care Leavers
	· Neurodivergence, Autism, ADHD

	· Looked After Children
	· Complex Mental Health

	· County Lines
	· Complex Needs

	· Neglect
	· Trauma, Complex Trauma

	· Abuse
	· Disordered Eating, Eating Disorder, ARFID



Currently, there is no agreed terminology across sectors regarding ‘complex’ young people, as some sectors, especially those who do not follow the medical model of disability, and instead follow the social model of disability, would not define children and young people as ‘complex’. 
In West Yorkshire, there is not one specific pathway for these children and young people to take. This forms part of the challenges that the workforce experience, when working with these children and young people, as they:
· Have unique circumstances requiring personalised care and support.
· Often require the support of multidisciplinary teams (MDT’s) or more than one service. 
· Often do not meet criteria for service access.
Nationally, some NHS Trusts have established services for these young people, with direct pathways of support for those who experience ‘emotional dysregulation’, ‘complex emotional needs’ or have if they have ‘complex needs’. Examples include but are not limited to: 
· Lincolnshire Partnership NHS Foundation Trust had outlined the below: https://www.lpft.nhs.uk/young-people/lincolnshire/professionals/service-offer-and-referrals/complex-needs-service-cns
[bookmark: _Toc203586553]Rationale
The West Yorkshire Provider Collaborative for Children and Young People's Mental Health Inpatient Services aims to work with Community Children and Young People’s Mental Health (CYPMH) services across West Yorkshire and change the function of inpatient admissions. More work needs to be done, so inpatient services are not seen as a separate intervention, and instead, integrated into the pathways of community services. Further rationale to support this shift also included national guidance regarding Intensive Services that reference community provision and day services for young people, alongside the NHS Long Term Plan and the movement from ‘Hospital to Community’. 
The ambition is to significantly reduce lengths of wait and stay for hospital beds, in both acute and mental health inpatient settings. Long lengths of stay in hospital are often reported as detrimental to children and young people, and those supporting them, and can lead to iatrogenic harm (unintended harm or adverse effects that can result from medical or healthcare interventions). A range of services should ensure that young people will be treated and supported as early and as close to home as possible. 
Firstly, it must be understood how children and young people and those who support them, are navigating the whole pathway, where there are barriers or gaps in support and, at what point they might re-enter the pathway of support at any given time. This means that services should work collaboratively, to address the whole pathway:
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[bookmark: _Toc203586554]Key Data Findings
Volunteer and purposive sampling was used to gather participants, and a mixed methods approach was used for the gathering of qualitative and quantitative information, which utilised structured and semi-structured questions, through digital and non-digital formats. Data gathering techniques included interviews (1-2 hours in length on average), digital surveys, online and in person focus groups and an in-person workshop (1 – 1.5 hours on average). 
The data is organised into subsections, to identify views and perspectives from different sectors or workplace teams, for example, ‘Acute Inpatient Services’, ‘CAMHS’, ‘Education’. This summary report will highlight only key points and select illustrative examples. 
Qualitative data was interpreted using a deductive thematic analysis to explore the findings of the project. The deductive thematic analysis identified 6 themes: ‘Continuity of Care’, ‘Systemic Barriers’, ‘Guidance and Protocol’, ‘Communication’, ‘Confidence, Knowledge and Skills’, ‘Care Limitation’. Themes identified both positive and negative aspects of people’s experiences, for example, ‘systemic barriers’ can exist and create a negative impact, or there can be examples of how people overcome ‘systemic barriers’. Theme descriptions:
Continuity of Care: ‘Transitions – between or leaving services’, ‘integration of services’.
Systemic Barriers: ‘Referral criteria’, ‘waiting times’, ‘funding and resources’. 
Guidance and Protocol: ‘Guidelines – Medical Emergencies in Eating Disorders (MEED), National Institute for Health and Care Excellence (NICE), Management of Really Sick Patients under 18 with Anorexia Nervosa (MARSIPAN, Junior MARSIPAN)’, ‘other guidelines’, ‘governance, policy and practice’, ‘referral process’, ‘specialism’. 
Communication: ‘Involvement of children, young people and families’, ‘communication between and from, services or professionals’, ‘communication from the public and service users’, ‘accessibility of information, language and experience’.
Confidence, Knowledge and Skills: ‘Training received’, ‘training needed/desired’, ‘skills and knowledge acquired’, ‘lived experience’.
Care Limitation: ‘Emotional effects on professionals supporting young people’, ‘barriers to accessing services or support’, ‘professional boundaries’, ‘personal interest in the field of mental health’.
[bookmark: _Toc203586555]Mental Health Inpatient Services, Red Kite View
[bookmark: _Hlk202465225]5 Interviews took place with professionals who work, or who had previously worked at Red Kite View, to help understand the service. Conversations also took place with previous service users and the parents and carers of those young people, with experience of accessing the service.  The voices and experiences of young people, parents and carers are outlined later in this report, in data sub sections ‘children and young people’, ‘parents, carers and young people – mixed focus group’, and ‘parents and carers’.
Continuity of Care
· Transitions – between or leaving services.
· Integration of services.
Participants talked about: 
· There being a variety of activities for young people to take part in, from a range of services, in order to meet their needs – ranging from advocacy, to therapies, to leisure.

· The importance of discharge planning which starts before admission, and the benefits of care coordination or a keyworker being involved. A barrier to discharge was the lack of therapeutic or social care placements for young people who cannot return to the community, resulting in significant delays to discharge. Barriers to transitions regarding discharge also included being clear about the purpose of inpatient admission and that it is to reduce the level of risk to the young person, rather than eliminating it. It was outlined that work was needed around supporting families to ‘feel ready’ for discharge and know what to expect.  

· The financial difficulties for families, when a young person has or is accessing inpatient mental health services. In particular, when services are not within the local community of families, financial burden often was due to the cost and time of travel to visit and support young people. There was little financial support to help these families in engaging in their young person’s recovery. Participants also spoke about ‘Section 117 After Care’ and the lack of clarity regarding accountability and process.

· [bookmark: _Hlk202466604]The variation in support for transitions to adult mental health services across West Yorkshire. Most notably, participants spoke about how children’s mental health services provided more support in comparison to adult services, noting ‘it’s like dropping off the edge of a cliff’. Adult services were also highlighted to have stricter criteria, which meant young people could not access help, care or support from adult mental health services. 

· The variation in how teams in NHS mental health services and NHS acute care settings work, across West Yorkshire, and that there was little shared learning across West Yorkshire taking place. Participants noted how some areas were able to ‘hold their anxiety’ better than others, and where services could not ‘hold their anxiety’, this often resulted in early NG tube feeding, which often results in longer stays for young people, within the acute care settings. 

