Lived experience of Special Educational Needs and Disabilities, Learning Disabilities and Neurodiversity – Parent Carer voices 

Introduction
This section reflects what is already captured about the lived experiences of parents and carers of children and young people with Special Educational Needs and Disabilities, Learning Disabilities and Neurodiversity in Brighton & Hove, as described by parents and carers themselves.
Methodology
We reached out to a range of over 15 different organisations and services working in Brighton & Hove for feedback from surveys, reports, and other qualitative data sources that capture parent carer voices. Reports from the last four years (2020 – 2024) were included, to give us a relevant and recent representation. Of the 24 reports we received, the majority are from the community and voluntary sector; fifteen are from PaCC alone or PaCC and partner organisations; three are from mASCot; two are from Healthwatch; two are from BHISS; and two from Brighton & Hove City Council. Six relate to neurodevelopmental conditions specifically, the remainder cover SEND/LD/ND more broadly. The majority are published; we also used seven unpublished reports, for example from parent carer workshops. They range in focus from feedback on specific services, strategies and issues, to general reports about parent carer experience. One person reviewed and collated the themes across all reports. A list of reports used can be found in Appendix 1. 
This approach was taken with the support of the project group and steering group to deepen our understanding by bringing together in one place a range of reports that already richly describe parent carer experience in Brighton and Hove. The collated responses give insight into what parents and carers feel are the barriers and challenges faced, protective and supportive factors, and areas for improvement when accessing support for their children and young people. 
Scope
It is important to acknowledge that there will be limitations to this data. It was not possible to reach every organisation that we would have liked, and as we were using existing data sources, there may be over- or under-representation of certain groups, conditions and services. Community organisations and providers working with marginalised groups, for example those working with Black and Racially Minoritised communities, parent carers of LGBQ+ and TNBI young people, will not necessarily have feedback and experiences disaggregated for those parent carers of SEND young people.
Some Sussex-wide reports were also included. It is acknowledged that there will be a significant amount of local variation and specificity to services and experience, and where possible themes pulled out related to Brighton and Hove specifically; themes that were common across different areas were also captured.
There is no one universal experience of parent carers, or of children and young people. There are significant differences between conditions, and where possible this is reflected. There is also a wide range of experience across different ages and demographic characteristics, and again where possible this is reflected. However, there are also broad themes that play out across all groups and can give a rich picture of the experience in our city.
Finally, it must be acknowledged that there will inevitably be a greater focus on barriers and challenges in qualitative feedback. While there are many areas for improvement, there are also important assets, examples of good practice, and services working well in Brighton & Hove for our children and young people, which is also reflected where possible. 


Overall themes
	What is working well

Positive feedback for many providers (3.1) 
Flexible provision & reasonable adjustments (3.2)
Communication and ongoing relationship with a key professional (3.3)
Social & community groups (3.4)
Support & advocacy from CVS (3.5)
Accessible green spaces (3.6)
Co-production in service design (3.7)

	Barriers and challenges

Assessment & diagnosis pathway for Neurodevelopmental conditions (4.1)
· Waiting times
· Thresholds for referral
· Support for those without diagnosis
Waiting times & capacity for therapies (SLT, PT, OT) (4.2)
Gaps in social care provision (4.3)
· Waiting times & communication
· Respite & activity programmes
· Personal Assistant availability
Navigating a complex system (4.4)
Lack of understanding & adaptations made by services (4.5)
Perception of stigma & blame (4.6)
Impact on health & wellbeing of wider family (4.7)


	What can be improved

Earlier identification & shorter wait for support (5.1)
Interim support while on Neurodevelopmental waiting list (5.2)
Mental health services (5.3)
· Intervene earlier
· Adapted to specific needs
Access to activity programmes & respite care (5.4)
Peer support & community groups (5.5)
Transition points (5.6)
· Earlier planning
· More options for education, training & employment
· Practical support
Specific gaps in local provision for ADHD, Tics and Tourette’s, specific learning difficulties, Fetal Alcohol Spectrum Disorders, Down Syndrome (5.7)
Communication & co-production (5.8)
Training & Neuro-affirmative culture (5.9)
	Compounding factors & inequalities

Barriers and inequalities (6.1)
· Stigma & awareness
· Language barriers 
· Parent carer neurodiversity
· Financial hardship 
· Isolation
· Prejudice & discrimination
- Later diagnosis & intervention
- Higher exclusion, NEET for BRM groups
- Reduced opportunities for CYP from BRM backgrounds
Supportive factors (6.2)
· Peer and group support
What can be improved (6.3)
· Increased community provision
· Cultural competency &
trauma-informed support
· Inclusion & co-production


What is working well - examples of good practice and supportive factors
Positive feedback for many providers
In almost all the reports parent carers talk positively about the impact of many individuals, services and organisations operating within Brighton & Hove across health, social care and education and the community and voluntary sector. Where practice is considered to be good, common themes are proactivity, flexibility and caring. 
"Once our child was finally referred and assessed the experience was good." Parent carer, Brighton & Hove Special Educational Needs & Disability (SEND) Strategy 2020-2025. PaCC and Amaze consultation with BAME SEND families, September 2020

