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1. Introduction 
A review of children’s services in Swindon was carried out by the children’s commissioner during 2016 
which identified a significant increase in the number of children being referred to the Consultant led 
paediatric Autistic Spectrum Disorder (ASD) assessment clinic within the Great Western Hospital, (GWH). 
Along with increased identification of SEND relating to autism, above national benchmarks and increase 
in demand for services with no additional funding available, resulted in the Trust raising this as a concern 
and highlighting that this was having an impact on waiting times for clinic appointments. Further analysis 
of the paediatric ASD pathway resulted in the CCG being made aware of waiting time pressures within 
the paediatric therapy services.  
 
A recommendation from the Children’s Services review was to take a whole system approach to 
holistically reviewing and re-designing the ASD pathway with a view to create a holistic ASD pathway and 
improved experience for children, young people and families in Swindon. 
 
Three workshops followed during June and July 2018 to obtain views and feedback from stakeholders 
and parents/carers on their experiences of the current pathway. A mapping exercise took place with the 
existing pathway and re, designing the new pathway with the key areas of exploring how to reduce the 
waiting times, what changes did we want to see and what would benefit our children and young people 
and their families. Themes that emerged from the workshops was a desire for: 
 

o A single point of contact for triage 
o Early support whilst waiting for a diagnosis 
o Better communication for parents/carers with regards to being accepted onto the waiting list or if 

their referral had been received.  
o A consistent approach and experience across agencies including school’s health and social care 
o Improved information of support or alternative provision for children and young people, for those 

who do not get a diagnosis  
o Clarity of next steps for those that did receive a diagnosis   

 
The main challenges that arose from parent/carer service user feedback was: 
 

o Misconception that children can only get support if they have a diagnosis.  
o Once ASD is mentioned it can be at times difficult to dissuade parents that the child does not 

have the condition.  
o ASD is often the default assumption for children with speech and language delay or challenging 

behaviour.  
o Children and young people with solely mental health need should not be on the community 

paediatric waitlist.  
o If there is clear evidence of a possible neurodevelopmental disorder in addition to mental health 

needs the community paediatric service may not be the best service for the child or young person 
and often results in delays in accessing support services.  

 
A project group was established involving service leads, stakeholders, parent/carer representatives and 
commissioners to review all the feedback from the workshop sessions with the objective to incorporate 
into redesigning and developing the pathway. The project group shared and updated on developments of 
the redesigned pathway with a key focus of implementing a new multi-disciplinary service established 
with a single point of access which will triage new referrals with the revised criteria and form.  Colleagues 
attended the workshops sessions through various communication channels, as well as feeding into the 
Swindon Autistic Spectrum Disorder Strategy Group where parent/carer representatives were present.   
 
 
 



 

 

A launch event for the new pathway took place on 25th June 2019 with attendance from GP’s, health 
workers and educational leads, parent carer representatives along with presenting the new pathway at 
the SEND Summit on 25th June 2019 with attendance from SENCOs and education leads with the aim to 
implement the new pathway in October 2019.  See Appendix A 
 
 

2. Executive Summary  
Key Findings and Lessons Learned 

 

The Neurodevelopmental Conditions (NDC) Pathway was redesigned to improve the experience of 
children and families seeking a diagnosis for neurodevelopmental conditions (including autism and 
ADHD). The pathway commenced from October 2019 following the launch event that took place June 
2019. It was anticipated that it would take some time for the staff and system to adjust to the re-designed 
pathway, so to mitigate for this, close monitoring with monthly reporting on impact and waiting times began 
from November 2019. The main aims of the re-designed pathway was to improve the experience for our 
children and young people and families and to reduce the waiting times. 
 
There were 1,261 people waiting for a diagnosis on the previous pathway as of April 2019. As of June 
2021, there are 650 children and young people, on the waiting list which is an overall decrease of 48% 
since the launch of the redesigned pathway. See Appendix B 
 
Funding was secured for GWH to appoint an additional Community Paediatrician to aid and improve the 
reduction in waiting times to first assessment for neurodevelopmental conditions which includes ASD and 
ADHD. Following extensive advertising GWH were unable to appoint to the post. Alternative ways of 
working were considered, and two Specialist ADHD/sleep nurses were recruited during the summer 2020. 
The additional specialist nursing support provides cover to the existing ADHD nurse and supports the 
pathway’s MDT meetings.  The specialist nurse posts increase the capacity in community paediatrics and 
decrease new patient wait times and follow up patients in timely manner to ensure safety and quality of 
the service. Following feedback from Swindon Families Voice around families’ views on melatonin and 
accessing clinical support the nurses now also provide sleep hygiene advice and support the reduction in 
melatonin use in children and young people in Swindon and improve the quality of care the introduction 
of the specialist nurse ensures that children and young people are seeing an appropriate clinician for their 
condition which means families can be seen sooner. 
 
Unfortunately, the waiting times and team were further impacted by the need to put on hold accepting 
new referrals in April 2020 due to having to suspended face-to-face work when the Covid pandemic hit. 
A new way of working was promptly established across all services to be able to continue offering the 
necessary support and service to families and young people across Swindon. Appointments and 
acceptance of referrals resumed in May 2020, with most being offered digitally and by telephone. 
 
A key part of the pathway was the introduction of a multi-disciplinary team (MDT) who would provide a 
second layer of triage to assess who the child would be best placed to see. This is a small team of 
professionals, including educational psychology, speech and language (SALT), Community paediatrician 
and/or specialist nurse. This team was established and commenced bi-weekly meetings from September 
2020. It remains an important part of the pathway as in some instances the Community Paediatrics Team 
will need to expedite referrals accepted onto the pathway due to the presenting clinical needs of the child. 
This is discussed and agreed at these multidisciplinary meetings (MDT). The cases being accepted onto 
the NDC pathway are more appropriate and background information has improved. The revised referral 
form and pathway has a structured way of gathering evidence and information and provides clarity to 
those referring into the service. See Appendix C and D which is an example of a referral letter pre 
redesigned pathway and the revised referral form.  
 