Systemic Barriers
· Referral criteria. 
· Waiting times.
· Funding and resources. 
Participants reported: 
· That referral criteria were present, in terms of age and that they support 13 – 18-year-olds. There was less of a focus on diagnosis for referral in children’s services, but rather referrals are based on needs and deteriorations of individuals, as standards are largely developed for adults. 
· That there was an under resourcing of services, in particular in social care and the impact this has on young people who require hospitalisation for their mental health. Participants noted that hospital environments are not always the right place for these young people when appropriate placements cannot be found. Reasons for this have largely being reported as due to social care not being involved or not having the resources to participate. These admissions were noted to cause iatrogenic harm, through restrictive practice. 
· Information about the role of the family ambassador in Tier 4 services and that across the country, people have different experiences of this role, due to funding and resourcing.  Locally, participants explained the process and criteria for accessing this support. 
· That whilst some places across West Yorkshire are supporting young people with ARFID to some extent, participants spoke about how NHS services are not funded to support people with ARFID, generally. Participants also spoke about the criteria for ARFID, debating what meets criteria or not, and what might be an eating presentation related to someone being autistic. Those participating also shared how an ARFID diagnosis or ‘labelling’, was often a blocker to receiving care, support or treatment because people are ‘not funded’ to support ARFID, however, in comparison, if that same child was referred based on their needs for ‘nutritional assessment’ to dietetics, there would be less chance of them been rejected care, support or treatment. 
Guidance and Protocol
· Guidelines – MEED, NICE, MARSIPAN/MARSIPAN Junior.
· Governance and policy.
· Referral process.
· Specialism. 
Participants reported: 
· [bookmark: _Hlk202544415]The referral process and how patients should flow throughout services, in relation to their stay at Red Kite View. Participants also spoke about the wide range of professionals and therapeutic support, as part of a MDT approach, that is available to young people, to ensure their needs are met. 
· That there was lots of autistic people within Red Kite View and talked about how certain processes may or may not have helped in supporting them prior and post admission. These included the Dynamic Support Register (DSR), Care, Education and Treatment Reviews (CETR’s), and Education Health and Care Plans (EHCP’s). Participants shared that not all young people arrive with this support, and it might only be initiated after receiving a diagnosis of autism or learning disability when they are at Red Kite View. 
· That there are mixed attitudes regarding parity of esteem in acute care settings, where young people with mental health presentations can be seen as ‘bed blocking’ due to them being medically stable.  It was highlighted that there are different approaches to care and treatment, in each of the paediatric units and their admissions processes. There was an ask for the 5 paediatric units across West Yorkshire to follow the same processes, as it was frustrating that areas of good practice were not shared. 
· [bookmark: _Hlk202546082][bookmark: _Toc201004282][bookmark: _Hlk202546503]The importance of guidelines, to help plan care and treatment such as MEED and NICE guidelines. Participants also shared how increasing complexity of patients can mean that standard treatments which follow these guidelines, do not work for these patients. Participants stated that this added complexity is usually due to the patient being autistic, and/or experiencing disordered eating, and/or due to RISH – restrictive intake self-harm. Professionals also spoke about how the complexity around non-diagnosable presentations, such as ‘disordered eating’ and ‘RISH’ can be open to interpretation, subjective, or not distinguished, based on the perspective of the professionals who are working with those young people. 
· The lack protocol for NG feeding, with some professionals concerned about the appropriateness of this intervention in some young people, as on average, it was recalled that it increases a young person’s length of stay in an acute care setting. Professionals also shared difficulties in sharing advice regarding the appropriateness of NG feeding due to their patients mental health presentation, as young people’s care, support and treatment are often split between 3 trusts (LYPFT – mental health inpatient services, LTHT – acute care services, LCH – community CAMHS) each with different governance and policies, for fear of blame if the patient experienced a poor outcome.
Communication
· Involvement of children, young people and families.
· Communication between and from, services or professionals.
· Accessibility of information, language and experience. 
Participants reported: 
· [bookmark: _Hlk202548565]How people receive information about the service and what they can expect, and how to access advocacy – for both young people and parents. Two things were highlighted as being important to this process. Firstly, receiving information prior to admission, so families can be prepared. This did not always happen, due to working days of the family ambassador and the nature of admissions. Secondly, the role of peer support was pivotal in the family ambassador role, so families could speak to someone who has experienced the Tier 4 service, to help them navigate the inpatient admission process, meetings and truly understand that thoughts and feelings of families. Participants also talked about how feedback about the service can be given by young people during and after their admission, and that this had been coproduced with young people.
Confidence, Knowledge and Skills
· Training received.
· Training needed/desired. 
· Lived experience. 
Participants reported:
· Their knowledge of eating disorders and other mental health presentations. Participants spoke about the trauma of the COVID-19 lock downs, which saw many young people become isolated and that they struggled to have control over their own lives, in a world which felt out of control. It was also shared that many young people responded to standard treatment for typical anorexia, but now, presentations are more complex, where young people are more likely to experience presentations such as ARFID, sensory issues relating to food, RISH, self-harm and/or no desire to be thin. Complex presentations were reported as occurring when patients with eating disorders or eating difficulties, also presented with autism, ADHD and trauma.
· About training available to staff which focused on a variety of topics, including ARFID, sensory integration, and clinical models such as AMBIT.  
· About what support was available for parents and carers, either from the service [family ambassador] or local groups in their area – such as Carers Leeds and Calderdale Carers Council. It was highlighted that it was important for parents and carers to have ‘tools in their toolbox’ to look after themselves, when supporting their young person, and that support needed to be realistic and right for them – such as listening to the birds, trying to go out with a friend, a relevant podcast or more formal learning around the New Maudsley Approach. 
· About the value of signposting, when done appropriately and meaningfully for that person.  A participant shared the perspective that ‘if you can support parents and carers to increase their capacity to care, resilience, and skills to care, the probability and chances of discharge going smoothly for that young person and for that parent carer, and whole family are enhanced’. Participants spoke about some of the services they signpost families to and noted that parents and carers often had knowledge of these services already but may need some support to access or what to expect with the process, including Barnardo’s Keyworker Service, Benefits services, VCSE support and information services, newsletters and resources, CETR’s, DSR’s and EHCP’s. 
· That there’s a need for people to have an understanding and training about why people present differently, and to understand the needs of these young people rather than focusing on treatments as a result of diagnosis, which impacts the outcomes for these young people. For example, NG feeding might be helpful for some young people, but for others where their needs are not met, have been neglected or have had a life of being misunderstood or experience ‘rigid thinking’ - this treatment often increased their length of stay and dependence on staff support. Other examples included that terminology such as ‘ARFID’ isn’t that helpful, but it is more helpful to focus on specifics, such as ‘phobia’ and appropriate treatment to tackle the phobic issue. 
Care Limitation 
· Emotional effects on professionals supporting young people. 
· Barriers to accessing services or support. 
· Professional boundaries. 
· Personal interest in the field of mental health. 
Participants reported: 
· About the fundamental role families can play in a young person’s experience of mental health, and that not all have supportive families. However, a participant spoke about how sometimes this can be a positive, for some ‘looked after’ children, as they would have a package of care and support up to 25 years of age, opposed to the cut of point of 18 years old. Participants also spoke about the differences in support from professionals in mental health and physical settings, regarding ‘what people need and when’. 
· That there’s a lack of social care placements, which result in young people accessing crisis support, when the reality is that they need a safe place to live – not hospital. 
· About unmet needs. A participant shared that professionals are often asked to ‘treat ARFID’ but noted that there are barriers in using diagnostic language, as it doesn’t tell people the context and needs of the person. Participant also spoke about unmet needs of people, in particular, that most patients are neurodivergent and there was an argument that those young people are not being supported in wider society. 
[bookmark: _Toc203586556]Acute Care Settings and Acute Inpatient Services 
[bookmark: _Hlk203577055]9 interviews took place with staff working in acute care settings, across West Yorkshire. People worked in a variety of roles, such as, Matrons, Nurses, Dieticians, Play Therapists and Psychologists (in relation to their physical health condition). 
As part of the West Yorkshire Provider Collaborative for Children and Young People’s Mental Health Inpatient Services, there was an Acute Care Settings Workstream. This saw the development and implementation of the ‘Mental Health Champion’ role in Bradford Royal Infirmary, Calderdale Royal Hospital, Pinderfields Hospital, Dewsbury Hospital, Airedale General Hospital and Leeds General Infirmary. The champion role promotes the mental health agenda for children and young in acute settings. A community of practice had been established, feeding directly into regional work, with each Champion having a delivery plan monitored by the workstream. The West Yorkshire region has recruited the most Mental Health Champions nationally.
 The workstream also developed collaborative working groups, including a ‘Matron Working Group’, with 17 members. The group allows shared ownership of issues and contributes to proposal developments. 
This project and report were as a result of the Acute Care Settings Workstream, which identified the need to assess the pathways of support and highlighting gaps to support system changes.
Continuity of Care
· Transitions – between or leaving services.
· Integration of services.
Participants reported:
· That transitions remain inconsistent and fragmented, particularly at the interface between acute hospitals, CAMHS, and social care. In Leeds and Calderdale, participants reported that young people were often left waiting for long periods of time, with no clear plan, which led to them “getting stuck” in hospital or being passed between services without clear ownership. In Airedale, it was reported that transitions were generally smoother, with early CAMHS involvement and strong discharge planning, ensuring timely movement back into the community.
· That there are no formal structures for complex discharges in Leeds and that transitions out of hospital are not always adequately planned, leading to professionals feeling they must step outside their roles to advocate for patients. Participants did highlight some successful strategies including joint discharge planning meetings (Calderdale 72-hour discharge barriers tool – although this falls apart when social care is not involved), dedicated coordination roles like the Roald Dahl Nurse in Leeds, and informal communication channels between professionals who already have good relationships.
· Collaboration positively in Airedale, where there are close links between paediatrics, CAMHS (Bradford), dietitians, and crisis teams. Daily huddles and integrated planning were seen to prevent admissions and support earlier discharges. In contrast, Leeds and Calderdale, who reported significant silos between services, especially between medical, mental health, and social care teams. CAMHS were described as hard to contact, slow to engage, and unable to access shared records. Participants in Leeds described being left to fill in gaps—creating care plans, coordinating services, or supporting long-term patients far beyond their role. Information-sharing barriers (incompatible IT systems) and lack of physical CAMHS presence on hospital sites were also reported and seen as practical limitations.
· That Airedale had a proactive, integrated, and community-focused approach, involving community dietitians giving advance notice of admissions, clear communication across sectors and the use of initiatives in hospital-based youth work provision such as “hospital buddies” and links with VCSE support like GR8 Minds, better alignment with CAMHS and quicker response times. Leeds was reported as seeing greater systemic fragmentation, with staff expressing frustration at poor integration, lack of ownership, and accountability gaps. Some areas, such as Calderdale reported that they have learned to adapt locally, with informal workarounds and stronger professional relationships smoothing care, even when systems fail.
· That fragmented care particularly affected young people with ‘complex needs’, who often stayed in hospital for extended periods without clear plans or consistent support. Participants described them as "forgotten" or "held" while others tried to decide next steps. This often placed an emotional and practical burden on participants, who described feeling like the only consistent adult or support for the young person (becoming a “parent figure,” coordinating care, or creating care plans in the absence of others). A repeated sense of helplessness was reported, where services lacked the skills or capacity to move things forward, particularly with ARFID or complex neurodivergent cases. Participants also recognised the emotional toll of holding responsibility in systems where no one else was accountable.
· That long-term support planning is often minimal or absent, especially for patients with complex or overlapping needs (mental health, neurodivergence, trauma). Discharge was reported as often depending on whether CAMHS or social care was willing or able to pick up the case, and hospital teams feel that recovery planning is undermined by the lack of clear or available services post-discharge. There was concern that young people without a diagnosis fall between services due to narrow criteria or siloed systems, especially in Leeds. It was reported that typically, support such as EHCPs or personal budgets wasn’t routinely part of discharge planning. Airedale participants reported more coordinated discharge practices, particularly for eating disorder patients, involving pre-discharge planning and confirmed follow-up within 7 days. 
Systemic Barriers
· Referral criteria. 
· Waiting times.
· Funding and resources. 
Participants reported:
· That it was observed across different settings, that eating disorders among children and young people are becoming more complex and less “clear cut” than in the past. There's been a shift from straightforward anorexia to a wider range of presentations, including ARFID, purging behaviours, self-harm and Restricted Intake Self Harm (RISH), and Type 1 Disordered Eating (T1DE). This complexity was reported as challenging to traditional treatment pathways and raised questions about whether this is a result of increased awareness or a real change in presentation. There was a general reporting that services haven’t adapted quickly enough to accommodate these evolving needs.
· Widespread concern about thresholds for services, especially for those who do not meet strict diagnostic criteria. Children with complex issues (such as T1DE, disordered eating without low BMI, undiagnosed neurodivergence) often fall through the cracks. Participants in Leeds reported that people are being turned away from eating disorder services if they don’t meet narrow criteria, despite displaying risky behaviours. Young people are told they cannot receive therapeutic support for ARFID or other mental health presentations whilst unsettled. Meaning they are not ‘getting better’ when in Acute settings. Similarly, it was reported that families in crisis due to ARFID are not always eligible for crisis support, as ARFID does not always fit into the existing CAMHS pathways.
· Particularly in Airedale, the importance of early feeding experiences, parenting practices, and community support in shaping children’s relationship with food. Concerns were reported that post-COVID-19 disruptions to social development, less support around weaning, and less peer learning among parents have contributed to the rise in restrictive eating. Feeding clinics were reported as playing a crucial role in helping parents set boundaries, understand normal vs. problematic vs. faddy eating, and improved mealtime environments. However, participants reported limited funding and support for early intervention services in the community.
· That neurodivergence, especially autism and ADHD, was a recurring feature in the mental health presentations of children and young people, particularly in Leeds. Participants feel that these individuals often do not get timely or appropriate support due to delayed diagnoses, long waiting lists, or service boundaries. It was also reported that diagnosis is often the gateway to support, leaving undiagnosed individuals underserved. Some professionals reported that there was an over-reliance on formal diagnosis to access help, while others reported the risks of self-diagnosis which led to miscommunication between services [people cannot access some services without formal diagnosis].
· A lack of resources, particularly for sensory toys/tools, play therapy, safe ward environments, and specialist psychological support. There’s frustration that while reasonable adjustments are discussed, they are often impractical to implement due to space, staffing, and funding limitations. The VCSE sector was reported as often filling gaps, but this can lead to unequal access depending on location or advocacy strength. Participants also reported concerns about the blurring of roles, such as play teams being used in place of formal mental health support.
· A fragmented approach where different services - CAMHS, paediatrics, play therapy, diabetes teams, and social care - operate in silos, with little integration or communication. The absence of dedicated liaison roles in physical health specialties like epilepsy, was reported as a barrier to psychological support. This was reported as particularly problematic for children with complex co-morbidities, such as T1DE, who required integrated care approaches. In T1DE cases, some participants reported that adult services (such as CONNECT) were more flexible and inclusive compared to CAMHS.
· That in Airedale, children with eating disorders and mental health needs are presenting younger than before. Where previously cases were typically seen from age 14+, they are now seeing children as young as 12 or 13. This shift raised questions about service preparedness and appropriate interventions for this younger age group.
· Concerns about disparities between children accessing private services vs. NHS services. Some children receiving private therapy were reported as being viewed differently (hesitance from crisis teams), which can complicate or delay support. Similarly, those who obtained private neurodevelopmental assessments were reported as not always smoothly integrated into statutory pathways, raising equity concerns. Participants reported: 
Guidance and Protocol
· Guidelines – Medical Emergencies in Eating Disorders (MEED), National Institute for Health and Care Excellence (NICE), Management of Really Sick Patients under 18 with Anorexia Nervosa (MARSIPAN, Junior MARSIPAN), other guidelines. 
· Governance and policy.
· Referral process.
· Specialism. 
[bookmark: _Hlk202770004]Participants reported:
· A concern about the lack of clear referral pathways for young people aged 16–18. This age group was reported to fall through the cracks between child and adult services, particularly in Leeds. Patients were reported as that they sometimes “just arrive” without any structured process, especially under-18s from A&E. Participants reported no consistent tracking system or flagging of mental health admissions in acutes.
· That MEED, NICE, and Junior/MARSIPAN guidelines are referenced, their application was inconsistent across regions. Airedale participants reported actively using MEED to develop local guidance, especially in cases like ARFID or refeeding syndrome. ARFID was reported as still lacking national guidance, forcing local teams to create ad hoc checklists and adapting care based on individual need.
· Repeatedly expressed concern that general acute wards lack the specialist skills needed for managing eating disorders and complex mental health needs. Participants reported that this was exacerbated when there was insufficient input from CAMHS or psychological therapies, especially for long-stay patients. For example, one patient was left to the point where the deteriorated and needed to be “in a wheelchair”, and staff highlighted that their long-stay admission to the acute care setting caused iatrogenic harm. Acute care participants reported that they feel like a “holding space” while patients wait for Tier 4 or specialist beds. Participants reported feeling like “interim” support providers, with little influence over a young person’s broader recovery journey.
· Bureaucratic barriers, particularly with social care and participants in Calderdale and Kirklees, described conflicting policies between the regions two different social care teams. Governance around who’s responsible (for EHCPs, DSRs, referrals) is unclear and adds to systemic barriers. Education, social care, and mental health pathways appear disconnected from acute care settings.
· That in the absence of national guidance, some sites, such as Airedale have created locally responsive protocols, including strict mealtime structures, admission guidelines, and decision tools (such as when to start NG feeding). Participants at Airedale emphasised the importance of early intervention and quick discharge, often preventing deterioration. Their reports highlighted the balance between compassion and clinical boundaries, such as limiting family-provided food to protect treatment integrity.
· That even where guidelines exist, staff highlight practical dilemmas such as the ambiguity in MEED about when to start NG feeding, which led to inconsistent practice.
Communication
· Involvement of children, young people and families.
· Communication between and from, services or professionals.
· Accessibility of information, language and experience. 
Participants reported:
· That children and young people are not always meaningfully involved in their care. Sometimes they are passive recipients of decisions rather than active participants. Although efforts were reported to make sure they are included where appropriate, communication is often directive rather than collaborative, especially in complex cases like eating disorders due to the nature of the presentation. 
· That families and carers had varying levels of engagement. Some parents were reported as wanting full involvement, while others deferred to professionals. There was a reported underlying tension between clinical needs and parental emotional responses (overvaluing small improvements in eating). Many participants reported that care-experienced children or those in residential settings may lack family advocacy altogether, leaving professionals to fill the emotional and practical support gap. A lack of therapeutic support was reported, especially for those with complex trauma. Some children, due to repeated let-downs, struggle with trust and attachment, requiring consistency and patience from staff to build rapport.
· That parental anxieties sometimes complicated discharge planning, with professionals balancing supportiveness and clinical judgement about readiness for discharge.
· That the voices of children and young people are not consistently heard or prioritised, with some being dismissed as manipulative or attention-seeking rather than understood.
· That there were gaps in coordination across services (between wards, CAMHS, and social care), leading to delays, duplication, or poor continuity of care. In some cases, professionals had to “shoehorn” young people into inappropriate placements due to service limitations - sometimes resulting in young people falling through the cracks or being admitted inappropriately.
· A lack of clarity and feedback from senior leadership was reported, creating frustration and reinforcing feelings of secrecy or disempowerment — both for staff and patients. Participants called for better top-down communication, particularly in relation to complex cases requiring multi-agency involvement. There were reports of hierarchical barriers within services, where staff felt blocked from communicating directly with those who held key information due to rigid banding structures. Banding culture and siloed working were described as barriers to sharing information or advocating effectively for patients.
· Inconsistencies in mental health training across wards, with many participants reporting that staff felt unequipped to support young people with complex needs.
· Having accessible, and age-appropriate information, especially for children and families navigating mental health diagnoses. Several examples showed good practice (information sheets, wellbeing walls, QR codes, Instagram pages.
· That not all professionals are aware of emerging conditions, such as ARFID and that coding lagged behind clinical developments, creating barriers in accurately identifying admissions. 
· That patients were described as articulate and intelligent, but their needs were not always met by traditional or overly clinical communication styles. Face-to-face contact was consistently preferred, particularly for ‘complex’ emotional or behavioural needs.
· Concerns about the limitations of digital or phone-based interactions, particularly in spotting subtle signs of distress, trauma, or disordered eating. While virtual options suit some, they are not always safe or sufficient. Participants expressed concern that some parents may not fully grasp the influence of online content or how to talk about it with their children. 