Several reports talk about the challenges of providing support in a stretched system, and discuss positive experiences of services once accessed, and of the impact of empathetic and helpful professionals. 
"The people in the service we have encountered have been nice and helpful, but the system is not working. The system is the real failure here, not the people working within it."  Parent carer, Autism Services in Brighton and Hove: Failing our Most Vulnerable Children – mASCot, May 2023

“I can’t fault the (mainstream) nursery, they have been excellent and have already started the EHCP process.” Parent carer, Early Years Report – PaCC, October 2023 

Given the complex nature of services, there is a spectrum of experience, often within the same service. Alongside challenges and areas for improvement, reports also highlighted many good experiences. Over 50 organisations were identified as providing good support, across health, social care, education, housing, and the community and voluntary sector, and included both specialist and mainstream services. The breadth highlights the wide variety of resources that families draw on for support. As well as comments by individual parent carers across all reports, several reports included lists of organisations and services which had been identified as providing good support in feedback. These reports are listed below.
· PaCConnect on Transition to Adulthood – PaCC, November 2023
· B&H Adult Autism Strategy Development – PaCC, July 2023 
· PaCC Amaze Cllr Induction, November 2023
· Brighton & Hove Special Educational Needs & Disability (SEND) Strategy 2020-2025. PaCC and Amaze consultation with BAME SEND families, September 2020
 


Flexible provision and reasonable adjustments tailored to the needs of the Child or Young Person
Parent carers in several reports talk about the value of flexible provision that accommodates the needs of the family. Examples include some specialist medical care, providers that can prioritise same day appointments, and access to a range of options for remote as well as face to face review. 
“The GP staff are always really friendly. Whenever I ring for an appointment for my son, even though there are never any ‘officially available,’ they always find me an appointment space as soon as I explain I have a child with special needs.” Parent carer, Parents or carers about their experience of maintaining the healthcare needs of their children under 5 years old – Healthwatch Brighton & Hove, February 2024

Where reasonable adjustments have been made, parent carers highlight how helpful this has been for their child. Several mention that young people being able to access face to face or online support groups and sessions according to their preference has facilitated their ongoing participation. Two reports also highlighted recent improvements in provision for pupils unable to attend school and a third mentioned initiatives to support those struggling to attend school such as familiarisation visits, having photos before starting school of people and places. Within schools, parent carers mention the value of additional training for professionals involved in supporting children and young people with SEN, and accommodations to account for sensory difficulties such as quiet rooms.
“School on the other hand have been fantastic and have sent his teacher on an ADHD course which has been a big help.” Parent carer, Healthwatch report: Children under 5 years

Communication and ongoing relationship with a key professional
Many reports talk about the value of an ongoing relationship with a key professional, which allows the professional to get to know the family and facilitates continuity of care. Parent carers mention examples of health and social care professionals where this sort of relationship building has allowed for earlier referral and support.
"There were several parent carers who stated explicitly that they believe their relatively quick diagnosis and support after was down to the tenacity of their health visitor or nursery SENCO." Early Years Report - PaCC
  
The value of this is also highlighted in the school setting. A familiar professional can build a relationship with the child or young person, help to facilitate tailored support, and provide a bridge of communication between school and home. This was particularly mentioned as a means of improving confidence and attendance for children and young people who find it challenging to attend school. Good communication between school and family also helps to identify issues before they escalate.
"My child needs to feel safe going into school, but any TA support, needs to be the same person each day" Parent carer, PaCC Emotionally-Based School Avoidance (EBSA) Report – PaCC, November 2023


"Empathic school staff who show how to support the child and the parent" Brighton & Hove City Council disadvantaged strategy consultation – PaCC, March 2022  [In response to question ‘what works well for SEND families at risk of disadvantage at the moment?’] 

Social & community groups
Parent carers in several reports talk about the importance of community groups, which allow their children and young people to meet in supportive spaces, build social relationships and take part in activities that promote wellbeing and life skills.
“My son did Drama Therapy through YMCA and it was highly effective. He loved it, and he is painfully shy and anxious." Parent carer, 
Parent carer, mASCot Autism services in B&H 

Many reports also talk about the value of social spaces such as coffee mornings or groups for parent carers themselves, to make connection with other families in similar positions, share knowledge and informal peer support.

‘’Parent support was helpful because I didn’t feel so alone, and I felt listened to and heard.’’ Parent carer, Brighton & Hove Neurodevelopmental (ND) Pathway – Focusing on Autism, ADHD and Tics and Tourettes – PaCC, December 2022 

“The space of coffee morning is helpful to find out more about services and seek advice and ask questions."  Parent carer, B&H Adult Autism Strategy Development – PaCC, 2023

Support and advocacy from the Community and Voluntary Sector
Community and voluntary providers are commonly identified for praise, in particular organisations that are working within communities to raise awareness, provide support and advocacy to families, and create welcoming spaces. Parent carers talk about the value of family support courses and workshops that provide practical advice and guidance on things like applying for financial support and housing. 
“I’ve learnt so much coming here about what we are entitled to, which has really helped our family, for example how to apply for DLA.” Parent carer, Early Years Report – PaCC

There is recognition in several reports of the variety of support available, but of the importance of increasing awareness and access to it.    