 



 

 
 
During the early part of the pandemic the GWH clinical team continued to review the existing waiting list 
assessing the appropriateness for assessment and working with the parents/carers signposting to 
alternative support if they would benefit from support by other community services. Continuing this work 
through COVID has meant only those children and young people who need to be on the waiting list are 
progressed to GWH for assessment. In addition, a BSW CCG wide waiting list initiative with funding from 
NHS England has commenced to look at the longest waiting families those waiting in 2018 prior to the 
pathway being redesigned, this will support seeing an additional 49 families by October 2021. 
 
In recognition of concerns continuing to be raised by parents and carers about those that were waiting on 
the old pathway the CCG worked with partners to implement an action plan to ensure that families were 
aware of and accessing all support available. The aim was that all children on the waiting list would be 
receiving support whilst waiting for a diagnosis. Community Paediatricians and colleagues within the Early 
Help Hub reviewed all 228 children on the waiting list as of April 2021 who have been waiting since 2018 
This looked at what support was currently in place and signposted families to support where gaps were 
identified. This exercise also looked to improve communication and the experience of children and young 
people and their families.  
 
A consultant left the team in the summer of 2020 and unfortunately GWH have been unsuccessful with 
recruiting a replacement paediatric consultant on three occasions. There is a national shortage of 
community paediatricians. However, the Designated Medical Officer has been working on alternative 
solutions with the senior executive team at GWH and a consultant vacancy and associate specialist role 
was advertised in early February 2021, but unfortunately was not successful in recruiting to either post. 
An alternative solution has been agreed and advertisement for a full-time nurse went out in June 2021. 
The community paediatric team continue to decrease the previous early years pathway using an 
experienced junior doctor from another team with an interest in community paediatrics.  
 
A number of clinics were also held out in the community from Swindon Borough Council premises, for 
example Saltway Centre However, due to COVID notice was given and these could no longer take place. 
This has impacted on the number of clinics that could be caried out. GWH along with the CCG are 
continuing to look at alternative options exploring alternative and appropriate clinic space within the 
locality. 
 
Despite the consultant vacancy and alternative ways of working throughout COVID the team are focussed 
on reducing the waiting list and making sure children, young people and families have the support they 
need and a positive experience of the service, particularly those that have been waiting the longest.  
 

 
Key Learning 
 

o It has been difficult to recruit to vacant post within the team which has impacted on service 
delivery but creating innovative new roles and ways of working has supported the development 
of the pathway and minimised the potential impact of these vacancies. 

o The waiting list has reduced by almost 50% since implementation in October 2019 
o Commitment from the CCG to reduce the waiting list has resulted in a successful funding 

proposal from NHS England to offer additional assessments.  
o Coproduction with service users helped shape the re-designed pathway and continued 

improvements to the service: for example, mapping workshops at the early stages to support the 
re-design of the pathway and ongoing improvements to the referral form and communication to 
parents/carers and families.  

o Informing parents/carers and professionals at the earliest point and providing clear communication 
to being accepted is crucial. 



 

 

o Improved working relationships with partners in Local Authority, offering support and information 
alongside the pathway has presented a more joined up approach for children, young people and 
their families.  

o The cases being accepted onto the NDC pathway are more appropriate and background 
information has improved. 

o Whilst the team quickly adapted to new ways of working to minimise the impact of COVID the 
pandemic has had an impact on the waiting list and day to day running of the service. 

o Environment issues with clinic space impacting on the wait list. 
 

3. Background 
3.1 Aims and Objectives 

The aim of the re-designed pathway was to improve the experience of children and young people and 
their families by:  
 
 

Aim & Objective RAG 
Rating 

Position 

Removing assumed diagnosis by referrers  
 

 A revised referral form and criteria, along with 
education sessions. This is ongoing.  
We have identified further development with 
parent/carers understanding, which has begun 
through Local Offer roadshow and Local Offer 
Big Fortnight and Branches sessions.  

Reducing waiting times for assessment 
and diagnosis.  
 

 Although the waiting list has almost reduced by 
50% since the re-designed pathway launched in 
October 2019, we know we still have families 
waiting since 2018 which remains the key focus 
for those longest waiting families. 

Providing a single point of referral for all 
neurodevelopmental Conditions 
 

 New triage system in place with triage nurses 
located within the referral management centre, 
within the CCG.  

Streamlining the assessment process 
 

 The redesigned pathway looks at all 
Neurodevelopmental conditions, not just ASD 
 
Referrals will be sent to the Referral 
Management Centre at the CCG for triage by 
nurses 
Once accepted, a multi-disciplinary team, 
comprising a Community Paediatrician, 
Educational Psychologist, Speech & Language 
Therapist and a Specialist Nurse, will meet bi-
weekly to plan the next steps 
 

Reducing the number of inappropriate 
referrals reaching the community 
Paediatricians 
 

 A revised referral form and criteria, including 
supporting evidence from at least two settings. 
New triage system in place with triage nurses 
located within the referral management centre, 
within the CCG. 
 

Providing a multi-disciplinary assessment 
at the earliest point  
 

 MDT meetings take place bi-weekly  



 

Delivering a model that is outcomes‐led, 
delivered by an experienced multi‐agency 
team in partnership with parents and 
individuals living with ASC and / or ADHD. 
 

 Multi-agency delivery of the re-designed 
pathway with a focus on outcomes in 
partnership with parents/carers and young 
people with continuing developments and 
improvements to the pathway. 

 

 

3.2 The re-designed Operating Model 
 
The Community Paediatric service provides an integrated service to children with a wide range of 
neurodevelopmental needs.  The service offers two service models: 

o Statutory services, such as Children Looked After (CLA), adoption and Special Education Needs 
and Disability (SEND) services. 

o Neurodevelopmental assessment services. 
 
As children in both assessment and statutory streams are seen by the same service this provides an 
efficient care model. Assessments provided are holistic and children will be evaluated regardless of their 
presentation and provided with a care plan. Children referred to neurodevelopmental assessment service 
are being assessed to determine if they have a neurodevelopmental condition, such as Autism and 
Attention Deficit Hyperactivity Disorder (ADHD). If a child presents for a statutory EHCP assessment they 
are taken off the waiting list to be seen in the twenty-week statutory time frame. The service strives to 
achieve the assessments in this timeframe with a recent audit covering the first five months of 2021 of 
94% achieved compared to 15% in 2019.   
 