Confidence, Knowledge and Skills
· Training received.
· Training needed/desired. 
· Lived experience. 
Participants reported: 
· The importance of hands-on experience and specialist training in building confidence to support young people with eating disorders. It was reported that individuals with dual experience of working CAMHS and previously general wards, provided a welcomed and unique perspective – understanding it from both sides. Local champions and service leads with backgrounds supporting eating disorders were reported as critical in shaping positive changes.
· That training was inconsistent, underfunded, and difficult to access due to staff shortages and service pressures. Nurses are afforded very few training hours per year and that those are often filled by undertaking mandatory training, of which none of that is around mental health. Participants expressed the need for short, accessible training sessions rather than full-day or multi-day courses. Some participants reported receiving no formal mental health training at all, relying only on personal experiences or e-learning. Training was not always reported as being prioritised or embedded early enough in careers. It was reported that training tends to happen reactively, once already in role, rather than being part of induction or pre-qualification education. Participants reported a desire for mental health and eating disorder training to be more routinely available for all staff.
· Increasingly complex patient presentations, including, young people with co-occurring neurodivergence (autism and ADHD), ARFID, trauma histories, and diabetes.
· About the challenges in distinguishing between disordered eating and diagnosed eating disorders, especially when social circumstances or medical comorbidities (coeliac disease, diabetes) are involved. Participants shared learning and development from local champions, regional initiatives, and national projects (Steady Project, comPASSION Project). 
· That there is limited awareness of VCSE sector support or what other parts of the system (such as education, community services) are doing. Participants called for joined-up working, better communication across teams, and shared reflective learning from complex cases.
· That they wanted to support patients without making mistakes or missing key signs. They expressed a desire to understand the ‘why’ behind behaviours, not just ‘what to do’. Greater confidence would lead to better relational care, especially when supporting neurodiverse, anxious, or ‘high-risk’ young people. 
Care Limitation 
· Emotional effects on professionals supporting young people. 
· Barriers to accessing services or support. 
· Professional boundaries. 
· Personal interest in the field of mental health. 
Participants reported:
· Emotional burden and distress linked to caring for young people with complex mental health and social needs. Many participants reported feeling overwhelmed, unsupported, and emotionally invested beyond their professional role. Participants mentioned being “in too deep” or “in it up to my neck”, highlighting the emotional toll of intense cases and a lack of formal supervision. Professionals expressed burnout, worries about having less time for other patients, and fear of getting it wrong due to lack of mental health training. Participants reported that events such as staff assaults and patient suicides were particularly traumatic, leading to feelings of helplessness and emotional exhaustion.
· That access to appropriate mental health and social care services was a significant challenge, with Acute Care Settings being described as not appropriate due to the environment, staffing and the needs of other patients. Participants described young people ‘stuck in limbo’ due to a lack of diagnosis (such as autism), delayed or denied referrals, long waiting lists, and siloed systems where no service takes overall responsibility. Participants reported that many children only received support at the point of crisis, rather than earlier intervention. There were reports of services rejecting patients based on complexity, geography, or lack of formal diagnosis. Participants frequently found themselves advocating repeatedly for support, with limited success. A lack of clarity around roles, care navigation, and absence of joined up working left staff feeling isolated and unsupported.
· That maintaining professional boundaries was difficult, particularly for staff deeply involved with complex patients. Participants described how their roles expanded far beyond what was expected or sustainable, stepping into advocacy, coordination and emotional support. A participant talked about being the “only one” a child would trust, leading to prolonged one-to-one time far beyond job expectations. Some participants reflected on how a lack of supervision or support allowed this boundary-blurring to go unchecked, and that without guidance they were unsure how to manage these situations. Some participants acknowledged they were becoming too emotionally involved but felt unable to pull back because of inadequate systems of support.
· A strong personal interest in child and adolescent mental health and were passionate about improving care for these young people. However, this personal investment was reported as often leading to frustration with system failures, feeling unsupported in trying to “bridge the gaps,” and concern that interest or good intentions weren’t matched with resources or structural backing. Others reported that while they cared deeply, they lacked the specialist training or authority to make a meaningful difference. 
Example of a young person, with disordered eating, supported in an acute care setting: 
“[Airedale] Had one person, really the most severe ARFID boy we have got on the caseload. Had him for years his diet has really become more and more restricted. Used to have five foods, now to one food and that one was dairy milk. Such an interesting case study just by background, dairy milk is the consistent thing he has always had. The other 4 foods dropped off. From a calories point of view, he meets calories and protein – there’s milk, there’s iron, iodine - but he didn’t have Vitamin C in his at all and had scurvy and came on to ward. Scurvy was associated as something people had years and years ago. Because of that, it wasn’t on peoples radars, but the dietician who was involved said ‘I think he’s got scurvy’ and even the paediatricians were a bit like ‘what’. We have never really sent off Vitamin C samples, lengthy and expensive process, we didn’t think he needed it, but yeah, he had scurvy - lips peeling off and in such a state. He came into hospital, he didn’t make loads of progress, but what he did eat was a strawberry. That’s the thing he chose to have. There’s a dietician working with him in the community, literally tried it all - you name it – he would do a little vitamin spray and spray on something and suck on that but not eat it. Then he stopped doing that towards the end of the admission. We got him on Vitamin C, but then where do you go with that? We don’t have the skills to move through that; we are paediatric dieticians - feel quite helpless. We want to move people, on but we don’t know how and we don’t have capacity. There’s few like him…
…He has got such a lot of issues quite sad to see actually. Lots of sensory issues, like he’s got long hair and it’s all matted and he didn’t want to have it cut or brushed. Quite sad actually, walking into the side room, not expecting to see what I saw. Don’t know how he’s gotten on, I think now he’s looked after by the CAMHS team [Bradford], and I don’t know what the outcome is. But from a nutrition point of view, dairy ticks a lot of boxes but not others, so it’s really serious. He had 60 squares of dairy milk, it had to be the massive bar and had to be that. Set numbers of squares at set times, all broken up in same way, same plate. Lot of challenges. He did make some progress I guess, not a lot.”
[bookmark: _Toc201004283][bookmark: _Toc203586557]Children and Young People’s Mental Health Services (CYPMHS), Child and Adolescent Mental Health Services (CAMHS)
5 interviews took place with professionals working in CAMHS/CYPMHS to help understand the pathways for children and young people who experience eating disorders, disordered eating and those who are described as ‘complex’ by mental health services. 
Continuity of Care
· Transitions – between or leaving services.
· Integration of services.
Participants reported: 
· About transitions between services (CAMHS, adult services, and other agencies) and that they can problematic and disjointed. A recurring frustration with transitions is that they are abrupt, delayed, or result in young people “bouncing around” systems. Participant reported that young people who experience neurodivergence or those who have trauma histories, often fall through the cracks, or there are young people who are considered "not ill enough”, or their presentations don’t clearly align with specific service thresholds.
· That collaboration between services is inconsistent, with professionals expressing frustration at siloed working and a lack of joined-up care, especially between CAMHS, acute hospitals, GPs, schools, police, and social care. Different agencies have different policies, priorities, and remits, which can result in miscommunication, duplication of work, and young people being passed between services without clear responsibility. Schools, in particular, are described as either allies or obstacles, depending on their willingness to engage with mental health professionals.
· Cuts to VCSE services and local support options (community boxing, parenting groups) have impacted referral options and continuity of non-clinical care. This leads to fewer preventative services and more reliance on stretched statutory systems. Services like REACH, WASP, and Turning Point have been beneficial for support for those accessing CAMHS services.
· That they often adapted care creatively, with all places other than Leeds, progressing work on support pathways for ARFID. Participants highlighted the need for clearer joint working and specialist pathways, especially for ARFID and behavioural presentations linked to sensory or emotional regulation challenges. Some young people with eating disorders and physical health needs (diabetes, epilepsy) are not always supported across the mental–physical health boundary.
· That referrals to and collaboration with paediatrics, dietitians, and acute hospitals are often needed but can be difficult to coordinate. There is also resistance from primary care due to commissioning (GP’s refusing bloods), which can hinder early intervention and support.
· Relationships with families, schools, acute teams, and between services are reported as key to successful continuity of care. However, staff turnover, lack of time, and burnout mean these relationships are often difficult to maintain. When professionals do manage to build ongoing, trust-based relationships with families, schools, and even ward staff, it leads to more compassionate, effective, and coordinated care.
· That there are positive examples reported, including MDT’s in Wakefield and Airedale are often well-attended. However, even good systems can be undermined when external teams don’t match the offer or timelines of CAMHS.
· That workforce shortages, service cuts, and differing commissioning arrangements mean that many services are struggling to maintain basic levels of support. Professionals often describe firefighting rather than proactive, sustained care. There’s widespread recognition that the current systems aren’t designed to meet the ‘complex’, long-term needs of many young people, especially those with eating disorders, trauma, or neurodivergence. 
Systemic Barriers
· Referral criteria. 
· Waiting times.
· Funding and resources. 
Participants reported:
· That often there are rigid or inconsistent referral thresholds across services, often focused on weight-based or behavioural indicators. For example, in Calderdale and Kirklees, eligibility depends on physical health markers and psychosocial impact, but staff noted difficulties when presentations (such as, binge eating without purging) don’t neatly fit the criteria. In Leeds, the service is commissioned only for anorexia, bulimia, and binge eating, explicitly excluding ARFID due to this not being funded.
· Some young people are excluded from adult services due to stricter criteria, leaving a gap at transition points (post-18). There was an emphasis on a holistic assessment approach, though clinicians highlighted the complexity of navigating overlapping needs, such as neurodevelopmental needs, trauma, and eating disorders.
· Delays in accessing support. Leeds participants noted a rise in referrals from 100 to 180–200 cases, overwhelming the system and extending waiting times. Although therapies are available (such as, CBT, EMDR, Family Therapy), the demand exceeds capacity, prompting a review of current pathways.
· That in Bradford and Wakefield services are aligned with national waiting time standards, though challenges persist for patients who are not considered “ill enough” for adult services like CONNECT.
· A lack of investment was a recurrent concern. Participants reported insufficient community resources and highlighted a lack of inpatient beds, which forces reliance on inappropriate settings (paediatrics) during crises. 
· That schools and EHCP’s (Education, Health and Care Plans) are under-resourced and there are unrealistic expectations placed on teachers, reducing the effectiveness of support. 
Guidance and Protocol
· Guidelines – MEED, NICE, MARSIPAN/MARSIPAN Junior.
· Governance and policy.
· Referral process.
· Specialism. 
Participants reported: 
· That MEED guidance is widely followed across all regions [CAMHS], forming the foundation of risk assessments and interventions.  Junior MARSIPAN was reported as already well embedded in some services before MEED, making transition smoother. There’s reported effort to shared guidance to partners, with one-page summaries created for professionals. Some services reported struggling with engaging with MEED, such as A&E, due to time pressures and lack of awareness, despite 1-page summaries.
· That governance structures need clear pathways, with a drive for improved communication and accountability across agencies. Some services report tensions between agencies (social care, education) when navigating shared responsibilities or disagreements over what should be done. The DSR (Dynamic Support Register) and CETRs (Care, Education, and Treatment Reviews) are used to flag cases at risk of admission or with multiple agency involvement for people with a diagnosis or autism or learning disability – though their use varies by area.
· That referrals can generally be made by anyone to CAMHS, including parents, schools, GPs, or young people themselves, through online forms, phone calls, or professionals. Screening and triage are the first stage, often by Single Point of Access (SPA) teams, to determine risk and appropriate pathways (especially for ARFID). Wakefield offers a structured triage process, often with brief screening for ARFID rather than full assessment. There are concerns about limited ARFID pathways, particularly in Leeds, where young people may fall between services or are redirected based on comorbid conditions.
· That assessments include mental and physical health checks, eating disorder-specific assessments, and interviews with young people and families, conducted by two clinicians to allow individual time with the young person and joint formulation.
· That services are often flexible in setting, modality, and approach, including using creative or sensory-friendly adaptations for neurodivergent young people. Specialist support varies, some examples include Leeds offering structured home-based support (meal support, CBT-ED, MANTRA), Wakefield and Calderdale & Kirklees use guided self-help, systemic family work, and bespoke approaches.
· That flexibility and personalisation did take place, with services trying to be responsive to individual needs, whether adapting sessions, ‘tolerating’ slow progress, or being cautious about discharging due to ‘non-engagement’. Participants highlighted that eating disorders are not just a CAMHS issue, but involve education, physical health, and families. Participants reported that concerns persisted around ARFID, with no NICE guidance, limited pathways, unclear protocols, and variable provision across regions. 
Communication
· Involvement of children, young people and families.
· Communication between and from, services or professionals.
· Accessibility of information, language and experience. 
Participants reported: 
· That across all areas, there was a strong emphasis on involving families and young people in care and decision-making, though the degree and method vary.  For example, Leeds reported empowerment and family involvement at the centre of their mission, through family-based treatments and collaboration with platforms such as their Youth Board. Calderdale and Kirklees reported efforts to involve families through psychoeducation and parent groups, although engagement can be inconsistent. 
· That communication between services was improving but still presents challenges, particularly around coordination of care and clarity of roles. Wakefield participants shared that shifts in their working style, where clinicians now take clearer ownership of their own cases, contributed to more confident and efficient decision-making. Participants reported that there’s a good degree of multidisciplinary collaboration, including dialogue with GPs, although not all communications are equally effective. GPs sometimes find letters unclear; services are learning to be more directive without being overbearing.
· That in Calderdale and Kirklees, referral pathways, especially to the VCSE sector are complex and rapidly changing, and that making ongoing personal connections is crucial to maintain referral continuity.
· A consistent concern, across services, that information is not always accessible to young people or families, either in content, format, or delivery. Calderdale and Kirklees participants reported issues with digital delivery, with some young people preferring face-to-face support. Participants also raised concerns over manipulation of symptoms in virtual settings (such as water-loading in eating disorders). Services reported as being cautious about recommending digital platforms, needing to balance accessibility with safeguarding and effectiveness.
· That neurodivergent young people or those who are non-verbal, needed communication styles to be adapted. Participants reported as needing patience, alternative tools (picture cards), and that trust-building is essential and takes more time. 
Confidence, Knowledge and Skills
· Training received.
· Training needed/desired. 
· [bookmark: _Hlk202273651]Lived experience.  
Participants reported: 
· Across all regions, the importance of training, experience, and reflective practice in supporting young people with eating disorders and related presentations. Training is available and often delivered on request to schools, acute trusts, or community groups, though capacity issues (staffing shortages, service overwhelm) can limit how widely it's offered. Several teams mentioned recent or ongoing training and the overlap between autism and eating disorders, and ARFID in particular, with growing recognition that these presentations need more bespoke and flexible approaches.
· The desire for more proactive, nuanced responses to complexity, particularly for young people with multiple needs (mental health, neurodivergence, trauma). There were calls for greater awareness and confidence among professionals, especially in acute settings where mental health knowledge can be limited. Historical misconceptions, such as therapy ineligibility based on weight persist and can create barriers to timely, appropriate intervention in acute care settings. Participants highlighted that a more formulation-based, person-centred approach was encouraged.
· That there were knowledge gaps around processes like CETRs/DSRs, with some staff unsure of criteria or timing for their use, suggesting a need for clearer guidance and training. Professionals valued supervision (especially external), shared learning, and opportunities to build their skills in newer or evolving treatment models. Leeds and Bradford highlighted the importance of family-based approaches and peer support. Bradford in particular emphasised holistic, personalised care, and the need to equip all professionals — not just eating disorder specialists — with ARFID-related knowledge. 
Care Limitation 
· Emotional effects on professionals supporting young people. 
· Barriers to accessing services or support. 
· Professional boundaries. 
· Personal interest in the field of mental health. 
Participants reported: 
· Across multiple regions, that there are chronic staffing shortages, particularly in Calderdale and Kirklees, where services had multiple vacancies that prevented the delivery of enhanced or specialised pathways, such as for ARFID – which are still in development. 
· That community dietetic services were described as inconsistent or inaccessible, particularly for higher-risk young people, with professionals reporting the need for better inter-agency collaboration and clearer referral criteria.
· That the intersection of eating disorders with neurodivergence, particularly autism was a barrier in accessing services or support. This created challenges in accessing therapy and highlighted a broader issue with diagnostic silos. Families were reported as often being left unsupported after a diagnosis [autism], with little space for meaningful exploration of their child's needs or how to adapt support at home.
· That social and economic inequalities were reported as factors affecting access to care. Some participants reported, food insecurity masked early signs of eating disorders, as whole families experienced weight loss due to poverty. Cultural differences in working class communities were reported as an additional barrier, as they are ‘proud’ and this made it harder for families to seek help.
· There was concern that community care models were often not robust enough for the most ‘complex cases’. Participants reported that young people with multiple needs could ‘bounce’ between services or placements, which exacerbated attachment issues and left gaps in continuity of care.
· Suggestions for service improvements, including the development of day provision for eating disorders, expanding NG feeding in community settings (opposed to hospital wards), and fostering shared learning across regions. Some participants also reported encouraging shifts in clinical attitudes, such as growing acceptance that autistic individuals can have co-occurring eating disorders – a change from previous diagnostic scepticism. 
[bookmark: _Toc203586558]Primary Care
Engagement with Primary Care took place via surveys, focus groups and one-to-one interviews. Volunteer sampling took place, so that the survey was open to anyone in primary care with an interest, could feedback. Purposive sampling took place, to ensure there was representation of places of across West Yorkshire. This took place via engagement with Committees, GP Alliances/Confederations.  
4 interviews took place, 1 focus group had 12 participants attend and overall, 17 participants responded to the two surveys, with the majority of participants being a GP. 
Thematic Analysis: 
Continuity of Care
· Transitions – between or leaving services.
· Integration of services.
Participants reported: 
· About the need to work together, to address that gap between low-level support and young people who require CAMHS referrals and that there’s a ‘middle’ category of young people who often received limited support or inconsistent support. Timeliness of intervention by other services was also spoken about, as patients become isolated and stuck in unhelpful patterns. There is often a lack of services to refer these young people onward to, alongside parental fatigue after exploring all support options. When young people drop out of school, participants reported that support options are extremely limited, these young people can be perceived as “no one’s problem” but often have the highest need. Participants spoke about vulnerable groups falling through the cracks, with young people who are not attending school or engaging with services - slipping through the system or cycling between CAMHS and social prescribing without lasting improvement. These ‘middle’ individuals risk entering adulthood with little support, no aspirations, and poor mental health. 
· That there was a lack of services working together to refer people correctly. For example, sending young people to the GP for an autism or ADHD assessment, when the professional working with them could have done it themselves, or self-referral options. 
Systemic Barriers
· Referral criteria. 
· Waiting times.
· Funding and resources. 
Participants reported: 
· About referral criteria and that it can be hard for people to access services, where there’s strict criteria and ‘they don’t fit’, ‘don’t tick any boxes’, or ‘BMI is not low enough’. Participants noted that patients had ‘to be so poorly’ before they could refer, which meant people could not be supported at an early stage. 
· Other factors which have contributed to challenges in people being able to access support, care or treatment. These included, more resources needed due to an increase in young people needing support, at the same time as a reduction in funding, the impact of the COVID-19 pandemic lockdowns on services and people, a lack of community-based lower-level support, workforce restrictions and an increase in neurodivergence.
Guidance and Protocol
· Guidelines – MEED, NICE, MARSIPAN/MARSIPAN Junior.
· Governance and policy.
· Referral process.
· Specialism. 
Participants reported: 
· Their experience of the referral processes – who or how people come to them for help and support, but also where they send people to, for help and support.  Participants shared that young people do not always access primary care for support, but concerned parents do. Participants shared that primary care often feels like a ‘dumping ground’, as it is easier for people and professionals to signpost people to the GP - for support relating to eating issues, eating disorder, autism and ADHD assessment and support. Participants highlighted that now, people can self-refer, or other professionals can refer people – and that the latter is more appropriate, considering those in primary care have on average 10 minutes to spend with people and do not have the context about the person, their presentation, their life experiences, whereas other professionals or family members supporting them likely do. Participants also reported that they will refer young people to CAMHS and BEAT most commonly.
· About the lack of clarity regarding the pathways when referring to CAMHS and communication about what will happen, what is expected of primary care and what support the person will need. Some participants noted that GP’s are not commissioned to undertake blood work, ECG’s and other observations, but that this is often needed, in order to refer young people to eating disorder services/CAMHS. Those working in primary care asked for clearer pathways and communication of this from CAMHS.
· That there’s a need for lower-level support and interventions for children and young people, which did not have barriers for them to access, such as referral criteria. It was highlighted that Calderdale was a positive example, where they had a disordered eating service for adults, where people can self-refer.