"Community groups and charities doing a great work […] They need to be part of this" Neurodevelopmental EWB MH workshop – PaCC, November 2021
 
Accessible spaces
A few reports mention accessible spaces such as parks with equipment or areas for children with special educational needs or disabilities to use. Several parent carers also talk about welcoming and inclusive environments across the city more widely.
"Local parks with SEND equipment he likes to access. I think that local shops/businesses and restaurants are becoming more aware and accommodating, for example, if there was a lengthy queue in a shop and I told staff that my son is autistic and would find that a struggle they are willing to listen and adapt." response to 'What is working well for autistic people in Brighton & Hove?', Parent carer, PaCC B&H Adult Autism Strategy Development 

Co-production in service design
Several reports talk about the impact of effective co-production between organisations and communities, which has resulted in improvements to the school transport system, the design of new roles and resources such as the Social Communication Resource and Hidden Children Officer role, and in creating avenues for feedback from parent carers.

Barriers and challenges
Assessment, diagnosis and access to medications (e.g ADHD) of Neurodevelopmental conditions 

Parent carers in many of the reports talk about the difficulty of accessing assessment for conditions such as autism and ADHD, in particular the long waiting times. Some also report difficulty getting an initial referral. One report talks about an emphasis on “questioning the need, and reducing demand, for assessment and diagnosis”; the perception is that this reflects a resource rather than needs-driven focus.[endnoteRef:2]  [2:  PaCC, East Sussex Parent Carer Forum, West Sussex Parent Carer Forum. Position statement on the neurodevelopmental pathway in Sussex. NDP-position-statement-May-2024.pdf. May 2024.
] 

"The waiting list [for an ADHD assessment] is 2-3 years which is just awful." Parent carer, Healthwatch report: Children under 5 years

There is often a feeling that getting an assessment depends significantly on advocacy by parent carers and individual professionals. Some reports talk about a good experience once families make it to assessment, but the process is stressful for families, who feel that the challenges their child faces worsen while waiting.
"The autism assessment was good but by the time it came his mental health had significantly declined" Parent carer, mASCot Autism services in B&H 

"By the time they get seen, the difficulties have turned into full-blown problems and even severe and crippling disabilities." Parent carer, mASCot Autism services in B&H 

In several reports families mention that a lack of diagnosis prevents access to medication that could make a big difference to CYP. Once they have a diagnosis, some families of children with ADHD say they face difficulties securing medication, including generalised shortages and particularly around private diagnosis and shared care agreements with GPs.M
"Despite getting a private assessment which follows NICE guidelines, we are still waiting, and my son’s condition is getting worse. School and BHISS are excellent though. But they cannot prescribe medication" [[parent carer voice, mASCot Autism services in B&H]
Diagnosis is felt to be important to many young people, both for understanding of their needs, and accessing other support. For example, several reports mention finding it difficult to obtain educational support without a diagnosis, despite guidelines that provision should be need- rather than diagnosis-based. Lack of diagnosis is also experienced as a barrier to workplaces making accommodations for neurodivergent young people.
"[Questioning the need for diagnosis] can also overlook the importance many young people (and adults) attach to receiving a diagnosis, which they say is integral to their wellbeing, as well as more practical issues such as securing adjustments in the workplace." Position statement on the neurodevelopmental pathway in Sussex – PaCC, May 2024

“Since my son can’t even get on the waiting list for diagnosis, I can’t access courses for Autism or ADHD to help me.” Parent carer, Early Years Report – PaCC

Gaps in social care provision
Many parent carers talk about significant barriers to accessing social care support. A few describe a shortage of Personal Assistants which many families rely on, and a long wait for assessment for social care support. In a few reports parent carers describe these issues being compounded by lack of continuity and contact with social workers and caseworkers. They point to fewer allocated, more duty social workers, and rapid turnover of caseworkers.

"Took a very long time, over a year for panel to agree my child was eligible and now a year later still no P.A. or respite." Parent carer, Autism Services in Brighton and Hove – mASCot

Many reports also describe insufficient respite care and short breaks. Eligibility thresholds for these are felt to be prohibitively high and to exclude autistic children and young people without a learning disability, despite a great level of need. 
“We have had no intervention with social care until May 2022 when my daughter presented as suicidal in A&E. We are lucky enough now to have a very good social worker […]” Parent carer, Autism Services in Brighton and Hove – mASCot 
Experiences are mixed, and some parent carers report good support once they are able to access social care. However there is often an experience that support is offered only at crisis point.
"You have to be in crisis before having access and you continuously have to go back and fight for it and keep getting turned down" Parent carer, Position Statement: Social Care for Children & Young People with SEND 0-25 – PaCC, August 2022


Navigating complex systems and processes
"Many parents felt that they had to educate themselves on how to access and navigate services, which can be quite challenging." B&H Adult Autism Strategy Development – PaCC, 2023 