The redesigned pathway will look at all neurodevelopmental conditions, not just ASD.  A 
neurodevelopmental condition is a group of conditions onset in the early developmental period usually 
manifesting before the child enters school. These conditions include:  
 

o Early Developmental Impairments 
o Autism Spectrum Disorder (ASD) 
o Attention Deficit Hyperactivity Disorder (ADHD) 
o Genetic syndromes 
o Motor delays/disabilities 
o Foetal Alcohol Spectrum Disorder (FASD) 
o Tic disorders 

 
Successful example referral criteria from Oxfordshire was shared and used as a model for the Swindon 
process. This was developed by community paediatricians and nurses and the triage nurses so that it 
was clear and easy to follow in order that it could be triaged successfully.  
 
A revised referral process was created incorporating:  
 

o A coproduced and redesigned referral form 
o Nurse triage at the CCG Referral Management Centre  
o A bi-weekly multi-disciplinary team meeting, comprising a Community Paediatrician, Educational 

Psychologist, Speech & Language Therapist and a Specialist Nurse. 
 

You can see the full New Neurodevelopmental Conditions Pathway in Appendix E 
 
The redesigned model also encompasses specialist speech and language therapy and occupational 
therapy support resource. The speech and language therapists provide social communication 
assessments to support the bi-weekly multidisciplinary team meeting and support clinical decision 
making, along with occupational therapist support to families in managing sensory needs.  
 



 

 

The revised pathway features a seamless triage system with a no wrong front door approach. The 
referrals are received and triaged against the revised criteria by clinical triage nurses at the referral 
management centre. 
 
A flow diagram was created to support the triage Nurses at the Referral Management Centre. See 
Appendix F  
 
Two specialist nurses’ posts were recruited and joined the Community Paediatric Team in July 2020 
with the aim of: 
 
1. Increasing the capacity in community paediatrics to support the reduction in patient wait times and 
follow up patient appointments in a timely manner to ensure safety and quality of the service.  
2. Reducing the wait for follow-up appointments. 
3. Ensuring that children and young people are seeing an appropriate clinician for their condition.  
4. Providing timely advice for children and young people to support in managing sleep difficulties, 
including managing and decreasing the use of melatonin in children and young people in Swindon 
5. Facilitating support for primary care workers to manage sleep problems in the community. 
  
Coproduction with parents/carer and service users is key to continue to develop and improve the pathway. 
For example, ongoing improvements to the referral form for professionals, improving the way we 
communicate to parents/carers and families and improvements made to ‘What to expect from your 
assessment’ booklet which is sent out following acceptance onto the pathway.  
 
As part of a whole system approach to creating a holistic ASD pathway and to improve experience for 
children, young people and families in Swindon, programmes of support to families and children are 
offered and are available to those who are waiting for an assessment or for children who have been given 
a diagnosis. The Managing Challenging Behaviours (MCB) course are based on the Family Links 
Nurturing programme, which is an evidenced based parenting intervention. The programme supports 
children with an undiagnosed ASD/ADHD condition for ages 0 – 11 years and was originally designed to 
offer support to families on the waiting list to be diagnosed or to address emerging behavioural issues 
that were having a negative effect on their education. The Early Bird (under 5 years) and Early Bird Plus 
(ages 4 – 9 years) Programmes) are support programmes for parents and carers, offering advice and 
guidance on strategies and approaches for supporting young children with a diagnosis of autism. Both 
programmes work on understanding autism, building confidence to encourage interaction and 
communication, and understanding and supporting behaviour. The Early Bird Plus programme is the only 
autism family support programme that specialises in children aged 4 - 9 years and focuses on a consistent 
approach between home and school. Parents and school staff (TA’s) attend to ensure a joint and joined 
up approach both at home and in school.  This is important to support young children at a crucial stage 
of their personal and academic development. The Cygnet programme is a parenting support programme 
for parents and carers of children/young people aged 5-18 who have a diagnosis of an Autistic Spectrum 
Condition (ASC). The course was developed by Barnardo’s and its effectiveness has been supported by 
a number of studies. Parents have a lot of involvement with professionals up to and around the time of 
diagnosis, however they can feel that there is little available to them after diagnosis – at a time when they 
have a lot of questions about their child and what can help them. Children’s needs also change over time 
so information and advice received when a child was younger may need to be updated to be relevant for 
the child/young person today. A summary and evaluation of the programme can be found in appendix P. 
 
 
 

4. Monitoring and Performance 
 
A project Group was established which consisted of the following members:  
 



 

o Head of Project Management Office, BSW CCG, previously Swindon CCG 
o Project Manager, BSW CCG, previously Swindon CCG  
o Community Paediatrician, GWH 
o Specialist Community Health Services Manager, SBC 
o Deputy Divisional Director Women’s & Children’s, GWH 
o Strategic Commissioner for SEND, SBC 
o Consultant Clinical Psychologist, CAMHS 
o Service Manager, CAMHS 

 
 
The Swindon Autistic Spectrum Disorder Project Group met as and when required however on average 
was almost monthly and ran from October 2018 through to April 2019 until a redesigned pathway was 
produced and launched. The project group reported directly into the Swindon Autistic Spectrum Disorder 
Strategy Group throughout the re-design phase.  
 
The Swindon Autistic Spectrum Disorder Strategy Group was established to provide oversight of the 
scoping, implementation, and delivery of the re, designed pathway. Aligned to NICE guidelines the 
strategy group consisted of managerial, commissioner, and clinical representation from child health, 
mental health services, education, social care, parent and carer service users and voluntary sector. The 
strategy group consisted of the following members:  
 

o Children’s Commissioning Lead, BSW CCG  
o Project Manager, BSW CCG 
o Integrated Service Manager, Swindon Borough Council 
o Strategic Commissioner, Swindon Borough Council 
o SEND Commissioner, Swindon Borough Council 
o Paediatrician or Paediatric Neurologist 
o Child and Adolescent Psychiatrist 
o Principal Educational Psychologist 
o Clinical Psychologist 
o Speech and Language Therapist 
o Occupational Therapist 
o Deputy Divisional Director for Women’s, Children’s & Sexual Health  
o Adults Services and Transition Lead, Swindon Borough Council 
o GP Lead for autism 
o Team Manager, Healthwatch Swindon  
o ASC/SCID Service Lead, Swindon Borough Council 
o Parent Representative, Swindon SEND Families Voice  
o Koalas Opportunity Group 
 

The Strategy Group met commencing January 2018 through to May 2019 also until the new pathway was 
implemented with a proposed timescale of 8-10 months.  
 