Communication
· Involvement of children, young people and families.
· Communication between and from, services or professionals.
· Accessibility of information, language and experience. 
Participants reported:
· About how young people are accessing mental health support, noting that much off this is online, via apps, virtual calls or phone calls, but that actually, young people want to be seen face to face, with someone who can spend time and get to know them. 
· That processes and protocol need to be clearly communicated and easily visible to GP’s, such as self-referral options for accessing pathways of support, and updated guidelines such as the change from Junior MARSIPAN/MARSPIAN to MEED. 
Confidence, Knowledge and Skills
· Training received.
· Training needed/desired. 
· Lived experience. 
Participants reported: 
· [bookmark: _Hlk202616535]About the variation in knowledge and confidence of the primary care workforce in supporting people with eating issues and how often it can be ‘scary’ for staff to open up an issue they cannot see through to the end, largely due to eating disorder and eating issues being tricky to signpost people to support, or to understand how people can be best supported. 
· That there was support from VCSE organisations for neurodivergence, neurodiversity and parents/carers, but there was less clarity on support for eating issues and eating disorders, aside from support provided by BEAT. 
· That it was beneficial to work in partnership with schools and young people to identify key learning topics, but that also, schools would benefit from brief intervention training.
Care Limitation 
· Emotional effects on professionals supporting young people. 
· Barriers to accessing services or support. 
· Professional boundaries. 
· Personal interest in the field of mental health. 
Participants reported: 
· About the role of diagnosis being a barrier or an enabler to accessing support, depending on what the diagnosis was for. For example, ARFID needs a diagnosis for specialist support, but services also reject support for people with ARFID because they are not ‘specialist’ in that subject. Participants also spoke about diagnosis being needed for EHCP’s or young people would not receive support, or how when diagnosis is not present, such as in eating issues – people needed time to understand peoples anxieties around food.
[bookmark: _Toc203586559]Voluntary, Community, Social Enterprise (VCSE)
[bookmark: _Hlk202528352]Engagement with the VCSE sector took place by online surveys - This produced little insight, further engagement was done by presenting at the West Yorkshire Children’s Additional Needs Network (WYCANN). 4 one to one interviews took place with VCSE organisations. Advocacy services in West Yorkshire are also VCSE organisations, but views are outlined in the ‘Advocacy’ section of this report. Overall, 5 participants complete the two surveys. 
Continuity of Care
· Transitions – between or leaving services.
· Integration of services.
Participants reported: 
· Examples of working holistically by working in an integrated way across a range of service that would support people differing needs, such as housing, employment or mental health, with most of this integrated working taking place with other VCSE organisations or schools. Participants also spoke about how the VCSE sector is involved at a strategic level; more collaboration is needed at a delivery level, given that the VCSE can build trust and connections with communities who are not engaged with traditional mental health services. But further work is needed to towards parity and integration of medical and non-medical support offers.  
· That ‘transitions’ to adult mental health services is a really difficult time for young people, as this was often not an integrated approach, which also saw the thresholds for accessing services ‘really change’.
· Their experience of mental health support in schools can often be limited, seeing a lack of integration from those providing mental health and wellbeing support. Participants spoke about how teachers will not be aware of young people’s past traumas and why they are presenting in a certain way - due to their mental health and past experiences of trauma, as only safeguarding teams would know – on a ‘need to know’ basis. Some participants reported that without a diagnosis, young people in schools were not able to receive any ‘passes’ or ‘fidget toys’. Often, behaviours as a result of their trauma presentations, meant young people were receiving negative reinforcement, such as isolation – reported as leaving them feeling ‘that no one understands them’.
· Questions around integration of support approaches and why young people are not allowed to receive more than one intervention at the same time, when other interventions are not clinically based, for example, there would be no double offers of CBT or DBT, but rather, the person may already be receiving peer support or arts activities. One example was reported, where young people were asked to leave their peer support [not a time limited intervention], in order to be able to take part in 8 weeks of therapy provided by CAMHS. Even whilst reassuring young people, that they can come back after the 8 weeks, young people were put in a difficult situation, where they had to choose between clinical intervention and leaving their community, friends and established support structures.
Systemic Barriers
· Referral criteria. 
· Waiting times.
· Funding and resources. 
Participants reported: 
· That often the VCSE sector are supporting young people who are often defined as ‘complex’ by system partners. Participants noted that the meaning of complex was dependent on who was being asked [professionals] and who was accessing support. Examples were given where young people were labelled as ‘complex’ because they do not fit into criteria for system services, where their needs cannot be addressed by focusing on ‘one issue at a time’ and they needed a holistic approach – noting that statutory service can be inflexible in their service offer.
· About funding, referral criteria and waiting lists. Participants talked particularly about the long waiting lists for CAMHS and/or autism and ADHD assessments - whilst typically, the VCSE offer does not require people to have a diagnosis in order to receive support. Participants noted that person-centred approaches are helpful for everyone, especially neurodivergent people.
· About the current funding challenges and that there have been significant cuts in funding to the VCSE sector, despite conversation about the need for ‘early help’. Participants identified that VCSE organisation are early help, however, participants identified that there is a lack of early intervention options for people, with little investment in these services. Furthermore, participant highlighted that there was good crisis support, which they use to refer young people to, but there are limitations, such as when a crisis provision, that a young person is used to, is closed on a certain day and they happen to be in crisis on that day.
· How statutory services, or services which are funded by statutory services, commonly provided time limited intervention – for example 6 or 8 weeks of support, for fear of young people becoming dependent on this support. Participants shared an example of support by, The Market Place [Leeds] – where the offer had a variety of ways people could be supported from drops in sessions, to 6 months or up to 1 year of support. A participant also shared how they used long-term, ongoing support and utilised peer support models, to build community and ensure that young people could build and grow their skills – to help other young people – if they wanted to.
Guidance and Protocol
· Guidelines – MEED, NICE, MARSIPAN/MARSIPAN Junior.
· Governance and policy.
· Referral process.
· Specialism. 
Participants reported: 
· The VCSE sectors flexibility in support provided to young people and that regardless of referral, people will and continue to, work with these young people. One participant explained, that whilst they do not have specialism in supporting young people with ‘deep trauma’ – they have to work at this level and be person-centred, even though it can be challenging, as those are the needs that the young person is presenting with. Flexibility in the referral processes, when participants shared that if a young person is not ready to receive more intense support such as therapy, they can be supported by other means within their organisation or partners – such as accessing youthwork, to build confidence, opposed to ‘discharging’ them from a service.
· Their approaches to safeguarding and risk for young people who can be described as ‘complex’ by services, which can include young people who experience suicidal ideation or those who have attempted suicide. Participants spoke about how risk assessment is not effective without risk mitigation and building safety with young people – for example, participants identified that young people who experience suicidal ideation have been considered ‘low risk’ but have gone on to take their own life.
Communication
· Involvement of children, young people and families.
· Communication between and from, services or professionals.
· Accessibility of information, language and experience. 
Participants reported: 
· About the importance young people having meaningful decision-making and involvement in their care and support, with services that actively involve them, through co-production to foster better communication, trust, and outcomes – examples included young people leading on the development of their suicide safety plans, as part of a collaborative process with the VCSE provider.
· About how there’s a need for flexibility around how support is offered, and that young people valued being able to choose how they interacted – whether that's in-person or digitally, in group settings or one to one support, or – with professionals or peer supporters.
· About how young people find information, where there can be barriers to accessing information, but also useful ways this can be overcome. Some examples included that not all young people are told about advocacy even though legislation has moved from ‘opt in, to opt out’, another example was of good practice in Sheffield where young people can access a ‘one suicide safety plan’ to minimise duplication.
· About societal beliefs and beliefs of young people regarding mental health. Participants shared that there is still stigma around young people who attempt suicide attempts, being seen by others as acts of attention seeking. Many young people are uncertain about the future, or of death – but there is some motivation to stay alive. Beliefs of young people were also spoken about, where they can ‘feel like referral is last chance’ – and raising questions around how people ‘wait well’ for support and the clarity in communications around this.
· How they found messaging to young people around mental health services, often promoted that people had to ‘be sicker in order to get support’ or ‘be more high risk’ or be ‘in crisis’… or, that they do not want to ‘burden family or services’ A participant explained that they don’t promote themselves as a ‘crisis’ service, as not everyone identifies with that – especially if they have had suicidal thoughts for a long time.
Confidence, Knowledge and Skills
· Training received.
· Training needed/desired. 
· Lived experience. 
Participants reported: 
· About the presentations of disordered eating, and how often it is related to trauma, self-harm and/or neurodivergence – in particular autism and ADHD. Participants also shared that complexities came when young people had ‘multiple mental health conditions that are severe or prolonged’ and that ‘they perhaps have a diagnosis of something like autism, or ADHD which is adding to that complexity’.
· About the importance of peer support, places for young people to express themselves and see representation within services to deliver impact and increase engagement, and so that young people know, that other people from different backgrounds and cultures can experience those thoughts and feelings – and that they are not alone – there is not a ‘stereotype’ of who can experience poor mental health or eating issues/disorders.
· About pressures for young people. Some spoke about pressures in schools for young people and nothing being private, which in turn leads to restrictions in young people’s behaviours. Participants also spoke about the lack of opportunities for young people going into the workforce, and that schools were more focused on grades than meeting the needs of young people’s mental health and wellbeing.  Added pressures also included a lack of social skills, as young people lost opportunities to develop or maintain these during the COVID-19 pandemic.
· The knowledge and experience of how systems and partnerships have, can or should work for young people’s mental health. Participants talked about the shift to non-medical approaches that are already happening, such as connecting and providing person-centred support for young people through social prescribing – which has existed in sectors already, but the language of ‘prescribing’ was applied to suit the promotion and adoption throughout clinical settings.
· About how often clinical and non-clinical professionals are not required to have mental health training, especially around suicide and that this was needed.
Care Limitation 
· Emotional effects on professionals supporting young people. 
· Barriers to accessing services or support. 
· Professional boundaries. 
· Personal interest in the field of mental health. 
Participants reported: 
· That there are rigid thresholds and eligibility criteria for support. Young people are often excluded from services for being either ‘not ill enough’ or ‘too complex’, especially at crisis points and service transitions.
· About fragmentation between mental health and physical health, and that they are still treated in silos, which often limits holistic care and support. Disordered eating, body image, and food insecurity are often misunderstood or oversimplified by services using medical models. 
· How there can be issues surround training and professional culture issues. Participants reported that professionals often apply adult mental health models to young people, which can lead to inappropriate or ineffective care. Communication from professionals can carry unintentional harm due to their perceived authority. 
· About the lack of tailored and accessible support and where services try to make things more accessible. Participants shared how standardised service offers fail to accommodate the needs of neurodivergent young people.
· About burnout and boundaries. VCSE organisations reported filling in gaps of support left by statutory services, but face limitations around time, resources, and personal boundaries.
· That some professionals are sceptical towards models of peer support. There is a concern about “copycat” behaviour, but many young people benefit deeply from peer-led spaces. 
[bookmark: _Toc203586560]Education
[bookmark: _Hlk202528222]Engagement with Education took place via surveys, focus groups and one-to-one interviews. Volunteer sampling took place, so that the survey was open to anyone working in education with an interest, could feedback. Purposive sampling took place, to ensure there was representation of places of across West Yorkshire. 1 interview took place, a focused group had 6 participants attend and overall, 24 participants completed the two surveys. 
Thematic Analysis: 
Continuity of Care
· Transitions – between or leaving services.
· Integration of services.
Participants reported:
· About the transitions that young people experience when they are turning 18 years old. Participants told us that it can be hard for people to access support from adult services, and that being 18 does not mean their needs and maturity has changed – with some young people being reported as less mature for their age.
· About the roles that people in society play and how they impact on young people. Where young people do not have parental support, college staff were often the ‘only eyes’ that were making sure young people were ok or spotting if they were deteriorating. They were also the encouragement young people needed to continue with their appointments or providing support such as a safe spaces to eat meals. Support was highlighted as being there for young people and families, but less for young people who have no support from families and care givers.  
· About the rise in crime – current and historic, relating to cases of sexual violence, sexual assaults and abuse and also the rise in mental health issues relating to suicidal thoughts or suicide attempts. Participants recalled close working between wellbeing officers in the college, the police and young people. However, there was questions around what work can be done with other sectors, so people can access support earlier and prevent crisis situations – especially as crisis situations often saw young people sitting in A&E for hours before seeing the crisis team, at which point young people are ‘so tired and ready for bed, they say - fine, fine - and the crisis team say, ‘alright then’ and that’s it’.
Systemic Barriers
· Referral criteria. 
· Waiting times.
· Funding and resources. 
Participants reported: 
· About their experiences of referral criteria for services and young people not qualifying for support after assessments, which was reported as being due to the young person’s weight not being low enough and that young people were having to ‘manage themself’ until they became more ill, that disordered eating did not qualify for support, or, that they would be 18 by the time they access support and often do not meet criteria for adult services. Participants talked about the need for early intervention for young people and eating disorders and eating issues, where they can speak to someone.
Guidance and Protocol
· Guidelines – MEED, NICE, MARSIPAN/MARSIPAN Junior.
· Governance and policy.
· Referral process.
· Specialism. 
Participants reported: 
· [bookmark: _Hlk202624319]That the referral process experience was dependent on the refers knowledge and resources. Some young people were able to have regular support from their GP or benefit from on-site wellbeing coordinators, whilst others ‘get nothing’. In other cases, where young people are referred to external mental health support or services, it was highlighted that it can be a circular process, especially for young people who do not meet referral criteria. 
Communication
· Involvement of children, young people and families.
· Communication between and from, services or professionals.
· Accessibility of information, language and experience. 
Participants reported: 
· About the changes in how we interact with people, that this is now more digital and it can have impacts on all. A participant highlighted that digital checks can often mean that professionals do not ‘have eyes’ on young people, where they cannot see weight loss or ill health – regardless of BMI.
· About how we communicate information to young people around accessing mental health services. Participants raised that young people thought they could often only contact helplines if they were suicidal or in crisis – rather than for someone to talk to or when they have had a terrible day. Participants shared that posters with serrated tabs, with contact details for mental health services were a popular means of communication – with them all going and ‘been torn off’ in days.
Confidence, Knowledge and Skills
· Training received.
· Training needed/desired. 
· Lived experience. 
Participants reported: 
· Their knowledge of presenting mental health issues at colleges in West Yorkshire, as professionals in education settings, supporting young people’s mental health. Participants highlighted that there was a significant rise in the number of referrals where young people are autistic and/or have ADHD, and/or experience eating disorders and eating issues. 
· Their knowledge around the causes of mental health and had questions around what could be impacting young people now, such as TikTok. Participants also spoke about how young people presented, especially in regard to restrictive eating and eating disorders. Participants highlighted that young people themselves do not realise they have an issue, but professionals often noted they spotted issues when students were tired all the time, had a limited range of foods, were losing weight or there was a change in appearance. People taking part acknowledged that professionals in education would like more training regarding eating disorders and eating issues, alongside how to refer young people for support, as this was often challenging.
Care Limitation 
· Emotional effects on professionals supporting young people. 
· Barriers to accessing services or support. 
· Professional boundaries. 
· Personal interest in the field of mental health. 
Participants reported: 
· Some barriers that young people experienced when accessing support, which included a lack of face-to-face support, support for neurodivergence and eating behaviours, and support that was not convenient for young people – such as, support not taking place on a day when they were already in college.
[bookmark: _Toc201004287][bookmark: _Toc203586561]Social Care
[bookmark: _Hlk203583699]Engagement with social care professionals was aimed at children’s, transitions and adult teams. Engagement took the form of online surveys, but this produced no feedback. Therefore, feedback was sought via existing forums for social workers These were 2 focus group sessions via Skills for Care Forums engaging overall with approximately 24 participants, which were aimed at supporting those working in social care across West Yorkshire. 
Focus Group 1: West Yorkshire and Humber Attendees 
Focus Group 1 had 5 participants attend. There was an overview of who the West Yorkshire Provider Collaborative are, what the project aimed to achieve and outlined the questions to the group. Participants were asked: 
1. Do you work with any of these young people, or with adults supporting these young people?
2. Do you know/where would you refer them to? (young people or parents/carers)
3. Are there challenges for newly qualified social workers, in supporting people with mental health issues?
4. Confidence of the workforce – Supporting people when in Acute Care Settings due to mental health issues, eating issues, emotional dysregulation
Participants reported: 
· The variation in the social care offer, across the Yorkshire and Humber region. One area focusing on transformation, see’s young people supported up to 25 years old, by their transitions team, with more specialism for mental health. Other variations in offers, talk about different referral processes for mental health support and that having information on how to navigate support, would be a useful resource. 
· The importance of language and reflected on how the term ‘complex’ can be controversial to use when describing young people. Some participants would not use this terminology and other services outside of West Yorkshire had a young person tell their ‘complex lives team’ – ‘I’m not complex, you lot are’, reflecting on that systems of support are often difficult for families, young people and professionals to navigate. 