A common experience across education, health and social care is the challenge of negotiating the system, which is perceived by many to be complex and disjointed. Several reports describe the social care assessment process to be obscure, with a lack of clear information. A few describe similar challenges navigating the EHCP process, as well as delays to review and a sense that there is “gate-keeping” of support. Differences in services, eligibility criteria and pathways across localities is felt to create confusion and inequity of access. This is particularly highlighted in relation to the neurodevelopmental pathway, but was also reported more widely. Information sharing between services is felt to be poor, with families feeling that they are “pinged between services” which are not talking to each other.
"Endless signposting from one service to another ending up going round in circles with no outcome” Parent carer, Autism Services in Brighton and Hove – mASCot

Many parent carers describe the administrative and emotional strain of advocating for their child in a complex system, and the effects that this has on their mental health and wellbeing. There is a strong sense of fatigue and frustration.
"Fighting for everything and filling in a mountain of paperwork to continually prove the need is exhausting, draining and negative. It is almost easier to carry on without help." Parent carer, Autism Services in Brighton and Hove – mASCot
Understanding & accommodations by services & professionals
Most reports mention a degree of lack of understanding amongst professionals as a barrier to accessing support. There is a feeling that the particular health, behavioural and educational needs of children and young people with SEND, LD and ND can be poorly understood by professionals and therefore accommodations which could facilitate support are not made. 
"There is a lack of funding and staffing but there seems a lack of even basic understanding of the needs of neurodiverse children and YP even by the supposed specialists, and also the needs of their parents, carers, and families. There's an assumption that you need training in how to be a parent, not that you need support for your circumstances" Parent carer, Autism Services in Brighton and Hove – mASCot

This is highlighted in relation to neurodevelopmental conditions such as autism, particularly in girls, and ADHD. Parent carers in several reports talk about a lack of understanding of neurodiversity amongst clinicians and social care professionals that leads to offers of support that are not tailored to or appropriate for the child or young person’s needs. Noisy and crowded healthcare environments can cause sensory overload and behavioural challenges, making it difficult for families to attend appointments. 
"Often girls or introverted children with high anxiety or emotional and mental health needs (or undiagnosed ASC) are often overlooked as they not seen to be causing an issue in the classroom to the teacher although the child is actually falling apart" PaCC & Amaze consultation with BAME SEND families

In educational settings several reports mention a lack of recognition of behaviours such as masking, and of accommodations for neurodivergent children and young people with sensory needs or emotional dysregulation. When a tailored plan has been made, this is not always communicated effectively. Some parent carers’ experience is that their expertise about their child can be ignored, particularly when the child presents as well at school.
“There is a battle to be believed, parents feel doubted, and say ‘mum is a bit anxious, mum is worried’. The school lack understanding of masking. When my child is home, he is not fine.” Parent carer, EBSA Report – PaCC

Stigma and perception of blame
"I was torn between reaching out for support and not being judged” Parent carer, Position Statement: Social Care – PaCC

Some parent carers report that a feeling or fear of being judged for their parenting skills prevents them from accessing support. They describe experiencing a lack of understanding of SEND and ND that can lead to parent carer blame and even misplaced safeguarding concerns. Several parent carers also reported feeling a sense of shame and failure connected to their child’s poor attendance at school, and a fear of being fined for this.
"I experienced a lot of parental blame." Parent carer, Autism Services in Brighton and Hove – mASCot

Impact on health and wellbeing of parent carer and wider family
"Holistic needs of family incl siblings need to be considered and provided for." Emotional Wellbeing and Mental Health Support for Children and Young People with Neurodevelopmental Conditions. Parent carer consultation workshop – PaCC, November 2021 

Most reports talk about the strain on the whole family of caring responsibilities in the context of limitations in support. Some parent carers talk about the impact of a lack of respite care on quality time spent with siblings. They describe the stress of managing challenging behaviours at home, and of anxiety about the future. This can also impact their own mental health and wellbeing. Parents highlight considerable stress while waiting for their children to receive assessment and help.
“I guarantee that parents are falling apart while people are on waiting lists for help with their child because it is so stressful at times.” Parent carer, Healthwatch report: Children under 5 years

Caring responsibilities create a challenge for some parents to remain in paid employment. This, compounded by the cost of living crisis, is causing financial hardship. 
"There is no support, services don't listen. We are currently in financial Hardship as I've had to leave my job to provide full time care for my child as she isn't able to manage mainstream education." Parent carer, Autism Services in Brighton and Hove – mASCot

For some parent carers, the strain has caused the breakdown of the family unit.
"When he was younger, we could not leave the house. Kept going to panel could not get anything. We’ve now had a family break down, now a single parent." Parent carer Position Statement: Social Care – PaCC
What can be improved
Earlier identification and intervention
"Early intervention is a big gap. Where do we go with first concerns?" Neurodevelopmental EWB MH workshop – PaCC

Parent carers in several reports talk about a need to identify children with SEND, LD and ND at an earlier stage. They suggest strengthening training for SENCOs and other professionals, particularly in recognition of neurodivergence, as key to enabling early referrals for assessment. 
Once a need is identified, support should be offered straight away. They suggest better early intervention, which would help families to avoid reaching crisis points, and smooth transitions between different schools, services, and into adulthood.
"There simply isn’t the capacity to be able to deliver the consistent support, at an early enough stage, for these children"  Parent carer, Autism Services in Brighton and Hove – mASCot