Following the launch of the redesigned pathway the CCG initiated NDC pathway MDT review meetings 
in December 2019. These take place bi-monthly with educational psychology, community paediatrician, 
speech and language and the CCG. These meetings provide an opportunity for key colleagues involved 
in the pathway to monitor the progress and developments of the MDTs which play an important part of 
the referral process and monitoring the pathway. 
 
The monitoring and impact of the re-designed pathway has been in place since October 2019, with 
updates being provided to Swindon Autism Partnership Board, Swindon Integration Care Board and 
Swindon Strategic SEND Board. The local area was given a Written Statement of Action (WSOA) for 
Special Educational Needs and Disabilities (SEND) as a result of the findings of a joint inspection carried 
out in November 2018, by the care Quality Commission (CQC) and Ofsted. One of the key priorities to 
address was the long waiting times to meet the needs of children and young people effectively, especially 



 

 

ASD, ADHD and mental health services. Impact reports have been regularly provided to SEND Board 
Appendix G and H along with quarterly updates via the SEND Score card, see Appendix I. These are and 
have also been shared with Swindon SEND Families Voice and published on the local offer to keep open 
and up to date communication with Children, Young People and Families. 
 
In April 2019 there were 1,261 children and young people waiting for a diagnosis. The previous early 
years pathway was also transferred into the re, designed pathway in early 2020. Unfortunately, the waiting 
times were further impacted by the need to put on hold accepting new referrals due to suspended face-
to-face work during the Covid-19 pandemic April 2020 – end of May 2020.  
 
 
During the pandemic the Community Paediatric Team continued to review the existing waiting list 
assessing the appropriateness for assessment and working with parents/carers with signposting to 
alternative support or if they would benefit from support by other community services. Continuing this 
work has meant only those children and young people who need to be on the waiting list are progressed 
to GWH for assessment. A number of clinics were also held out in the community from Swindon Borough 
Council premises, for example the Saltway Centre. Unfortunately, due to COVID notice was given and 
these could no longer take place. This impacted on the number of clinics that could be caried out which 
was three clinics per week. The CCG have been working closely with GWH to seek alternative space 
suitable with the hospital as well as the community but have been unsuccessful. Work continues to explore 
alternative environment options to increase the number of clinics that can be carried out. However, since 
the commencement of the redesigned pathway in October 2019 the waiting list has reduced by almost 
50%. 
 
A survey was carried out Swindon SEND Families Voice during Spring 2018 with 109 replies see appendix 
J. 67 out of 109 rated waiting times for occupational therapy (OT), physiotherapy, (PT) speech and 
language (SALT) and community paediatrics below average or poor. 31 out of 109 rated above average 
or excellent for diagnosis process where 54 rated below average or poor and 5 rated not applicable. A 
common theme was family’s frustration in getting appointments with OT, PT and community paediatrics, 
long waiting times and how long it takes to get a diagnosis. In June 2020 waiting time updates and 
improvements to the pathway in a ‘You Said We Did’, Appendix A update have been shared by Swindon 
SEND Families Voice, added to the Local Offer website and provided at SEND Board.  
 
A comparable survey was carried out by Swindon SEND families Voice in January 2021 to compare, 
review and evaluate if families have experienced improvements and to focus on areas where 
improvements can be made - Appendix K. 104 responses were received where it remained that 69 out of 
100 rated a lack of communication whilst parents/carers are waiting was poor. Improving the way we 
communicate and keeping parents/carers informed whilst they are waiting remains a key focus with 
improving the pathway.   
 
The service has received positive feedback from parents/carers and families from enquiries surrounding 
the pathway have been received where the Designated Clinical Officer for BSW CCG has supported with 
providing information and resources to parents/carers and professionals:  
 
“Thank you for your response you have been a huge help and I’ve been booked in for an appointment 
this week” - (ADHD nurse appointment from the waiting list) 
 
“Needless to say Mum is over the moon with the outcome. I wanted to email to thank you for 
your all your work and support with this. Very much appreciated” – (Not directly NDC pathway. 
School Team around the Child meeting with a young person that was bouncing between NDC 
Pathway and CAMH service) 
 
“Thank you for all the links and resources. I was especially interested in the one that gave advice 
for how to organise a bedroom. That will be really helpful when we move.” – NDC pathway PALS 
support I gave” 



 

 
Two NDC Pathway focus group sessions were delivered in October 2020 as part of the Local Offer Online 
Roadshow. Constructive conversations and responses were provided to questions throughout the 
sessions and feedback has been well received from parents/carers and professionals. Some of the 
comment received from parents and professionals who shared their feedback with us said; 
 
‘‘Thank you for your time, it has been really insightful. I think it really helps for parents to understand the 
differences between pathways and roles and what they are for”. 
 
“I found the update and information relating to the NDC pathway helpful from a professional view- both 
speakers were very knowledgeable and explained in detail as we went through the slides. I feel I am more 
informed as to the current service. I also found it positive by how many people asked questions at the end 
half- there was lots of discussion from both parents/carers and professionals. It was good to see parents 
joining this webinar as the other roadshow ones I have joined have mostly been professionals.” 
 

Of the 529 attendees of all sessions delivered during the two weeks 29% attended the 4 health sessions 
delivered by BSW CCG and colleagues.  Feedback from service users helped shape the content of the 
focus groups. Professionals across services and parents/carers attended and feedback indicated that 
attendees found it insightful and helpful to understand differences between pathways and roles. Appendix 
F, informing parents/carers and professionals at the earliest point to being accepted as well as signposting 
to information, support and resources provides them with knowledge, services and provision available 
and how to access these is crucial. The improvements and actions taken since implementation aim for 
children, families, and professionals to be able to access the right support, from the right service, at the 
right time.  
 