Focus Group 2: West Yorkshire Attendees
Focus Group 2 had approx. 19 participants [participants attended their usual forum, with people joining or leaving throughout the meeting] gave an overview of who the West Yorkshire Provider Collaborative are, what the project aimed to achieve and outlined the questions to the group. Participants were asked: 
1. What training is currently provided around Mental Health, Emotional Difficulties and Eating Issues? 
2. Are there requests for training on these topics/themes highlighted from the workforce? 
3. Does the workforce have access to recourses to support people, or information about services for referral/signposting? 
4. Any feedback from frontline workers around challenges in supporting these young people and their families?
Participants reported:
· Their experience of working in social care and talked about the variation in transitions support, from children’s to adult services, with some working more closely together and others who do not, with some areas that previously used to have all age disability teams. 
· That there was limited resources and long waiting lists to access support. Participants talked about people wanting training around mental health and eating disorders, but due to organisational pressures, many were only able to focus on core training. Information about mental health services and organisations who can help, are helpful to those working in social care. 

[bookmark: _Toc201004288][bookmark: _Toc203586562]Children and Young People
[bookmark: _Hlk202774828]Engagement with Children and Young People took place by online surveys which overall saw 5 participants respond to the two surveys. 12 young people aged between 13-25 years old attended a focus group in person. 
2 online focus groups also took place, but this will outlined in the ‘Parents, Carers and Young People – Mixed Focus Groups’ section of this report.
Focus Group for Young People, Supported By Healthwatch Leeds 
The session aimed to:
· Gather views and insight from young people who have experience mental health presentations, who may or may not have experience of accessing mental health services.
· Gather views of current issues and trends young people were experiencing in relation to eating issues and, why some young people might be categorised as ‘complex’ by services/barriers to young people accessing mental health support. 
· Gain insight into how young people access mental health support. 
Activity 1: What are eating issues? What drives them?
Participants drew a person on paper and wrote/drew around them the causes and experiences of eating issues. Feedback was then shared in two groups.
Group 1 Themes:
· Social media & body image pressures (comparison to friends, influencers)
· Control: Some limit or binge food to gain a sense of control or as part of self-harm.
· Trends & access: Caffeine use (e.g. 17 energy drinks), use of diet drugs like Ozempic from unregulated sources.
· Peer pressure & eating habits: Skipping meals, bingeing, takeaway consumption, pace of eating.
Group 2 Themes:
· Mental health links: Stress, self-harm, under/overeating.
· Independence and financial challenges: Struggling to manage diet after moving out, cost-of-living impact.
· Influence of family and peers: Diet culture from older generations, bullying, negative comments.
· Media and misinformation: Unrealistic beauty standards, cosmetic surgery influence, lack of accurate info.
[bookmark: _Hlk202716250]Summary Insight:
Young people experience eating issues due to a combination of mental health challenges, social media influence, peer and family pressure, financial stress, and a desire for control. These are often intertwined with self-esteem and emotional regulation issues.

Activity 2: The Ladder of Power – Where do young people go for help?
Each participant created a “ladder” showing their personal support hierarchy for mental health concerns, ranking from most to least helpful.
Key Trends Across Ladders:
· Top sources of support:
· Friends, family members (siblings, parents), AI/ChatGPT, websites, and GPs.
· Some listed therapists, teachers, and religious figures (e.g. God).
· Why AI ranked high:
· Easy, accessible, non-judgmental.
· Can search anonymously and gather lots of information before deciding next steps.
· Seen as less emotionally risky than talking to a person.
· Barriers to reaching out:
· Trust, fear of how someone will react.
· Time or effort needed to access help from real people.
· Perceptions that some messaging from school or services was superficial or ‘for show’.
· MindMate awareness:
· 8 out of 12 had heard of it, mostly via school (especially primary or early secondary).
· Some scepticism about its presence/impact in schools.
Feedback on Services (Time for Young People – Guest Speaker):
· Desire for reliable, drop-in services, or brief intervention that is not ‘too brief’ or ‘left’ – people need to be able to go back for help.
· Young people want appropriate signposting, that isn’t random or generic. 
· Avoid non-relatable/generic materials like handouts.
· Importance of out-of-hours access for spontaneous needs.
[bookmark: _Hlk202716683]Summary Insight:
Young people seek help first from trusted peers, family members, and online tools. They value non-judgmental, quick access, and feel that traditional services can be inconsistent, generalist brief, or hard to reach. Digital and informal support is useful initially.

Activity 3: Complex Mental Health Needs
Small groups discussed pressure, emotional regulation, and why some young people are labelled “complex” by services. The coke bottle analogy was used to describe emotional buildup.
Themes Identified:
What builds pressure:
· School-related stress: Exams, deadlines, academic expectations.
· Social/family dynamics: Friendship issues, home life, relationship maintenance.
· Social media & comparison
· Uncertainty about future: Job hunting, future plans.
· Financial issues
Why young people struggle to regulate emotions:
· Lack of outlets or support
· Unawareness or lack of emotional literacy
· Mental health issues or trauma
· Negative reactions from others
· Developmental stage: Young children may not have developed coping skills yet.
Why services find some needs “complex”:
· Unpredictable behaviour
· Lack of training for staff
· Multiple overlapping challenges (family, school, trauma)
· Communication difficulties or emotional outbursts
What helps relieve pressure:
· Speaking to trusted people
· Organising and planning
· Having creative or emotional outlets
· Safe spaces and consistency in support
[bookmark: _Hlk202717095]Summary Insight:
The pressure young people face comes from multiple sources – academic, social, emotional, and financial. Emotional dysregulation stems from a lack of coping tools, support, and understanding. Services may label these needs as “complex” due to a lack of training or resources, but young people just want to be heard, understood, and supported over time.

[bookmark: _Toc201004289][bookmark: _Toc203586563]Parents and Carers, and Young People – Mixed Focus Group
As part of the project, 2 focus groups entitled ‘Have Your Say – Children and Young People’s Eating Disorder Services (Online Focus Groups for Children and Young People, and Parents and Carers)’ were hosted via Microsoft Teams, to gather feedback from children and young people, and parents and carers, about their experience of accessing children’s eating disorder services, across West Yorkshire. Initially, it was advertised to speak to 25 people with an offer of a £10 voucher to thank people for their time, but this increased to 40 people due to high numbers of interest. Over 140 people expressed an interested to take part. Participants were recruited via volunteer sampling and advertisement took place via CAMHS Teams and VCSE organisations in West Yorkshire, by poster distribution.
To take part, participants must have met the following criteria: 
Be a young person under 21 years old, or a parent/carer of a young person who:
· Is in active recovery or have left the eating disorder service and happy to give feedback.
Has experience of accessing an eating disorder service* for children and young people, in West Yorkshire, in the last 5 years - *these services can include any of the following:
· Mental Health Inpatient Services
· Inpatient Admissions to Acute Care Settings (Hospital Admission)
· Community Mental Health Services
· Child and Adolescent Mental Health Services (CAMHS).
A daytime and evening focus group was offered, to ensure people had opportunities to take part. Each focus group lasted 1 hour via MS Teams. Both groups were asked the same questions. 
Participants were asked:
1. About they support they got - Where do you live? Where did you/the person you support, get support in West Yorkshire? What type of support did you/the person you support get?
2. Stars and Wishes - ‘Stars’ represented what people liked about they support they got. ‘Wishes’ represented what people thought could be better about the support they got. Participants could feedback about anything. It was suggested that people might think about:
	Therapy on offer
	The support they got
	Their education.


	The environment – sensory, indoors and outdoors, lighting.
	The variety of activities or types of activities.

	People who work at the service.


 
Focus Group 1: Stars – What People Liked
· [bookmark: _Hlk202724094]Parent education sessions with dietitians, were valued.
· 1:1 support.
· Skilled, compassionate staff who understood neurodivergence and took a non-judgmental, tailored approach made a big difference.
· Holistic and consistent care, involving multiple professionals and regular meetings, was highlighted as positive.
· Peer support was seen as powerful and emotionally helpful.
· Variety in therapy helped participants find what worked best for them.
Quotes from participants:
“Parent educations sessions with the dietician at Red Kite View – really helped us to switch our mindset and understand how we could support our young person.”
“Excellent support. The practitioner immediately recognised that neurodiversity was a contributing factor. The support was consistent, very high standard, without judgement and with lots of care. Access to dietician, consultant and medication prescribed appropriately. School avoidance was a major trigger and the whole team including the consultant held monthly CPA meetings with us and school.”
“The peer support system of having people of similar experience share and help each other was really great for me because I think that way you don’t have anyone judging you.”
Focus Group 2: Stars – What People Liked
· [bookmark: _Hlk202724378]Compassionate, specialist support: Participants valued patience of staff, understanding therapists and support tailored to the needs of the individual.
· Inpatient continuity: Being re-admitted to the same unit was helpful due to familiarity, where this was needed.
· Peer support [Link-ED]: Seen as non-judgemental, inclusive, and encouraging.
· Family involvement: Families appreciated being involved and supported.
Quote from a participant: 
“Yes, my family reached out to CAMHS (Child and Adolescent Mental Health Services) in Bradford, and I was referred to a therapist who specialized in eating disorders. At first, I wasn’t sure if therapy would help, and I felt nervous talking to someone about my struggles. However, my therapist was patient and really took the time to understand me and the reasons behind my behaviours. We worked together to create small goals that I could focus on, like learning to trust my body and finding healthier ways to cope with stress.”
Focus Group 1: Wishes – What Could Be Improved
· [bookmark: _Hlk202724027]Poor transitions between general hospital, inpatient, and community care led to.
· Inadequate post-discharge support and limited access to appropriate services (for example support for neurodivergence) were common concerns.
· Lack of clear communication between staff, services, young people, and families was a repeated issue.
· GPs and schools lacked understanding of eating disorders and early warning signs.
· Families wanted specific, clear goals and more inclusion in care planning.
· Support for neurodivergent young people was lacking, around eating disorders and autism.
· Ethnic and language barriers led to unmet needs.
· Families felt services were often inflexible, with little adaptation to individual needs (such as, meal plans, location of support).
Quotes from participants: 
“Support post discharge was very poor despite the ED [eating disorder] team trying every avenue. NIST was the most appropriate but wouldn’t accept referral.”
“Better education for GP’s. We tried every avenue at the beginning of our daughters illness but were met with dead ends and that no services could support her/us. This resulted in her deterioration and us ‘waiting’ for her to be very ill before a service could get involved.”
“For my daughter she needed support basically, and found it hard to get the right support, there is support but due to ethnic diversity, language - feel a little bit of support, but it is not sufficient enough for her, a young girl and, she doesn’t have contact with the outside, so it is challenging to bring her in to services and have conversations, therapy, medication visiting.”

Focus Group 2: Wishes – What Could Be Improved
· [bookmark: _Hlk202724414]Transitions and continuity: Abrupt end to therapy after discharge was upsetting; more structured aftercare is needed.
· Autism and eating disorder overlap: Services often lacked understanding of autism, leading to missed or delayed support.
· Access and waiting times: Long waits for assessments and appointments created distress and delayed recovery.
· Communication issues: Participants wanted clearer, more timely communication about next steps and care plans.
· Accessibility: Home visits and flexible scheduling would better support autistic individuals or those with mobility barriers.
· Cultural sensitivity: Some felt misunderstood due to communication challenges or cultural factors.
· Lack of personalisation: Some therapy felt too generic, with a call for more tailored approaches.
· Need for lived experience: Encounters with staff with lived experience had a strong positive impact.
Quotes from participants: 
“Really would have appreciated from CAMHS more information and more, kind of heads up, about autism and eating disorders. Going through right to choose and CAMHS are fairly unsupportive of the whole thing and a bit dismissive. Such prevailing things, autism girls and eating disorders. Knowing as a parent and pushing for that.”
“Proper support, really, really, brief bit of positivity with CAMHS, supported by crisis team on weekend. They did meal support, didn’t work, struggled eating with us, never mind support they didn’t know, we would then eat before they arrived. One person they did interact well with was crisis team, someone who was anorexic. Met twice and made a real connection, took her dog with her and went on a dog walk. Once started talking about the eating disorder, head down, shut down. That lived experience is really impactful.”
“Being an autistic patient and trying to seek support has really not been an easy journey over the years for me.”
“On discharge from inpatient services, there should be a transition to continue to engage with therapy as an outpatient. This way, progress could be maintained and a better outcome in community.”
“At times, I felt a bit unclear about what to expect next or what steps I needed to take. Having clearer communication about the process and next steps would have been helpful.”

3. Rethink – It Takes a Village to Build a Service - This activity wanted to draw out people’s feedback to improve the support and experiences of children and young people who experience an eating disorder. It explained that currently there are ‘community’ and ‘inpatient’ services, but what can we do differently to achieve better outcomes for children and young people?