Interim support while awaiting assessment and diagnosis 
"While waiting for a diagnosis, parent carers feel in the dark from the point of referral through to preparing for an assessment" B&H ND Pathway – PaCC 

Given the challenges in accessing an assessment for neurodevelopmental conditions, support for families who are on this pathway is a theme that came up in many reports. This includes those awaiting assessment, next steps post-diagnosis, or those without a diagnosis. Many parent carers feel there is a lack of transparency about the process and would like to see clear and comprehensive information about waiting times, what to expect, outsourcing assessment to private providers, and next steps following diagnosis. Some suggested a centralised online information resource or visual map of pathways to support this.
“It would have been useful to have been signposted to services and information whilst waiting for assessment. This did not happen." Parent carer, B&H ND Pathway – PaCC 

Parent carers would also like to see training and support on managing their child’s needs whilst awaiting diagnosis. This includes education about autism and support making adaptations at home; family support work; mental health support including managing challenging or dangerous behaviour; supporting children to remain in school. Parent carers suggested improving access to a range of workshops and one to one sessions to achieve this. There was recognition that provision does exist, particularly in the community and voluntary sector, but that awareness and signposting of these is lacking.
“I’ve felt at crisis point not knowing what or how to help her” Parent carer, B&H ND Pathway – PaCC

Improved access to mental health support – timely assessment and tailored intervention
"Access to support for neurodivergent children and young people urgently needs to improve" - Position statement on the neurodevelopmental pathway in Sussex – PaCC 

As elsewhere, there is mixed experience with accessing mental health provision. Some parent carers report good experiences when they can access services.
“At CAMHS got seen by a female nurse to really connect with him and felt supported.” Parent carer, B&H Adult Autism Strategy Development - PaCC

However the need for improved mental health provision is a strong theme across most reports. Parent carers report difficulties accessing mental health review and frustrations with the services offered, including high thresholds and limited number of sessions. One report highlights a perceived gap in suitable mental health provision for children and young people with learning disabilities. This is echoed in more reports by parent carers of neurodivergent individuals, who describe the need for services which consider mental health and neurodevelopmental conditions together, and are adapted to the particular needs of neurodivergent children and young people.
"He was wanting to die and taking frightening actions. CAMHS did not feel he needed any support and discharged him after one initial meeting." Parent carer, Autism Services in Brighton and Hove – mASCot

In several reports parent carers describe children and young people reaching crisis point. They describe support that is only available when in crisis and difficult to access even then. They emphasise that earlier intervention is needed to avoid reaching this point.
“It’s much harder to help a child now out of school, burnt out, mentally distressed." Parent carer, B&H ND Pathway – PaCC

Some parent carers make suggestions for support while awaiting mental health review. Examples given include input from the school nurse, wellbeing services, social prescribers and peer support. Some also mention the need for more flexible provision including home visits, and a choice between individual and group therapy.
"There should be a specific team of professionals that work with ASC children. Some ASC children benefit from traditional therapy, while others need individual plans to suit their needs."  Parent carer, Complaint about CAMHS, 'Lack of ASC & neurodiverse appropriate therapeutic intervention' – mASCot, October 2021

Activity and respite programmes
"[…] many families facing feeling desperate over the summer holidays due to lack of access to either short breaks or universal short breaks provision" Position Statement: Social Care – PaCC

Parent carers in many reports talk about the need for activity programmes and respite services that are accessible to a wider range of families and consistently available, including options throughout the week and in school holidays. There is a perception that a shortage of provision is causing some families to reach crisis point, affecting the mental health and resilience of parent carers, and having practical implications such as on ability to work. Several reports also described a lack of provision for neurodivergent children and young people without a learning disability.
“Without support with respite when they are younger, in the absence of support, the family will be so exhausted and must do full time residential care.” Parent carer, Position Statement: Social Care – PaCC 

As well as promoting the resilience of the wider family, programmes outside of school or college are important opportunities for young people to develop and maintain social relationships and other skills.

Peer support, social and community groups
Parent carers in many reports talk about a need for more funding and availability of community groups and courses. For children and young people, they talk about mentoring and buddy schemes which help to promote confidence and ambition, and activity groups which are opportunities for social engagement and developing relationships. For parents and carers too, community groups are important ways to gain information and peer support. Several reports talk about the closure of such services as a significant loss to families. Some also highlight the existence of community groups but point out that awareness of them can be lacking. Reports also describe a need for a broader range of options including smaller and larger group sessions, and an additional need for groups that operate outside of working hours to enable parent carers to attend.

Earlier transition planning, more options and increased support into adulthood
"Transition planning needs to start earlier to avoid the dangerous cliff edge at 18" PaCConnect on Transition to Adulthood – PaCC, November 2023 

The need for better advance planning and support at key transition points is a theme across services in most reports. Parent carers talk about the need for clear pathways and continuity of care between child and adult health and social care. There is a perceived gap in adult mental health services for young people with neurodevelopmental conditions. Several reports also mention inconsistency in annual health checks for young people with learning disabilities. Some parent carers report handover gaps between child and adult social care services and long waiting times for assessment. Within educational settings they identify a need for improved communication between professionals when moving between schools. 