In September 2020 as part of Connecting Care for Children Swindon, an innovative programme looking 
at creating child health hubs bringing together primary care networks and acute services with an aim of 
strengthening connections, building awareness and improving children’s services in Swindon, a 
multidisciplinary meeting (MDT) took place with a focus on autism and learning disability, positive 
feedback was received on the shared learning and practice from case studies and conversations.  
 
“There is great support that is out there across services, however different language and framework is 
often used with parents and that there is a potential to join up together and work on shared language” 
 
“Really useful to hear about different intervention options - helpful at point of referral to know what might 
happen.” 
 
“Thanks for yesterday’s meeting – the case studies and discussion were very interesting” 
 
The programme ‘Connecting Care for Children’ (CC4C) is a partnership between CCGs, hospital & 
community health providers, GP partnerships & networks, local authority, charity, patients, citizens and 
more. Two introduction workshops have been held in November 2019 and March 2020 with Imperial 
College London to provide insight into their innovative and integrated child health programme and provide 
the group with ideas and tools to start thinking about how Swindon can create and develop GP hub(s) 
(MDT) centred, involving discussions of clinical cases, opportunities for shared learning with some time 
for quality improvement work and future planning. Four MDT’s have been held since February 2020 all 
with different themes and focus. Unfortunately, the programme had to pause at the end of 2020 due to 
COVID and vaccination roll out across primary care along with pressures on the acute hospital, however 
the CCG and partners are exploring the opportunity to recommence with the development of the 
programme and anticipate this commencing in early September 2021. See Appendix L 
 
Along with the launch event for the new pathway which took place on 25th June 2019 with attendance 
from GPs, health workers and education leads and the SEND Summit with attendance from SENCOs and 
education leads, a communication launch was also circulated to all Swindon GP’s and via their newsletters 
as well as Service Managers. See appendix M.  



 

 

 
Details of the new pathway and supporting documentation was also promoted and added to the Swindon 
Local Offer: https://localoffer.swindon.gov.uk/content/send-local-offer/landing-pages/health-landing-
pages-and-content-pages/health-needs/community-paediatricians/community-paediatricians/ 
 
Over the last year significant improvements have been made to the content available within the health 
pages of the Local Offer with the Designated Medical Officer and Programme Manager, enabling 
improved signposting to appropriate support and care and improving content and information on the 
Community Paediatrics page.  
 
This has included working in partnership with Swindon SEND Families Voice and the Local Authority 
particularly during Covid to keep pages up to date with the most recent health advice and signposting to 
resources to support children with additional physical or mental health needs.  New pages have been 
coproduced and designed to reflect a graduated response and increased sign posting to resources for 
children with autism and ADHD as well as other needs and was launched on at the end of July 2021.   
 
Co-production has played a key part with improving and developing the pathway since implementation. 
We have worked with Swindon SEND Families Voice and feedback from parents/carers has helped with 
positive changes to the pathway for example amendments to the referral form improving information for 
professionals, and letters with additional details for signposting and improving communication to 
parents/carers with developments to the ‘What to Expect from Your Assessment’ when they are accepted 
onto the pathway. See Appendix N. 
 
Demand for community paediatric services has continued to increase and has outweighed clinical 
capacity for many years. The service is working in partnership with the CCG in order to secure investment 
and streamline clinical pathways where possible. The Community Paediatric service has reconfigured 
over the last financial year, using innovation to transform the way the service operates. In February 2021 
the team successfully secured funding to implement a standardised diagnostic tool for ADHD called the 
Quantified Behaviour Test (QbTest) to help transform and support the neurodevelopmental assessment 
service 
 
The Community Paediatric Team introduced The Quantified Behaviour Test (QbTest) to provide clinicians 
with an efficient way to gain accurate information in Attention Deficit Hyperactivity Disorder (ADHD) 
assessment and treatment. The tests are carried out by the neurodevelopmental nurse specialists.  This 
test provides an objective measure of inattention and impulsivity thereby improving the quality of 
information to complete the ADHD assessment. It helps to differentiate between primary inattention and 
secondary causes, thereby avoiding inappropriate diagnoses and treatment and reduces the need for 
school observations. At the current time the test is primarily used for assessment but in the future will be 
used to assess the efficacy of response to treatment with medication and compliance with medication. 
 
Waiting times have been further impacted during the COVID pandemic and parents are understandably 
concerned about the impact that this will have on the existing waiting times and when children will be 
seen for assessment, and this was raised by Swindon SEND Families Voice SEND Board in June 2020. 
Bath, Northeast Somerset, Swindon and Wiltshire Clinical Commissioning Group (BSW CCG) are 
committed to reducing the waiting list and continuing to improve the experience of children and families 
accessing the NDC Pathway. 
 
NHS England provided additional funding to the southwest region late summer of 2020 to support learning 
disability and autism. A multidisciplinary team alongside the Learning Disability and Autism Boards came 
together and submitted a proposal which was agreed in autumn 2020 across the BSW CCG which focuses 
on reducing the current waiting lists.  The proposal was for an innovative multidisciplinary team (with 
practitioners from Virgin Care, GWH Paediatrics and CAMHs). It is known as the SWAT Team and is 
made up of a multidisciplinary team of practitioners who will complete diagnostic assessments across 
BSW providers. The SWAT Team will look at those who have been waiting the longest across all localities. 
The team have been provided with the details of these individuals across all three localities. Families 

https://localoffer.swindon.gov.uk/content/send-local-offer/landing-pages/health-landing-pages-and-content-pages/health-needs/community-paediatricians/community-paediatricians/
https://localoffer.swindon.gov.uk/content/send-local-offer/landing-pages/health-landing-pages-and-content-pages/health-needs/community-paediatricians/community-paediatricians/


 

received letters in late spring 2021 inviting them for their appointments which are planned to take place 
before October 2021. In addition, the community paediatric team continue to decrease the previous early 
years pathway using an experienced junior doctor from another team with an interest in community 
paediatrics.  
 