The "it takes a village" analogy, is more commonly known as "it takes a village to raise a child," it notes the importance of community support and the collective effort in nurturing individuals. A child's development is not only influenced by immediate family members but also influenced by many different people and the interactions they have.
People could share anything they wanted to, but thinking points were suggested:
	Transitioning from ‘children and young people’s services’ to ‘adult services’.

	Support to have ‘a life beyond eating disorder’.


	Neurodiversity.

	Access to therapies.


	Support to stay well.

	Support for the whole family.




Focus Group 1: Key Themes Identified
· [bookmark: _Hlk202724247]Staffing and Culture: Need for consistent, passionate, trained staff who understand eating disorders. A reliance on bank staff weakens therapeutic relationships and care continuity.
· Neurodivergence: Long waits for autism assessment worsen ED outcomes. Services need to recognise and adapt to neurodivergent needs (e.g. routine, sensory preferences, environment).
· Environment and Accessibility: Services should be more welcoming, child-friendly, and visually appealing. More community-based, youth-friendly venues (e.g., cafes, outdoor walks) suggested.
· Continuity of care and Transitions: Transitions between inpatient and community care were described as abrupt and unsupported. Strong support from an “outreach team” was needed to bridge this gap post-discharge.
· Holistic, Joined-Up Support: Desire for a coordinated, multidisciplinary approach including dietitians, OTs, mental health professionals, and family. Recognition of education and schools as critical partners. Families wanted to be involved and regularly updated.
· Support for Families: A call for family education, support groups, clear communication and ongoing emotional support. Parents and carers asked for more tools and recognition of their role in recovery.
· Innovative Service Models: Ideas included - Outreach or hybrid models (such as day provision, not just “community” or “inpatient”), early intervention support. Services in rural areas, for accessibility and equity.
· Education and Prevention: Training professionals and raising awareness to prevent crisis escalation. Importance of early identification and clear pathways.
· Inclusivity and Cultural Sensitivity: Services need to be culturally competent and inclusive of diverse backgrounds and identities.
· Peer and Community Support: Peer mentoring, young people with lived experience, and family-to-family support was viewed as valuable. 
Quotes from participants: 
[bookmark: _Hlk202722447]“Would be really useful for more joined up, not community or inpatient, as the change felt very abrupt after inpatient, and community hadn’t been established - an outreach team. Discharged one Friday evening and it felt scary, walked out the door and care ended. An outreach team would make a bridge to make that change. Felt like they were left really, it needed reviewing and coordinating. I asked if anyone in community would coordinate, no there wasn’t, it felt not contained. It would be good to have outreach for 4-6 weeks and make sure relationships formed in community.”
“More accessible places for a young people to seek ED support in the community- a walk, a coffee, a more, young people friendly venue.”
[bookmark: _Hlk202722557]“A whole family approach is vital in recovery. Onward parent education and someone reviewing our understanding and feelings and not just assuming or hoping we are accessing support and are ok.”
[bookmark: _Hlk202722354]“A community coordinator who oversees the care of my YP [young person] and who regularly feedback and involves us as parents. We went from regular inpatient MDT meetings involving us (parents) to not hearing from the community coordinator for 5 weeks.”
[bookmark: _Hlk202722605]“Communication between services improvement. Peer support opportunities. Links/influence on schools and better understanding of the triggers.”
“More robust joining up of Inpatient and Community services right from the beginning. An overlap of services post discharge. It was a very abrupt ending when my YP [young person] was discharged, and we were left feeling 'un-held' by any service. It would be useful to have a Red Kite View outreach team.”
Focus Group 2: Key Themes Identified
· [bookmark: _Hlk202724514]Continuity and Personalisation of Care: Participants highlighted the importance of consistent therapeutic relationships, especially when transitioning from inpatient to community care. Therapy should focus on the whole person, not just eating disorder symptoms, to support emotional and psychological development. A gradual change in practitioners would help maintain trust and progress.
· Lived Experience and Peer Support: Support workers with lived experience were seen as more relatable and impactful. Peer support groups and mentors could help reduce feelings of isolation.
· Family Involvement: Family involvement was valued in inpatient settings but seen as inconsistent in CAMHS/community care. Families need education and tools to provide emotional support and cope effectively.
· Communication and Coordination: There were concerns about poor communication between inpatient and community teams, making transitions difficult and leaving families feeling unsupported. Improved coordination and follow-up after discharge was repeatedly suggested.
· Accessibility and Flexibility: Suggestions included online sessions and digital support options to make services more accessible and flexible. Calls for more tailored support rather than one-size-fits-all approaches.
· Awareness and Workforce Development: More education and training for professionals around mental health, autism, and eating disorders.
Quotes from participants: 
“More lived experience support workers. It was something she could connect to. Sometimes she feels patronised, yes 17, but she is much, much, younger. She regressed, went back to reading bedtime stories for comforting. Rather go back to that point. If you behave in that way, people treat her like that. A lot is low self-esteem, ‘I’m not worth it, not good enough’. She’s supportive of other young people but can’t herself. But in inpatient she started thinking ‘worth it’. But stopped. Now went to MANTRA but it’s all focused on the eating disorder and not her as a person. We focus everyone on the eating. She would have gone into the community better than starting something new - therapy continuity from inpatient into community; gradual change of practitioners.”
“Better communication between inpatient services and community teams throughout inpatient care so that the handover can be smoother and more supportive. The inpatient unit we were at re-fed and discharged when my daughter felt even worse than when she was admitted because she felt fat.”
“Investing in digital support, workforce development, and peer mentoring can help create a more comprehensive and youth-focused support system.”

[bookmark: _Toc203586564]Parents and Carers
[bookmark: _Hlk203584405]Engagement with parents and carers took place via online surveys, interviews and attending the Leeds Local Offer Live/Leeds Parent Carer Forum - ARFID Workshop. 
7 Interviews took place with parents and carers of young people who experienced eating disorders, disordered eating, and/or those who had been described as ‘complex’ by services in relation to mental health. Interviews took place via Microsoft Teams and lasted 1.5-2 hours. Parents and carers who took part in these interviews, specifically talked about; neurodivergence, parent carer blame/trauma, ARFID, PANS/PANDAS, Autism and Anorexia, Eating Disorder, and Restrictive Eating.
Thematic Analysis
Continuity of Care
· Transitions – between or leaving services.
· Integration of services.
Participants reported: 
· Significant challenges and gaps in the transitions between services, highlighting difficulties with integration and continuity in care for children who are autistic and have ARFID or other eating disorders. Many experienced frustrations with inconsistent understanding and support from schools, where autistic children’s sensory and eating difficulties were often misunderstood or dismissed, leading to additional stress and trauma.
· Delays and barriers in accessing diagnosis and specialist services, with some families having to navigate complex referral pathways, often feeling unsupported or sometimes, due to the lack of knowledge among professionals like SENCO’s or therapists. The pandemic further exacerbated these issues, disrupting routines and social skills development, and limiting access to therapeutic or educational supports.
· The importance of having coordinated, knowledgeable, and compassionate professionals who understand neurodivergence and related eating issues. Positive experiences were linked to teams that worked collaboratively across health, education, and social care, offering continuity even during crisis. Fragmented care, changes in key workers, or discharge without follow-up caused setbacks and increased parental burden.
· The emotional and practical toll on families, including legal battles to secure appropriate school support and services, struggles with transitions into adult care, and the challenges of managing fluctuating mental health alongside physical health needs. Where specialist eating disorder or CAMHS teams provided consistent, joined-up support, families reported feeling more hopeful and supported, yet this was not universal. 
Systemic Barriers
· Referral criteria. 
· Waiting times.
· Funding and resources. 
Participants reported:
· Challenges within the current system that hinder access to appropriate support for young people experiencing ARFID and neurodivergence. A key issue was the lack of clearly defined referral criteria or diagnostic pathways, especially for conditions like ARFID, PANS/PANDAS and neurodivergence, leading to misdiagnoses and exclusion from services. For example, some young people were denied help because their symptoms did not “fit” rigid service criteria, leaving families to navigate complex, fragmented, and often confusing systems alone.
· That waiting times were repeatedly described as excessively long, with some participants sharing accounts of delays causing deterioration in mental health and wellbeing. This was particularly damaging when timely intervention was crucial. Long waiting lists, especially for ADHD and autism assessments, increased the feelings of people being unsupported.
· Funding shortages and a lack of dedicated resources for ARFID meant that services were either non-existent or stretched beyond capacity, forcing some families to pay privately or rely heavily on informal community and peer support. Schools were often under-resourced and unable to provide adequate support or implement educational plans such as EHCPs effectively, with some families feeling isolated and overwhelmed by bureaucracy.
Guidance and Protocol
· Guidelines – MEED, NICE, MARSIPAN/Junior MARSIPA), other guidelines. 
· Governance and policy.
· Referral process.
· Specialism. 
Participants reported:
· Challenges and gaps which related to guidelines, governance, the referral processes, and specialist pathways for young people with neurodevelopmental and eating-related conditions, such as PANS/PANDAS and ARFID. PANS/PANDAS was discussed as a controversial and politicised diagnosis lacking formal NICE guidelines, complicating recognition and treatment. Families felt the condition was often misunderstood, leading to stigma or scepticism from healthcare professionals.
· That there was a lack of tailored protocols. Families struggled with rigid, inflexible protocols that didn’t fit individual needs. Participants talked about having difficulty in accessing services and referrals, with the referral process was described as confusing, and inconsistent, for example, where people lived in geographical boundaries (postcode issues) made it complicated to access appropriate services. Multiple rejections and referrals “ping-ponging” between departments or localities caused frustration and delays in care.
· There were very long waits for specialist assessments, especially for autism and ADHD, with some families resorting to private care. Parents spoke of needing “secret words” or insider knowledge to navigate the system effectively, which felt unfair and discriminatory.
· That interactions with schools (especially SENCO’s) were frequently described as hostile or unhelpful, sometimes worsening the situation in the process of seeking EHCP’s. Legal action was even considered or taken to enforce changes to their young person’s educational support.
· A wish for better-coordinated, multidisciplinary teams (psychiatrists, dieticians, paediatricians, educational specialists) with expertise in managing overlapping neurodivergence and eating disorder presentations. Current services felt siloed, inadequate, or dismissive. Navigating these unclear systems, lacking clear pathways, and facing repeated obstacles contributed to trauma, exhaustion, and mental health decline in both young people and their families.
Communication
· Involvement of children, young people and families.
· Communication between and from, services or professionals.
· Accessibility of information, language and experience. 
Participants reported:
· That sometimes families felt unheard, misunderstood and dismissed by professionals, when their child had needs such as selective mutism or ARFID. Communication between services (GPs, dietitians, CAMHS, schools) was reported as inconsistent, resulting in confusion and delays in accessing appropriate support. Families describe being bounced between services with no clear pathway, poor information sharing, and professionals lacking understanding of conditions like PANS/PANDAS or selective mutism. This results in parents feeling like they must educate the professionals themselves. They call for services to “take time to get to know” the child and treat them with dignity.
· That information wasn’t always adapted to the child’s or family’s needs. Language used by professionals sometimes felt dismissive, such as they ‘need to be more resilient’. Poor communication created stress and anxiety for children and families. Meltdowns and dysregulation are often met with misunderstanding rather than support. Participants reported managing behavioural challenges by aiming for safety and boundaries, but sometimes felt there was no clear guidance or support. 
· Participants reported that where professionals do listen and provide tailored advice, families feel relief and hope – ‘just finding someone with answers’ is a huge step forward. Parents want their children to be happy and healthy, emphasising emotional wellbeing over academic or behavioural conformity.
Confidence, Knowledge and Skills
· Training received.
· Training needed/desired. 
· Lived experience. 
Participants reported: 
· Learning ‘on the job’, through lived experience of supporting their young person with their challenges. Their understanding of conditions such as ARFID, autism, and sensory processing developed over time, often without professional guidance. Parents developed practical skills to manage mealtimes and reduce stress, including food adaptations [hiding vegetables]. Some created home environments centred on the child’s interests (gym or pool table) to promote emotional regulation and engagement.
· That the strongest support came from other parents or online communities, rather than professionals. Peer-led advice and lived experience often felt more reliable, especially when navigating conditions professionals appeared to misunderstand or minimise.
· Accessing training through organisations, was often helpful, especially when shared with other parents. Participants talked about fear and uncertainty in their decisions around food, especially when support was inconsistent. The emotional burden of "getting it wrong" was significant, with concerns about long-term harm or escalation of restrictive eating behaviours.
· Challenges in identifying underlying conditions, especially where autism, OCD, ARFID, and PANS/PANDAS overlapped. They often initiated investigations themselves due to lack of professional awareness and described a need for clinicians to understand these intersections better.
Leeds Local Offer Live and Leeds Parent Carer Forum
ARFID Workshop, Parent Carer Experiences
	[bookmark: _Hlk202561981]
Parent Carer A’s son has Williams Syndrome. Her son was diagnosed with ARFID, after more tests were done which discovered a heart condition. Her son will only eat Italian style food - garlic bread. The parent carer will not eat at the restaurant, if her son is not eating. As a family, they can only go to Italian restaurants together. When her son was young, it took him a long time to access ‘the bottle’. Weening was hard and there was ‘mum guilt’. Her son was not ready to chew or swallow. Her son eats well, albeit limited foods. The foods need to be mushy, of similar colour and he will only eat with a spoon or hands.  Her son will eat different foods, in different environments. For example, he will eat chicken pie for Grandma, but not for the parent carer. When he is poorly, he is so slim that it ‘wipes him out’, there no ‘stores’ or ‘extra’ in him. On family holidays, the family have to plan and take food with them, such as, when the son will only eat McVitie’s, they need to stock up. 


	
Parent Carer B shared that their child was lacking the necessary vitamins but could not get their child to take vitamins. They found a ‘vitamin spray’ online which helped. 


	

Parent Carer C noted that there was lots of good advice in the room, but that when it got to ‘acute level’ (hospital), that the advice was that ‘if he will eat 10 packets of Haribo, let him.’  The parent carer explained that there was a lack of services for children who experience PDA (Pathological Demand Avoidance) and/or are autistic, and that this needs addressing. They raised the concern that if they do not get the right nutrition, they will not ‘learn right’. 


	
Parent Carer D spoke about their daughter, from age 14/15 had low appetite, but then it got worse. Their daughter has lost over 1 stone in a couple of months and continued to lose more. They rang the MindMate SPA (single point of access) and was told there was no one who could help with ARFID. Initially seen as anorexia and needing an autism assessment, as the daughters presentation was so starved. Just over 1 year ago, they spent months in the acute care setting, with their daughter being NG Fed (nasogastric tube feeding) and then went to Red Kite View. Prior to this, the GP had taken on board what was said, but their daughter was 16 and deemed ‘too young’ for adult mental health services or ‘too old’ for children and young people’s mental health services. It was hard on the family. Their daughter was discharged from Red Kite View and the family reported that things were going well, and they had support in the community, by a dietician from Red Kite View.


	
Parent Carer E asked, ‘what’s the root cause?’. They explained that their child was fine until aged 2 years old and had changed ‘overnight’. They thought ‘was it control or trauma?’. The parent carer was exploring work with a sensory therapist, to improve other things such as regulating the body, in hopes it will help with eating. This was reported and not having worked for them yet. 


	
Parent Carer F spoke about their 19-year-old daughter. Their daughters eating issues had started around age 15/16, where, when she would catch a cold, she won’t eat for weeks. Sometimes, if the parent carers picked ‘the wrong trousers’ then the daughter won’t eat. Or, after the daughter showers, the daughter will be too upset to eat. Then, there will be a few weeks when their daughter eats well, and they try to work out what ‘trips’ it again. 