"Current transition arrangements produce a cliff edge for mental health services, there is no continuity of care nor expertise in adult mental health around autism” Neurodevelopmental EWB MH workshop – PaCC

A big theme within reports is around transition into further education, training and employment, and adult life. There is a perceived lack of options for young people up to the age of 25 after they complete formal education. Parent carers would like to see services encourage ambitions and aspirations for the next stage for young people with all degrees of needs. Parent carers in one report talk about the value of supported employment services and access to work schemes, and would like to see these expanded. Suggestions include access to earlier careers advice and a broader range of vocational training, work experience and supported internships.
 
"There is a lack of vocational learning and opportunities for SEND Students - they are treated as second class citizens." Parent carer, Autism Services in Brighton and Hove – mASCot

"Parent carers feel that neurodivergent young people being able to be use their strengths and special interests will help them to engage with these areas. For this to happen, broad options for employment, education and training must be made available to them." PaCConnect on Transition to Adulthood – PaCC 

Some parent carers also describe a need for practical support into adult life, including skills training and support into independent living. A few reports mention 
the availability of suitable housing, particularly the difficulty of shared living arrangements for some neurodivergent young people. Within supported housing facilities there is a feeling that more support is needed for young people with regards to finances, paperwork, cooking and so on.

“No transition planning but they didn’t start until son was 18. Capacity is such an issue.” Parent carer, Position Statement: Social Care – PaCC 

Across services, parent carers report that transition planning needs to start earlier. Parent carers also want to be included in decision making beyond the age of 18, particularly where young people may have limitations in their understanding or self-awareness. Several reports highlight a need for more communication and transparency around consent, capacity and parental responsibility as a child reaches adulthood. They also report that information and support for parent carers around housing, supporting skills for independent living, and financial planning would be helpful for families.
"Parents need to be included in their appointments, making decisions and their understanding." Parent of 20 year old, PaCConnect on Transition to Adulthood – PaCC 

Gaps in local provision
“I don’t want a situation where the setting is inappropriate and results in my child not wanting to go to school, which I’ve seen happen to extended family members.” Parent carer, Early Years Report – PaCC

A few reports mention oversubscription and under-provision of places within specialist schools and nurseries, as well as gaps in SEN support within mainstream schools. Some parent carers also talk about long waiting times and limited weekly hours for Education other than School (EOTAS) and Alternative Provision. A particular need highlighted in several reports is early intervention and support for children with emotionally-based school avoidance who find it difficult to attend school.
"The difficulty of securing education for my child has been at times actually traumatic, and at all times frustrating, dispiriting, demoralising, upsetting and difficult. I have had to battle for what little support they have had"  Parent carer, Autism Services in Brighton and Hove – mASCot

"We feel that the only option available to us now is to aim for a blended learning programme as there isn't sufficient provision in Brighton and Hove for a child like mine who is academically able, has no cognitive disabilities but for whom the mainstream school environment and classroom teaching system is detrimental to their wellbeing and educational development" Parent carer, Autism Services in Brighton and Hove – mASCot

There is also a feeling that children and young people with certain conditions are at risk of being left behind. Parent carers in several reports talk about a gap in understanding and provision for those with Tics and Tourette’s, learning difficulties like dyslexia, developmental coordination disorder, Fetal Alcohol Spectrum Disorders, and ADHD. In one report parent carers of children with Down syndrome report a lack of clear Local Offer and pathway for this cohort, including options beyond ages 16-19. 
‘’It feels like understanding and acceptance of ADHD is 10/15 years behind autism. Especially lacking is an understanding of when ADHD is internalised and how it presents.’’ B&H ND Pathway – PaCC

Communication and Co-production
“’Mainly you need people to listen and hear your concerns.’’ Parent carer, B&H ND Pathway – PaCC

Parent carers want to feel respected and that their expertise about their child is valued. Some reports talk about frustrations having to tell the same story to multiple different professionals. Almost all the reports highlight the importance of good communication between families and professionals, and a clear point of contact within services.
Several reports specify that services should be designed in collaboration with families, who know their children and young people best, and have lived experience of what works and doesn’t.
"Training must be designed and delivered collaboratively with autistic people so people can get a true sense of what these experiences look like rather than assumptions made from an outside view" Neurodevelopmental EWB MH workshop – PaCC

One report about the Neurodevelopmental pathway highlights the importance of consistency and clear understanding of the roles of parent-carer forums in co-production efforts, and the need for meaningful change that is properly communicated to families.