SEND Board highlighted concerns with progress towards reducing the NDC waiting list in February 2021. 
As a result, a workshop was put together with key individuals across services to review and understand 
the pathway with the main aim of addressing the children and families that have been waiting the longest, 
particularly children and families waiting prior to the launch of the redesigned pathway.  
The workshop also looked at challenges and opportunities as well as how the pathway links in with other 
services and workstreams and to explore a more holistic approach to support children, young people and 
families in Swindon. In addition, and in response to feedback from Swindon SEND Families Voice survey, 
where parents rated communication on referrals and acceptance to the pathway as needing to be 
improved, a meeting took place on 3rd March 2021 and was attended by CCG colleagues, Community 
Paediatrician, Designated Clinical Officer, SEND Team and Early Help Hub. An action plan has been 
coproduced with stakeholders including parents and carers with recommendations and key improvements 
to take forward from discussions, with the main aim of ensuring all children on the waiting list, particularly 
those that have been waiting longest are receiving support to meet their needs. See Appendix O  
 
Other key areas of focus agreed are improved communication and education through training to 
professionals including GP’s, some of which is already underway and provided by the lead community 
paediatrician to SENCO’s and GPs within primary care networks, and to explore the prospect of a 
community navigator role to support children and young people and their families and carers whilst they 
are waiting.  
 
A collaborative review exercise was initiated between Community Paediatrics Team and colleagues within 
the Early Hub and SEND Team with the aim to contact the longest waiting families as well as review and 
offer support to families whilst they are waiting. The aim of the exercise was to review all 228 children on 
the waiting list as of April 2021 who have been waiting since 2018 (pre redesign of the pathway) to review 
and offer information and support to children and families whilst they are still waiting and improve 
communication with and the experience of children and young people and their families. As of April 2021 
228, children remain on the waiting list from 2018.  
 

• 70 cases were eligible to be seen through the BSW wide waiting list initiative. 38 have opted in 
and will be seen  

• 6 families confirmed they no longer required the service 

• 8 did not respond to the request to opt in and could not be contacted and have been sent letters 
to ask that they confirm if their children still need to be seen 

• The remaining 18 cases remain on the GWH waitlist 

• The remaining 158 cases on the waiting list reviewed by the Community Paediatrics Team and 
remained on the waiting list with support outlined below by the Early Help Hub. 

• 22 were uncontactable and letters sent to families to contact the hospital 

• 96% of the 158 children had no EHCP 152/158 children and young people.  

• 4 children had an EHCP but had been referred back for consideration of additional diagnoses not 
identified at the time of the EHCP assessment. 
 

The Early Help Hub identified:  
 
Of the 158 longest waiting families that remain on the wait list:  
 

• 98 children and young people and their families either had support from services or are receiving 
support whilst they are waiting from the Early Help Hub or surrounding services.  

• 60 children and young people and their families had not been in receipt of support or contacted to 
see if they required support.  



 

 

• All children and young people and their families where it appears there has been no offer of 
support have been written to with this information and offer, along with contact details of the Early 
Help Hub and Local offer whilst they are awaiting their assessment.  

 
The letter was co-produced with Community Paediatrics Team and the Early Help Hub and was sent from 
the Community Paediatrics Team.  
 

 
 
 
The exercise has further developed the working relationships between the Community Paediatrics Team 
and the Early Help Hub demonstrating a collaborative approach to ensuring all avenues were explored in 
improving communication and contacting families that have been waiting the longest to review their 
circumstances and provide information and support offer to families whilst they are waiting.  
 
78% of cases accepted to the waitlist in 2018 had already been seen by April 2021 which includes those 
with an EHCP. This is evidenced by the fact that 96% of cases who are currently waiting have no EHCP. 
The 4 children and young people with EHCPs had been seen in the past but were referred back for 
consideration of new diagnoses. 
 
A small pilot has commenced with the Live Well Team and the Community Navigators working with 
Swindon SEND Families Voice and the CCG offering a social prescribing service with a focus on families 
currently waiting on the NDC Pathway. The role will focus on supporting and coaching families and young 
people to navigate through health, community, and voluntary sector services to help improve their 
wellbeing and quality of life whilst they are waiting. We will look at monitoring the impact and the difference 
it is making with emergency department, inpatient admissions, and appointments as well as GP activity.  
 
The recommendations and actions arising from the workshop will support the development and 
improvements of the pathway, and with the additional support continuing to be put in place by BSW CCG 
and our partners we hope to continue to reduce the waiting time and improve quality for children and 
families.  See Appendix O 
 
 



 

5. Summary  
 
Since implementing the redesigned pathway there is now an improved quality service. The aims of the 
redesigned pathway was removing assumed diagnosis by referrers, which has been achieved by a 
revised referral process and education sessions. There is now a single point of referral for all 
neurodevelopmental conditions and cases being accepted are more appropriate, the quality and 
background information has improved as well as a seamless triage and assessment system, supporting 
a more robust referral process. The pathway looks at all at all neurodevelopmental conditions, not just 
ASD. There is a multi-disciplinary team (MDT) which provides a second layer of triage to assess who the 
child would be best placed to see. Furthermore, the pathway is multi-agency and outcome focused in 
partnership with parents/carers and young people. The CCG remains committed in reducing the waiting 
times and inappropriate referrals and will continue to work in partnership with the service, partners, 
professionals and parents/carers and young people to explore opportunities with improving the waiting 
times for children and young people and their families.  
 
The service has continued to receive positive feedback through Local Offer Roadshow sessions, Patient 
Advice and Liaison Support Service, with parents and families, particularly with helping parents and carers 
on how to support their child whilst they are waiting, for example how to organise a bedroom, and 
supporting with Team Around a Child (TAC) meeting where a young person was bouncing around 
pathways, which is an example of some of themes of feedback received. Professionals attending the 
Local Offer Road Show NDC Pathway Sessions found them informative and a useful way of receiving 
updates on the pathway itself. It was also positive to see parents and carers attending these sessions 
and having the opportunity to ask questions.  
 
Part of the redesigned pathway was to work with the existing children’s mental health Single Point of 
Access (SPA) when the NDC pathway identified a referral that was assessed not appropriate for the 
pathway and for a mental health need, for example low mood, behavioural interventions, anxiety or self-
harm. This component still requires embedding and ongoing work continues with the CCG and services 
across Swindon with developing a ‘No WronFg Front Door’ Single Point of Access (SPA) embedding the 
principle of THRIVE where children and young people access the right service at the right time with an 
aim of launching the newly developed ‘No Wrong Front Door’ by December 2021.  
 