	
Parent Carer G spoke about their hope that in time their child will eat more food. They noted an example where a now adult, had ARFID like eating issues, but was now married and ‘grew out of it’. They spoke about how it might take another 15 years. They also spoke about their child not ‘getting what they should’, as they would sometimes only eat certain biscuits. 


	
Parent Carer H said they saw a genetic consultant who told them that their child would ‘grow out of it’ when he is older. They noted that their son can ‘only like certain foods’ which can also be expensive to buy and that there can be challenges such as, what to do when they ‘can’t find’ the same product, or if the packaging changes, or if the recipe changes. 


	
Parent Carer I would like support for their son, around ARFID, as he only lives on full fat coke and chocolate Fredo's. The son has been losing weight, and a hospital trust is refusing to see him, stating that he must be ‘acutely unwell’ before they would see him. The parent carer asked, ‘shouldn't a crisis be prevented?’. The parent carer also said that they know there isn't a pathway for ARFID at present but where and how can they get their son some support.




[bookmark: _Toc203586565]Advocacy
Meetings with statutory and non-statutory advocacy services across West Yorkshire took place via; one in person focus group with 5 participants who work within of advocacy services for children and young people’s mental health, within West Yorkshire.  The focus group saw a presentation giving an overview of the project. Advocates were asked about their experiences of supporting these young people with mental health presentations. 
Continuity of Care
· Transitions – between or leaving services.
· Integration of services.
Participants reported: 
· Their experience of working with young people approaching transitions age. It was highlighted that children’s mental health services were ‘rigid’ and ‘cut off’ when a young person turned 18. And also, that staff attitudes were different in children’s services in comparison to adults, seeing children’s as providing a more caring approach and a wider range of support options.
· Their experiences of young people who were NG fed and how this can impact them in their recovery or preventing them from receiving alternative care or support. Participants noted that being NG fed in an acute care setting, prevented them being admitted to Red Kite View. It was also highlighted that whilst NG feeding can prevent access when ‘stepping up’ care and support, that it can also prevent people from ‘stepping down’ from care and support, to return home – seeing one young person who would not eat in hospital, but may eat at home, yet they are unable to return home, due to being NG fed and professionals not knowing how to progress.
· Their perspective regarding the integration of mental health and physical health services. Some participants spoke about the appropriateness of younger children who are experiencing physical health issues, to be in the same space as teenagers with mental health difficulties who needed appropriate care. But equally, participants discussed that physical health issues for these young people, were not going to improve, unless their mental health improved.

Systemic Barriers
· Referral criteria. 
· Waiting times.
· Funding and resources. 
Participants reported: 
· That when young people are described as complex, it could often result in longer lengths of stay in acute care settings, who do not have the facilities or staff to support these young people appropriately, as they can be deemed ‘too complex’ when looking at criteria of services to access support, care or treatment.
· Challenges in providing good advocacy services to young people with mental health presentations, firstly due to the issues of young people being spread out and placed on a variety of wards [Leeds], and that they can be in St James’ or LGI. Secondly, funding for advocacy services is an issue, as this often means advocates have time limited activity, where it is difficult to visit young people regularly and build a rapport with them.
Guidance and Protocol
· Guidelines – MEED, NICE, MARSIPAN/MARSIPAN Junior.
· Governance and policy.
· Referral process.
· Specialism. 
Participants reported: 
· The processes that can take place when young people are admitted to acute care settings, for a mental health presentation. Participants shared how families can see hospitals as a place of safety, where young people can get help, but often weeks and months will pass by, and the young person does not always get the support they need, or support can feel restrictive. However, it is not as simple for young people to simply ‘leave’ hospital if they are sectioned. Furthermore, participants shared that in children’s services, there was less positive risk taking, with many responsible clinicians being ‘more scared of risk’.
Communication
· Involvement of children, young people and families.
· Communication between and from, services or professionals.
· Accessibility of information, language and experience. 
Participants reported:
· That professionals struggled to understand how to communicate with young people who have PDA and that these interactions of questioning and decisions making, was often more distressing for these young people. Participants also noted that bank staff, who do not regularly work with young people with mental health presentations or know service users – simply did not understand the needs of these young people.
· Their experience of how young people, families and professionals partake in decision making. It was noted that there was a distinct different between the experience of rights regarding decision making in adult services, than in children’s. For example, participants spoke about difficulties regarding decision making and clarity around involvement of parents who have parental responsibility and the wishes of the child. Children’s wishes were not always listened to, as this was sometimes interpreted as part of their mental health presentation or that the professional or parent, felt they knew better. There was also a lack of confidence regarding the decision-making process when the parent is not present or actively involved in the young person’s care, support or treatment. Furthermore, participants shared that alternatively, some people did not make best interest decision for young people, due to fear of blame and resulted in passively making things worse for a young person.
· The importance of understanding people’s roles and the value they bring to supporting young people. Participants spoke about how nurses and Occupational Therapists (OT’s) are often those closest to young people, often, that they are the ones who will get young people ‘better’ – but they need more recognition and empowerment of the role they play. Participants also spoke about the recognition and awareness raising of the role of advocacy, as advocates often have to explain to staff who they are and what they do. A similar conversation took place with parents, who did not always understand why advocates were talking to the child or young person, and that they are not ‘telling’ young people what they should do but simply advising them of their rights to make an informed decision.
· That when advocating for young people, it can be helpful to build a picture of what support they have received until now, to understand the young person’s situation. Participants noted that in acute care settings, in Leeds, it can be difficult to find a named person who is coordinating the care, support or treatment regarding the young person’s mental health.

Care Limitation 
· Emotional effects on professionals supporting young people. 
· Barriers to accessing services or support. 
· Professional boundaries. 
· Personal interest in the field of mental health. 
Participants reported: 
· That barriers to accessing services and support, often included the limited availability and the choice of staff. Participants reported that if a young person did not like a professional that was supporting them, such as a psychologist, then there was not another option to see someone else, which resulted in the young person not engaging in therapeutic intervention. Advocates raised concerns about not only the lack of availability of mental health professionals supporting young people, but also the lack of time and resource available to advocates. Advocates are paid just above the minimum wage and feel that a lot is expected of them, when supporting families in crisis. However, it was noted how there are other professionals who work closely with young people during this time, such as nurses, but there was variation in the empowerment of nurses, by responsible clinicians.
· That there was a lack of awareness from professionals around communicating and interacting with young people who experience PDA. It was also highlighted that more confidence was needed from people and professionals, around risk and young people who self-harm and managing their anxieties around this, as ‘they just have to stop self-harming’ was not a realistic response for some young people. One participant noted their own lived experience of self-harm and overcame this by using an elastic band, which they could ‘ping’ against their wrist.
[bookmark: _Toc201004292][bookmark: _Toc203586566]Police
A 1:1 conversation took place with West Yorkshire Police to understand what connections/forums already exist, to explore how sectors worked together and existing data sets, in relation to young people who experience mental health difficulties. A forum hosted by West Yorkshire already takes place, which is called the ‘Criminal Justice and Mental Health Forum’, it was noted from the interview that there was a gap in representation from mental health services regarding young people. 
The Criminal Justice and Mental Health Forum will discuss data and look for key themes, which should be brought to the forum. A redacted data set was shared, for the purpose of this report, to interpret mental health issues affecting young people who experience mental health difficulties.  The full report shared a data snapshot of cases regarding mental health concern and Section 136 referrals for young people up to the age of 25 years, in West Yorkshire, during January 2025. 
There were 200 cases overall for young people presenting with mental health issues to the Police. Overall, the data above outlined 8/200 young people under 18 years old requiring S136 MHA Detention in the month of January 2025. Many young people are often taken to Acute Care Settings. Further information cannot be obtained from this data set due to information provided being redacted and also to maintain confidentiality of individuals. Further working with the police would enable greater insight.
[bookmark: _Toc201004293][bookmark: _Toc203586567]ARFID - Integrated Care Boards (ICB) and NHS Services
Feedback from professionals and parents and carers during the scoping phase of the project, discovered that in Leeds there was an increase in awareness of ARFID, leading to more people seeking support, care and treatment. However, there is no pathway commissioned in Leeds, to support these young people who experience ARFID. Many people were being re-directed to their GP to request an ‘Individual Funding Request’. 
The NHS West Yorkshire Integrated Care Board (ICB) has an ‘Individual Funding Request (IFR) Team’. This team was the joining of Bradford District and Craven, Leeds, Calderdale, Kirklees and Wakefield District into a single team in April 2024 but were moving from operating as separate functions/separate place-based panels, to aligning their processes and procedures, to operate as a single function. As of January 2025, they operated utilising a single combined function for the West Yorkshire ICB. During an interview with the IFR team, it was raised that there had been many referrals from ‘Leeds’ for young people with ARFID. The team outlined that cases which are not exceptional, will be declined, as it’s indicative that it is a service gap and not individual funding request.
A focus group with 6 participants took place regarding IFR’s, in relation to the thematic analysis. 
Continuity of Care
· Transitions – between or leaving services.
· Integration of services.
Participants reported: 
· That services needed to be more integrated to support ARFID, and examples of where integration had started to happen. Participants mainly spoke about the recognition that ARFID and Autism had strong links, often coexisting. Participants also spoke about how certain eating issues can appear more urgent due to their immediate risk, but there are many eating issues and poor mental health which are causing poor relationships between young people and food, leading to obesity. It was also noted that people turn to private provisions when statutory services do not have the support people need, but there was little information provided on the relationships with private services.
[bookmark: _Hlk201005306]Systemic Barriers
· Referral criteria. 
· Waiting times.
· Funding and resources. 
Participants reported:
· That many NHS services require people to meet ‘referral criteria’, which has often led people to seek a diagnosis, rather than taking a needs led approach, with greater person-centred support, which looks at symptoms and the wider needs of the individual. Participants spoke how there are diagnoses for ARFID, but there are currently no services available for ‘pure ARFID’. However, participants highlighted that where people have coexisting conditions, it was more likely people’s needs would be met on ‘other pathways’ of different services.
[bookmark: _Hlk201005319]Guidance and Protocol
· Guidelines – MEED, NICE, MARSIPAN/Junior MARSIPAN.
· Governance and policy.
· Referral process.
· Specialism. 
Participants reported: 
· Their concerns surrounding services becoming ‘too specialised’, as this often limits who can get support and, who can support people. Further to this, participants also spoke about the traditional referral process where people mostly access generalised support, with usually only some people needing specialist support, but that there are greater numbers seeking specialist support earlier in the process. Inconsistently, diagnoses have unlocked funded support, but there was an emphasis that in regard to ARFID and Autism, that a diagnosis would not ‘fix’ the issues people are experiencing, but there is often little support after this.
[bookmark: _Hlk201005335]Communication
· Involvement of children, young people and families.
· Communication between and from, services or professionals.
· Accessibility of information, language and experience. 
Participants reported:
· That now, more than ever, we lived in a culture of information overload. There are a variety of ways people receive or give information, ranging from social media support groups, television programmes/documentaries, to consumer-based information from private companies. It was also highlighted that parents of young people with ARFID are usually the target audience of both giving and receiving information, and that support from parents is often needed when communicating on behalf of their children and also, for children who are ‘adults’.
[bookmark: _Hlk201005349]Confidence, Knowledge and Skills
· Training received.
· Training needed/desired. 
· Lived experience. 
Participants reported: 
· The general knowledge of ARFID they held themselves and others. Noting that ARFID is not a ‘new’ diagnosis, after existing for over a decade, but perhaps, considered newer in the grand scheme of mental health diagnosis. Participants also shared that there was a renewed awareness of these issues and questioned if all the young people had ARFID, or were some people confused by ‘phases’ of picky eating that had been unsupported to become more extreme. Finally, participants spoke about the need to highlight and focus on symptoms experienced by people, rather than a ‘diagnostic label’.
[bookmark: _Hlk201005361]Care Limitation 
· Emotional effects on professionals supporting young people. 
· Barriers to accessing services or support. 
· Professional boundaries. 
· Personal interest in the field of mental health. 
Participants reported: 
· About how they often have to make difficult decisions, which mean people ultimately either get support or they do not. When it comes to IFR’s, it felt more heightened than making other decisions about accessing support, care or treatment, as IFR’s are typically a ‘last resort’ and people feel they have nowhere else to go for support. People also noted the personal stance than can be taken by commissioners and how this can influence service delivery, such as previously, areas in West Yorkshire would not have leadership where a child would not be seen because of a diagnosis, and instead, they would be seen by a service, as their symptoms would be able to be supported somehow, opposed the attitude of ‘not my child’.
[bookmark: _Toc203586568]Local Authority
3 interviews took places with professionals working in Local Authorities, in a range of roles from mental health support, adoption services and decision influencing roles. Interviews lasted 1-2 hours. 
Thematic Analysis: 
Continuity of Care
· Transitions – between or leaving services.
· Integration of services.
Participants reported: 
· About the limitations of pathways, when it came to the continuity of a person’s care. Often, pathways are designed to ‘fix’ or treat one specific, diagnosed issue. For you people with multifaceted needs, participants reported that separate pathways or services, do not always work together and is without coordination - not taking a holistic view and young people are ‘transferred’ to another service. The ‘dream’ of a participant was for people to take a holistic view and have MDT working across West Yorkshire or within each health service. 
· About work between the local authority and schools to support with EHCP’s and CAMHS referrals but acknowledge working together to create pathways would be great. In particular, participants suggested it would be useful to look at local authority models where young people are support up to 25 years old, rather than 18 years old, to ‘get rid of the cliff edge going into adult services’. 
· How they are working with other sectors and that it is important but, a participant had struggled with gaining health representation on their EBSA working group. As CAMHS had a 2-year waiting list, a participant called for sourcing other help or support that may be within the VCSE sector, so people can be supported sooner. 
Systemic Barriers
· Referral criteria. 
· Waiting times.
· Funding and resources. 
Participants reported:
· About how different ‘labels’ or diagnoses can be a barriers or an enabler to accessing support. Often, labels such as ‘adoption’, ‘Fetal Alcohol Spectrum Disorder’, ‘autism’ or ‘ADHD’ meant that services and support were not there to ‘manage the complexity’, or it was useful if people wanted to access medication, which needed a diagnosis. Participants shared how there can often be ‘one size fits all’ approaches, or criteria of support means only the most ‘entrenched’ cases will be seen due to capacity. 
· About EBSA and the underlying causes of this, such as anxiety. But participants shared how these young people are unable to get a diagnosis of anxiety, because they cannot leave their home to visit the GP or CAMHS appointments – meaning, they then do not meet referral criteria for certain support or services. EBSA is on the rise but there is uncertainty around the funding of teams [psychologists] to support this work, as often it is seen more widely as the responsibility of schools as ‘it’s their young people’. A participant shared how a lack of clarity around funding also impacts young people, in a case where a young person who experienced EBSA, and had recently been in inpatient services - and discharged and searching for support – there was not 100% confidence that the section 117 funding would cover the cost for them to pursue dog grooming at college, and the psychologist also put the request in via their EHCP in case.  
Guidance and Protocol
· Guidelines – MEED, NICE, MARSIPAN/MARSIPAN Junior.
· Governance and policy.
· Referral process.
· Specialism. 
Participants reported:
· About their specialism in supporting young people with eating issues, where some young people in adoptive services have ‘been starved’ and there’s ‘kids with a burning oesophagus because they will eat foods hot because they gorge’ – but that there was an extent to their support and specialism, and that their referral process leads people to education and occupational therapy support, but that there came a time when referrals to CAMHS would be needed as they don’t have ‘psychiatry’. Participants shared how there can be some issues getting into CAMHS when young people do not have anorexia or bulimia but highlighted that these young people will go without food for days or eat in secret.
· Stories about young people accessing services, when they were underweight due to immediate risk, but participants began to share how there is a need for support, for young people who are of ‘healthy weight’ or ‘living with obesity’ or ‘living in larger bodies’. Participants asked for the recognition of obesity as a disease and recognition of food addiction – noting, that we will struggle to make a dent in tackling disordered eating without that. Other guidance that was reported as in development, was around EBSA and the need for guidance around early support. 
Communication
· Involvement of children, young people and families.
· Communication between and from, services or professionals.
· Accessibility of information, language and experience. 
Participants reported:
· About communication and accessibility of information for families. Participants highlighted the importance of families supporting young people with eating or mental health issues, to not feel ashamed or judged. Participants shared the importance of offering flexibility to families, so they didn’t use their annual leave when accessing support, as this was needed for ‘family time’.  Participants shared the difficulties in health messaging relating to communities, and that not everyone wants to see a ‘specialist’. Also, where services exist – information provided can become outdated.
Confidence, Knowledge and Skills
· Training received.
· Training needed/desired. 
· Lived experience. 
Participants reported:
· About their knowledge of who utilised private services and why. These were young people where there was a ‘lack of service’ or where ‘there’s no offer out there’ – but participants noted that these young people were not always a minority – such as eating disorder, fetal alcohol syndrome, EBSA.
· Their knowledge about different presentations of disordered eating such as, ‘food addiction’, ‘eating out of bins’, ‘eating things that will make them sick’, and also their knowledge of EBSA which included young people experiencing ‘meltdowns’, ‘shutdowns’ and ’freeze mode’ and maintenance factors from parents – who do not want to add to the child’s trauma by forcing them back to school. Participants spoke about the lack of support for these young people and families, with parents and carers not knowing where to go or how to get help. People noted that disordered eating is damaging to young people as it ‘destroys lives’ and suggested ideas for what can support these young people, including supportive spaces on programmes of education/peer support, groups with other young people so they can exercise in safe spaces and support for reducing anxiety in families. Participants noted that whilst they do not have all the answers to support disordered eating and young people’s mental health, that they are trying to explore new models of support, but ultimately young people ‘need a sense of purpose in life, some drive, some meaning and then they are less likely to end up in inpatient care. Not so desperately empty… purpose is important’. 
Care Limitation 
· Emotional effects on professionals supporting young people. 
· Barriers to accessing services or support. 
· Professional boundaries. 
· Personal interest in the field of mental health. 
Participants reported:
· About limitations to care and support, especially regarding EHCP’s. EHCP’s often required a lot of work and evidence, but that this did not always result in the desired outcomes, with one person receiving ‘enough funding to buy blu tac’. Other barriers to support included private diagnoses’ not always being accepted by NHS services [autism] and that not all young people can access therapeutic support – such as those who are not in schools.
[bookmark: _Toc203586569]Summary of Discussion Points
Avoidant Restrictive Food Intake Disorder (ARFID)
Definition & Recognition: ARFID is a recognised eating disorder since 2013 (DSM-V) and 2022 (ICD-11). It involves food avoidance not driven by body image concerns but due to sensory sensitivities, lack of interest, or fear of negative consequences (e.g. choking).
Awareness & Stigma: Increased efforts to de-stigmatise ARFID, such as the book "I'm More Than Just a Picky Eater!" and Eating Disorder Awareness Week (EDAW) 2024's focus on raising awareness. BEAT reported a sevenfold increase in ARFID-related helpline calls (2018–2023).
Service Gaps: No dedicated ARFID service in Leeds; families are referred back to GPs or told to submit Individual Funding Requests (IFRs), which are often denied — indicating a wider service gap. Other places in West Yorkshire were developing ARFID services, such as Wakefield offered screening and advice. 
Case Examples: A young person in Leeds who will only eat chocolate Freddo’s and only drink full fat coke – who was not accessing any support. 
The Need for Multi-disciplinary Support: An overview of the ARFID service provided by Cornwall Partnership NHS Foundation Trust. MDT working was also emphasised in Duffy et al (2024) – highlighting the importance of breaking down professional silos and including more professionals (beyond eating disorder services) in ARFID care.
PANS/PANDAS
Definition: Acute-onset neuropsychiatric syndromes often triggered by infection, with symptoms like OCD, tics, eating restrictions, and regressions in behaviour.
Lack of NHS Guidance: No NICE guidelines; often dismissed or misunderstood in clinical settings.
Case Study: A family in Leeds received a private PANS/PANDAS diagnosis. The child responded well to antibiotic/anti-inflammatory treatment, revealing the impact of timely, appropriate care.
Diagnostic Overlap: Symptoms often mimic autism or ARFID, making diagnosis complex without adequate understanding or training.