Accessing healthcare and therapies such as speech and language or physical therapy – thresholds, waiting times and capacity
“Children with ASC and sensory processing disorder alongside selectively mute are not meeting the threshold to get a SALT assessment. Ludicrous. There must be many parents who just give up, as there are so many barriers.” Parent carer, Autism Services in Brighton and Hove – mASCot
Parent carers talk about high thresholds for getting onto therapy lists (including Speech and Language Therapy, Occupational Therapy, Physical Therapy), and long waiting times for these appointments as well as to see GPs and specialists. Feedback is mixed; many parent carers emphasise how valuable therapy sessions are, but express frustration that only a limited number are provided. Some families who can afford it feel forced to seek private sessions.
"Speech therapy was and continues to be superb. They really care and know exactly what to do. We have had a number of therapists and none could be faulted" Parent Carer, Parent Carers’ priorities and SEND Strategy – PaCC & Amaze

“We are paying privately because he is now three and half and we can’t just keep waiting. He is coming along really well with the speech and language therapy. He needs physical therapy too that he isn’t getting, but we can’t afford both so we are prioritising this.” Parent carer, Early Years Report – PaCC

Several reports highlight a lack of continuity and clear planning across healthcare services more generally, and that provision is often ‘one size fits all’ rather than tailored to the child or young person.
Training for professionals and a neuro-affirmative culture
"The whole system is set up to work with children who fit the idea of ‘normal’. SEND kids experience exclusion and disadvantage all the time because they don’t ‘fit in’. We need more awareness at every level and the system needs to work for everyone." Disadvantaged strategy consultation – PaCC

Many parent carers talk about the need for practitioner training across all settings, to improve understanding of how children and young people with differing conditions experience life, how to communicate effectively and how to make tailored adaptations to support them. Some suggested that having a dedicated Autism specialist working in schools would be helpful. Others emphasise that general services should be adapted to suit children and young people, for whom many issues are not about their diagnosis – that the system should work for everyone. 
"Being challenged in school, flexible learning, one to one in core subjects. Flexible Individual learning plan, contingency plan, behaviour support plan" Parent carer, PaCC & Amaze consultation with BAME SEND families

Parent carers emphasise the importance of a neuro-affirmative culture, and of recognition of the strengths as well as challenges for children and young people with special educational needs and disabilities and neurodivergence.  Parent carers talked about the benefits of communications which celebrate plus points e.g. creativity in ADHD, less focus on challenges and negative features and more recognition of how SEND can be an advantage. They talk about the need for a culture that is flexible, facilitates participation of children and young people in their communities, and helps them to reach their full potential. This reflects the importance of overcoming challenges, and for strengths to be recognised, for self-esteem and as role models in the community.
"Having a neuro-affirmative culture and ethos, that is also accepting of all differences will help create a sense of belonging for children and young people, decreasing their risk of experiencing mental health difficulties. This may lead to them having smoother and smaller transition as they will need to access less services and have greater employment, training, education, community, and housing opportunities" PaCC summary, PaCConnect on Transition to Adulthood – PaCC 
Compounding factors and inequalities
It is well-evidenced that there are societal barriers and challenges as a result of racism, homophobia, and ableism, alongside the impact of financial hardship and caring responsibilities. This section pulls out parent carer feedback on the additional challenges that compound difficulties in getting support for their children, including for those who are LGBTQ+ and/or Black and Racially Minoritised, and where other family members have disabilities or are neurodivergent, or are single parents.
We used parent carer feedback from reports that looked specifically at ‘disadvantage’ as well as from focus groups with members of Black and Racially Minoritised communities in Brighton & Hove. We also included relevant feedback from other reports. Further intersectional inequalities are detailed elsewhere, for example gender differences in diagnosis and support are highlighted for girls in section 4. It is recognised that there will be an array of experiences between parent carers across and within different groups. Given that we were accessing existing parent carer reports, rather than conducting a research study designed to capture parent carer experiences, it is clear that this section will not capture the full range of intersectional experiences, and may underrepresent or fail to represent certain groups. This is identified as a gap for which more robust local evidence is needed. 
We also acknowledge that some people experience the term ‘disadvantaged’ as stigmatising and excluding. Some parent carers highlight that having a protected characteristic does not automatically mean that you are disadvantaged or would like to be considered as such Parent carers advocate for neuro-affirmative approaches across the system. 
Others talk about a preferred focus being on a system that is inclusive and works for everyone. Many of the issues that were mentioned in these reports were also common to SEND families across the city.
"People are disadvantaged by the system, rather being disadvantaged by their characteristics" Disadvantaged strategy consultation – PaCC

Notwithstanding these considerations, this section provides insight into some particular areas of need, and an indication of gaps in our data.

Barriers and inequalities
“Neglected or misunderstood children are often - Black or mixed race, children with ASC/ADHD, those struggling with anxiety, adopted or from single parent backgrounds” Parent carer, PaCC & Amaze consultation with BAME SEND families

Groups at risk of compound disadvantage may experience additional barriers to accessing support for their children and young people.