The redesigned model also encompasses specialist speech and language therapy and occupational 
therapy support resource. The speech and language therapists provide social communication 
assessments to support the bi-weekly multidisciplinary team meeting and support clinical decision 
making, along with occupational therapist support to families in managing sensory needs.  
 
Improved information for parents/carers about what to expect at the assessment, links to the Swindon 
Local Offer website to all services offered, updated information on the referral form for professionals and 
signposting, along with regular updates on waiting times has been key to improving the way we 
communicate and keep families updated whilst on the pathway, along with the redesign and launch of the 
health pages within the website. However, we know we still have work to do to continue to improve the 
way we keep families informed by attending a Branches meeting taking place in the autumn 2021 offering 
a question-and-answer session with parents and carers and we will continue to work with our parent carer 
forum and partners to improve the quality, communication and service for children and families. 
 
 
 
 
 
 
 
 



 

 

Next Steps 
 
It has been a challenging year for all, and this has particularly been evident in the attempt to recruit to the 
consultant vacancy, clinic spaces, along with suspension of face-to-face assessments and a pause on 
referrals for a short period of time in April and May 2020 which impacted on the already lengthy waiting 
times. However, progress continues in reducing the waiting list since the introduction of the NDC Pathway 
with the team. GWH have also continued to explore alternative options with advertising a full-time nurse 
post and will continue to work with the CCG and partners on exploring alternative and appropriate and 
regular clinic space which will be utilised by the nurses and would free up exiting space for the consultants.  
 
An extension to a locum contract has been confirmed until the end of 2021. This will ensure that statutory 
commitment is met, for example adoption medicals, but also that clinicians are not diverted from other 
responsibilities such as NDC service to support. 
 
We will explore opportunities of outsourcing and commissioning to address the longest waiting children 
and young people to continue to reduce the long waiting time, along with enhancing a multidisciplinary 
approach to improve the quality of service for children, young people and their families. This will include 
scoping and exploring the prospect of a phase 2 of the waiting list initiative.   
 
As part of a whole system approach to creating a holistic pathway and improve experience for children, 
young people and families in Swindon, the CCG will continue to work with colleagues within the local 
authority to be able to increase the offer of programmes of pre and post support to families and children. 
 
We will monitor the delivery, impact and difference of social prescribing support through the Community 
Navigator role pilot for children and young people and direct individuals and their families to alternative 
support. We anticipate seeing a reduction in emergency department, inpatient admissions, and 
appointments as well as GP activity. The initiative will also support the drive to deliver personalised care 
and encourage self-care and management for children and young people.  
 
The introduction of the Quantified Behaviour Test (QbTest) over time will support with reducing 
inappropriate diagnoses and treatment, waiting times and the need for school observations. Though 
currently the test is primarily used for assessment, in the future will be used to assess the efficacy of 
response to treatment with medication and compliance with medication. 
 
An emphasis on education sessions and focus group to professionals such as GPs, SENCOs Health 
Visitors delivered by the Community Paediatric Team and supported by the CCG to improve awareness, 
purpose and criteria of the pathway, along with links to support services available to children and young 
people, and their families.  
 
Resuming Connecting Care for Children’ (CC4C) Swindon and developing the Child Health Hubs will 
continue to provide insight and develop cohesive working to improve and transform children’s services 
across Swindon and anticipate this commencing in early September 2021. 
 
Despite the pandemic and challenges the service has faced the waiting list has reduced by almost 50% 
since implementing the new pathway in October 2019.  With the additional support continuing to be put 
in place by BSW CCG and our partners we hope to continue to reduce the waiting time, improve the 
quality and provide a more holistic pathway for children and young people and their families in Swindon 
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WHAT ARE 

WE DOING? 

Neurodevelopmental 

Conditions Pathway: 

Waiting Time Review  

June 2021 

WHAT ARE 

WE 

MAKING 

BETTER? 

 
 

It was highlighted at a recent SEND Board concern towards reducing the NDC waiting list. As a result, a workshop was held in 

March 2021, with key individuals across services to review the pathway, challenges and opportunities as well as how it links in 

with other services and workstreams to support children, young people and families in Swindon. An action plan has been co-

produced focussing on the longest waiting families. A collaborative piece of work with Community Paediatrics and Early Help 

Hub is underway where families are being contacted to review the support that is in place for families whilst they are waiting.  

The community paediatric team continue to decrease the previous early years pathway using an experienced junior doctor from 

another team with an interest in community paediatrics.  

 

The Neurodevelopmental Conditions (NDC) Pathway was 

redesigned and launched in October 2019 to improve the experience 

of children and families seeking a diagnosis for neurodevelopmental 

conditions (including autism and ADHD).  

 

There were 1,261 people waiting for a diagnosis as of April 2019 and one aim of the 

redesign was to reduce this waiting list.  

Progress continues in reducing the waiting list since the introduction of the NDC Pathway. Clear and 

improved communication to professionals with changes to the NDC referral form and ongoing work 

with SSFV improving the way we communicate and keep parents and families informed whilst they are 

waiting. With the additional support continuing to be put in place by BSW CCG and our partners we 

hope to continue to reduce the waiting time and improve quality for children and families.  

 

WHAT 

DIFFERENCE 

IS THIS 

MAKING? 

The chart below shows the current waiting times broken down by year. An update was provided towards 

the end of 2019 with how the waiting times looked after several weeks of the new NDC pathway 

commencing and most recently up to 18th May 2021. In some instances, the Community Paediatrics Team 

will need to expedite referrals accepted onto the pathway due to the presenting clinical needs of the child. 

The waiting list continues to decrease with a 48% decrease since April 2019.  

Progress continues with the BSW Waiting List Initiative, which is a 6 six-month project that commenced in 

April 2021, taking a multidisciplinary practitioner approach with Virgin Care, CAMHS and Great Western 

Hospital. The team will look at those who have been waiting the longest across all localities. Swindon had 

69 places that could be offered to families and 40 families have accepted onto the waiting list initiative. Of 

the 29 families that have not accepted, 3 confirmed they no longer needed the assessment, 2 preferred to 

be seen at GWHFT, 1 already had a diagnosis and the remaining 23 have not responded.   