Disordered Eating, T1DE (Diabulimia), Obesity & Binge Eating
Service Eligibility Concerns: Many with disordered eating don’t meet thresholds for eating disorder services (BMI based), despite high risk of poor outcomes.
T1DE Recognition: Growing recognition of disordered eating in people with Type 1 diabetes, supported through projects like Steady (King’s College London) and comPASSION (Wessex Team).
Obesity Recognition: Recognition of obesity as a disease, requiring trauma-informed, compassionate care. Emphasis on preventative, inclusive approaches.
Training & Tools: University of Leeds provided guided self-help tools and training for professionals to support young people with disordered eating.

Day Services
A Gap Between Inpatient & Outpatient: Highlighted need for ‘step-up/step-down’ services such as day treatment models to bridge the gap.
Examples:
· West Norfolk Pilot: Offers multi-disciplinary group therapy, education, meal support, and neurodivergent-friendly practices. Positive outcomes include reduced admissions and better local access.
· Willow View (York): Offers multi-disciplinary, sensory-friendly support for complex cases, including disordered eating and trauma.

Acute Settings & Unsuitable Admissions
CQC Brief Guide: Warns that emergency departments and general paediatric wards are often unsuitable for sustained mental health care.
System Failures: Issues include long stays, lack of staff training, risk of iatrogenic harm, and fragmented care.
HSSIB Findings: Emphasised the need for:
· Greater family involvement.
· Therapeutic environments.
· Better collaboration across services.
· Coordinated and patient-centred care.

Catering in Support of Mental Health 
New National Guidance: Developed by LYPFT’s Amy Pratt to address the lack of appropriate catering standards in mental health [including eating disorder] and learning disability settings.
Call for Collaboration: Encourages clinical teams to work closely with catering staff to meet patients’ dietary and sensory needs.

COVID-19’s Impact
Young People: Lockdowns led to reduced social and functional skills, increased mental health needs, and greater food-related challenges.
North Yorkshire Together: Provided inclusive activities and meals for disadvantaged children; observed a rise in ARFID post-pandemic and creative support for those with disordered eating.
Inclusive Practice: Emphasis on stigma reduction, neurodivergence-informed approaches, and the need for provider training in disordered eating and sensory needs.
[bookmark: _Toc203586570]Conclusion
Overall, the project engaged with 195 participants directly contributing to the data analysis, and over 200 participants including those who shared insights and connected the project co-ordinator to relevant information, forums, groups and people. There is an overwhelming desire to make sure that young people, parent and carers are supported well, but people need places to come together and share insight, learning and support. 
· The report highlighted pathways for young people who experienced eating disorders – Anorexia, Bulimia and Binge Eating, but these often felt restricted to people of low weight in some cases. All places, with the exception of Leeds, were developing an ARFID pathway or some offer of support. 
· The report did not find formal pathways of support for disordered eating, although, commonly, Tier 4 services and acute care settings provided support and intervention for these young people – although not without challenges. 
· The report did not find formal pathways for young people described as ‘complex’ by services. The very nature of them being described as ‘complex’ was because they had many and variable needs, requiring multiple agencies to support them. Therefore, pathways for ‘complex’ young people will most likely not exist – from a ‘service pathway model’ – however, a model which focuses on the mobilisation of MDT working would suffice. 
· The report found significant challenges, faced by acute care settings, whereby young people were often admitted, when the appropriate care, support or treatment could not be sought, or they were appropriately admitted due to physical health reasons but became ‘stuck’ due to a lack of appropriate pathways – preventing a safe discharge. These young people often deteriorated due to iatrogenic harm and required more intensive support to aid their recovery.  
This report is not the entire picture of the care and support pathways for children and young people with mental health difficulties. The health and care system is an ever-changing landscape, with work progressing, which is often hard for professionals and the public to keep up with. The report is hoped to share greater insight, for further exploration – with a call for more joined-up working across West Yorkshire, so that someone on the other side of the border can share the same experience as another. 
[bookmark: _Toc203586571]Recommendations
[bookmark: _Hlk203558976]Recommendations are based on the findings of this report and have been linked to the qualitative and quantitative data themes. 
Continuity of Care
Transitions between services and integration across sectors remain inconsistent and fragmented. Young people often experience abrupt changes in care, particularly when moving between inpatient and community settings or from child to adult services. Effective continuity of care requires proactive planning, shared ownership, and relational consistency.
Recommendations:
1.1 Establish a West Yorkshire Complex Care Navigation Panel to coordinate care for young people with complex needs, with authority to escalate, make decisions and resolve “stuck” cases. 
1.2 Develop a Tier 3.5 Day Provision Model to bridge the gap between inpatient and community services, offering flexible, multidisciplinary support in youth-friendly environments.
1.3 Implement named care coordinators for all young people transitioning between services, with clear accountability and follow-up protocols.

Systemic Barriers
Rigid referral criteria, long waiting times, and fragmented funding structures prevent timely and equitable access to care. Many young people fall through the cracks due to diagnostic thresholds or service boundaries.
Recommendations:
2.1 Introduce a “No Wrong Door” policy, ensuring any professional can initiate support and receive a coordinated response.
2.2 Develop a regional ARFID and Disordered Eating Pathway that is needs-led, not diagnosis-led, and includes sensory, trauma-informed, and family-based interventions.
2.3 Create a MDT Complexity Dashboard to track young people at risk of falling through gaps and monitor multi-agency engagement.

Guidance and Protocol
While national guidelines exist (e.g. MEED, NICE), their application is inconsistent, and many emerging presentations (e.g. ARFID, RISH) lack clear protocols. Local governance structures often fail to support joined-up care.
Recommendations:
3.1 Standardise the use of MEED and other relevant guidelines across all acute and community settings, with local adaptations for ARFID and neurodivergent presentations.
3.2 Develop shared care protocols for NG feeding, discharge planning, and transitions, with cross-trust governance to reduce risk and blame culture.
3.3 Establish a regional reference group (linked to Complex Care Navigation Panel) to review complex cases and support learning and protocol development for emerging needs.
Communication
Young people and families often feel excluded from decision-making, and communication between services is inconsistent. Information is not always accessible, timely, or tailored to individual needs.
Recommendations:
4.1 Launch a Regional Advocacy and Rights Awareness Campaign, ensuring all young people and families understand their rights and how to access advocacy support.
4.2 Embed relational continuity into care planning, ensuring trusted adults (e.g. youth workers, keyworkers, care navigators, other non-clinical roles) are involved in transitions and discharge.

Confidence, Knowledge and Skills
Staff across sectors report low confidence in supporting complex mental health needs, particularly in relation to neurodivergence, ARFID, and trauma. Training is inconsistent, reactive, and often inaccessible.
Recommendations:
5.1 Develop a Regional Workforce Development Strategy with short, modular training on ARFID, trauma, neurodivergence, and RISH.
5.2 Embed mental health and eating disorder presentations training into pre-registration education and mandatory CPD for all frontline staff.
5.3 Fund peer-led training and reflective practice sessions, drawing on lived experience to build relational and cultural competence.

Care Limitation
Professionals often operate beyond their roles due to system gaps, leading to emotional exhaustion and blurred boundaries. Young people with complex needs are frequently “held” in inappropriate settings due to lack of alternatives.
Recommendations:
6.1 Establish a regional supervision and support framework for all staff (including non-clinical) working with high-risk or long-stay patients.
6.2 Create clear escalation routes and accountability for unresolved cases, with oversight from the Complex Care Navigation board.
6.3 Fund relational roles (e.g. youth workers, peer mentors) to provide consistent, non-clinical support during and after inpatient stays.


Systemic Barriers / Continuity of Care / Care Limitation
The VCSE sector plays a vital but under-recognised role in supporting young people with complex mental health needs, particularly those who do not meet rigid service criteria or who disengage from statutory pathways. Youth workers and community-based practitioners are often the only consistent support figures for these young people, offering flexible, relational, and culturally competent care. Despite this, VCSE organisations frequently operate without sustainable funding or formal integration into care pathways. There is a clear need to rebalance the system by reallocating resources to fund VCSE-led step-up/step-down provision, early intervention, and recovery support. This will ensure that young people receive the right help, in the right place, at the right time.
Recommendation: 
7.1: VCSE Innovation & Integration Fund
To address the systemic underutilisation of the VCSE sector and the growing need for flexible, community-based support, we recommend the creation of a West Yorkshire VCSE Innovation & Integration Fund. This fund should be underpinned by a strategic reallocation of existing statutory resources to support early intervention, step-up/step-down provision, and recovery-focused care.
Key Components:
Reallocation of Funding: Redirect a portion of statutory budgets (e.g. from acute overspend or underutilised pathways) into a ring-fenced VCSE fund.
Youth Work Integration: Fund youth workers and community-based practitioners to deliver: Step-up support (pre-therapy engagement, emotional literacy); Step-down support (post-discharge relational continuity). Bridging support during transitions or service gaps.
Flexible, Needs-Led Access: No diagnosis required to access support, trauma-informed, neurodivergent-friendly, culturally competent. Delivered in youth-friendly, non-clinical settings (e.g. schools, community hubs).
Co-Production Requirement: All funded projects must be co-designed with young people and families with lived experience.
Cross-Sector Collaboration: Encourage joint bids between VCSE and statutory partners (e.g. CAMHS, ICBs, education).
Evaluation and Learning: Embed real-time evaluation to measure impact on admissions, engagement, and equity. Share learning regionally to inform commissioning and scale-up.
[bookmark: _Toc203586572]Reflexive Statement
[bookmark: _Hlk203558913]My name is Dominique Burley, and at the time of writing this report, I am the project co-ordinator for Children and Young People’s Mental Health, hosted by Leeds and York Partnership NHS Foundation Trust, as part of the West Yorkshire Provider Collaborative for Children and Young People’s Mental Health Inpatient Services, and also, working as Senior Development Worker for a VCSE infrastructure organisation, with a focus on Learning Disability, Neurodivergence and Sexual Health. Prior to this, I have worked always worked in the VCSE sector – with a focus on advocacy and human rights of learning-disabled people and/or autistic people. I have worked extensively with partners across sectors, including the NHS, not only in partnership, but to bring challenge. My motivation to improve services and advocate for change has come from my own experience of mental health as a young person and the difficulties in navigating and accessing support. With a background in advocacy, I strive to be independent in my reports, regardless of the service I work for. 
Many young people and parents and carers wanted to talk about their experiences. Having a project, where someone is separate from the services people access, helps people to share feedback, without fear of being identified. Barriers are often the same – regardless of if it’s an eating disorder, disordered eating, other mental health presentation, learning disability and so on. We all want to be listened to, to be supported in a way that works for us, to have flexibility and variety, to be heard and to have input in decision making processes.  
Finally, it has been a great honour to hear the stories of young people, parents and carers, supporters and professionals. I hope ‘the system’ can one day move towards being needs led – for everyone’s benefit.
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