Cultural stigma, awareness and language barriers
"Parents may not wish others in the community to know about their child’s needs, so stay distant to avoid being ashamed or embarrassed." PaCC & Amaze consultation with BAME SEND families

Some parent carers report that stigma around special educational needs can be a barrier to engaging with support in some communities, and there may be limited awareness or differing understandings of conditions like autism within different cultures. Language barriers are also a factor, particularly given the complexity of the SEND system. Parent carers describe the importance of providers taking these differences into account when planning individual support, and some mentioned tailored solutions, such as ASC awareness workshops for those with English as a second language. 
"Some families feel that the Education, Health and Care Plan (EHCP) is a challenging process, even more so for families who don’t have English as first language" B&H Adult Autism Strategy Development – PaCC 

Parent carer neurodivergence or disability

Navigating the complex systems within Brighton & Hove can be additionally challenging for parent carers who are also neurodivergent. Some highlight that neurodivergent-friendly and inclusive communications between families and services should be the norm.  As well as building on assets and strengths of neurodivergent parent carers and families.
In two reports parent carers with disabilities talk about the challenges accessing social care support for their children as well as themselves, and the compound effect that this has on the mental health and wellbeing of the family.
"Unfortunately I'm disabled too and whole lack of social care has not only affected child and siblings’ wellbeing but also worsened my own, leaving me unable to work. Reason we were turned away was that child doesn't have learning disability." Parent carer, Autism Services in Brighton and Hove – mASCot
Financial hardship and single parenthood
Financial and housing issues are important barriers mentioned in several reports. For single parents, affording and securing childcare is a particular challenge, and is associated with isolation. Parent carers talk about a lack of peer support groups for single parents. Low income and single parent families of children and young people with SEND can face financial hardship that leads to a ‘spiral of disadvantage’. Families would like to see housing options that are suitable for children and young people with SEND, and “a benefits system that takes into consideration how challenging and costly it is to look after SEND children” [PaCC Focus Group, Disadvantaged strategy consultation – PaCC].
Prejudice and discrimination
Families from black and racially minoritised backgrounds describe later diagnosis and intervention. For many, their experience is that concerns are not listened to, and that parents are less able to access assessment and support, driving poorer outcomes for children and young people.
"BAME parent carers that raise concerns should be listen to, instead some feel they are labelled as being part of the problem. Racial and cultural prejudices, unconscious bias, judgement and assumptions need to be recognised and addressed. The SEND system needs to facilitate BAME families’ participation, instead of acting as a challenger." PaCC & Amaze consultation with BAME SEND families

Parent carers in these reports feel that opportunities are less for children and young people from black and racially minoritised backgrounds, and describe a need for greater inclusion, particularly around transition options. They talk about ensuring a clear transition plan, bespoke mentoring and advice. These children and young people also have disproportionate experience of exclusion from schools, Not in Education, Employment or Training (NEET), and youth offending services, which further impacts future education, training and employment opportunities. Parent carers feel that there needs to be more focus on alternative strategies to exclusion, and more educational support for black and racially minoritised young people in the Youth Offending Service.
“It is important to remember that children with cultural diversity are five times more likely to be excluded, with this increasing with the intersectionality of being neurodivergent too.” PaCConnect on Transition to Adulthood – PaCC 
Supportive factors
Peer and community groups
Some parent carers within black and racially minoritised communities talk about the value of peer support groups and mentoring programmes specifically designed for children and young people within these communities. 
They also talk about feeling supported by Community and Voluntary sector organisations that provide dedicated spaces for parent carers to access pastoral and peer support, as well as providing practical advice, workshops and courses. 
“I feel very supported and well connected by coming to the multi-cultural parent carer coffee morning”  Parent Carer, B&H Adult Autism Strategy Development – PaCC
Peer support within communities is also mentioned by a number of parent carers as a supportive factor.
"two other friends who I met through the Women of Colour Brighton FB group who validates the experiences and helped and are helping us now" Parent carer, PaCC & Amaze consultation with BAME SEND families

What can be improved
Parent carers in large part echo the general feedback about what can be improved as highlighted in sections above. However they also include additional considerations to ensure proportionate support for more disadvantaged groups.
Peer support, social and community groups
As above, several parent carers mention increased access to and funding for community groups, both for children and young people and their families. They describe the need for sessions targeted to families from BRM communities as well as other groups that are currently underserved such as LGBTQ+ young people with learning disabilities.
Responses to “what services would you like to see offered?”, PaCC & Amaze consultation with BAME SEND families:
"More regular groups to meet other families with similar conditions more than just coffee mornings for SEN need to be more specific to condition. BAME groups. Parent/carer group, family groups. One to one groups as can be tricky when having other siblings. Grouping children at their levels and ability. So they have a feeling of ‘sense of belonging’" Parent carer
"Properly funded youth services. Properly funded, accessible youth centres. More outreach work from youth services" Parent carer

Training for professionals in cultural competence, and co-production in service design
Parent carers echo what has been described elsewhere about the need for a more neuro-affirmative culture and training to support this. Several reports emphasise in addition the need for culturally competent services. One report mentioned the value of inclusion and diversity training programmes working particularly with schools and the police. Parent carers also talk about a need for trauma-informed practice. Across services there is a need to increase the diversity of staff and trainers, including people with lived experience. 
"Co-design and co-deliver SEND training with BAME parent carers so that training content is more relatable and impactful." PaCC & Amaze consultation with BAME SEND families

Feedback highlights the need for service providers to consult with and gain perspectives from communities at risk of disadvantage in order to properly understand the gaps, plan constructive change and build trust.
“Carry out a deep dive of the BAME SEND community to properly understand needs and co-produce services in response” PaCC & Amaze consultation with BAME SEND families

“Having a greater level of understanding is essential to engaging more effectively with BAME CYP and helping them to achieve their goals.” PaCC & Amaze consultation with BAME SEND families
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