 

 

 

WAITING LIST Apr 

2019 

Nov 

 2019 

June  

2020 

Aug 

 2020 

Oct 

2020 

Dec 

 2020 

Mar 

2021 

May 

2021 

Improvement 

Referral in 2017  60 28 15 0 0 0 0 
 

Referral in 2018  360 248 314 293 368 276 184 
 

Referral in 2019  287 321 294 264 226 201 191 
 

Referral in 2020 

  

94 156 208 198 222 212 
 

Referrals in 2021 

(Financial year, April 

21 onwards) 

        

47 

 

Previous Early years 

Pathway transferred 

into NDC Pathway 

  118 118 100 92 76 20 
 

Total 1,261 707 809 897 865 884 775 650 
 

 

WHAT ARE 

WE MAKING 

BETTER?  

WHAT ARE 

WE DOING?  
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Swindon Neurodevelopmental Conditions Referral Form 

 

 

Please ensure that this referral is discussed with the child’s parent or carer, and they consent 

to sharing the information detailed.  

 

 

 

 

Child’s Name:      

 

Date of Birth:     Age:  Gender:  

 

NHS number:       Ethnicity: 

 

First language spoken: 

 

Name/s of Parents/Carer: 

 

 

Address and contact telephone number: 

 

 

Name of Referrer:      Designation: 

 

Address and contact telephone number: 

 

 

School/Playgroup: 



 

 

 

 

 

 

 

 

Detailed explanation for referral and relevant background information: 

Please use an additional sheet if required. 

 

Please provide details on the following: 

 

Parent’s concerns: 

G.P. name and address: 

 

 

Details of current medication (if any): 

 

Details of past medical history: 

 

 

 

Please list any other agencies and/or professionals involved with the child: 

 

 

 

Is the child already known to the Child and Family Consultation Service?             YES/NO 

We routinely contact colleagues in Health, Education and Social Services for information, 

with parents’ permission.  Is permission given for this to happen?   YES/NO 

 

If NO, please state who may be contacted: 

 

Has consent been obtained for the Community Paediatric team to access this child’s existing 

medical record?      YES/NO 
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School/nursery concerns: 

 

 

 

 

 

 

Family background: 

 

 

 

 

 

Developmental history (specifically any delays identified or previous diagnoses): 

 

 

 

 

 

 

Communication/Social interaction concerns: 

 

 

 

 

 

Details of specific behaviours: 



 

 

 

 

 

 

 

 

 

 

             

Any other supporting information: 

 

 

 

 

 

 

 

 

 

 

Supporting Documentation 

 

 

For your referral to be triaged appropriately, all of the following supporting documentation is 

required: 

 

• Evidence that the above symptoms are significantly impacting school functioning, such that 
teachers feel that this is holding a child back academically and socially. (If a child is Electively 
Home Educated evidence can be submitted from a group attended, a course or observations 
from other services such as a tutor or another adult (not the parent) involved with them. If they 
have reports from a previous school attendance these can be submitted also.) 
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• Evidence that the above symptoms are significantly impacting the home environment and 

details of any support the parents have accessed to address these behaviour traits. 

 

• Evidence that previous services have been involved, i.e., Educational Psychologist/Behaviour 

Support Service, with details of current behaviour plan and outcomes 

 

 

Please provide independent information from at least two settings, from within the last year, that 

can evidence the behaviour is causing functional problems for the child in more than just the home 

setting. The problems need to be pervasive across all settings. 

 

 

Please enclose any reports, which you feel would be helpful to the assessment.  These documents 

will facilitate the triage and assessment process. Please indicate what documentation is enclosed: 

 

 

Early Help Record and Plan    

 

Core Standards documentation (schools) 

 

School Nurse/Health Visitor report 

  

Education Psychologist report 

 

Speech and Language Therapy report 

 

TAMHS/CAMHS report 

 

SEN Plan 

 

Other (please detail) 

 

 

 



 

 

 

Exclusions 

 

Community Paediatricians do not:  

• provide on-going behavioural support for Autism or ADHD.  Please see Swindon’s Local Offer 

pages for details of local support https://localoffer.swindon.gov.uk/home/. 

• investigate, diagnose or manage attachment difficulties.  Please redirect to TaMHS/CAMHS 

through the usual referral process.    

• investigate, diagnose or manage sleep problems as a lone presenting issue.  Pre-school 

children should be referred to their health visitor and school aged children should be referred 

to their school nurse or GP. 

• investigate mild learning difficulties or specific learning difficulties such as Dyslexia. Please 

refer to the child’s school SENCO. 

• see children with isolated speech and language delay. Please refer to the Speech and 

Language Team. 

• assess children under the age of 6 years with behavioural needs.  Advice can be sought 

through the child’s health visitor, or the Family Centres in Swindon: 

Butterflies Family Centre Tel. 01793 722984 

• provide behavioural support for children presenting with challenging behaviour, Oppositional 

Defiant Disorder (ODD) or Conduct Disorder.  Please see Swindon’s Local Offer pages for 

details of local support https://localoffer.swindon.gov.uk/home/. 

• see children who have an initial presentation of regression in development across 2 or more 

areas. These cases need to be seen urgently by the acute paediatricians at the hospital 

(except for language regression around the ages of 15-18 months) 

• see children with selective mutism (children/YP who will only talk in familiar environments).  

In this instance: 

▪ children in primary or junior school should be referred back to school with advice for staff 

to reference the document ‘Selective Mutism Information and Advice’  

▪ refer to SALT if there is a suspicion of a speech and language delay 

▪ Young People at secondary school should be referred to SPA for TaMHS/CAMHS 

https://localoffer.swindon.gov.uk/home/
https://localoffer.swindon.gov.uk/home/


Appendix D 

 

 

 

Signed by referrer:                                                                            Date: 

 

Signed by parent/carer:                    

☐ Verbal consent obtained                       ☐ No                               Date: 

 

Signed by child (if age 11 or older and has capacity):            

 ☐ Verbal consent obtained                               ☐ No                      Date:           

  

If sending electronically, please confirm the parent/carer  

has given their consent to sharing the information provided: 

 

Please return this form and supporting documentation to: BSWCCG.RMC@nhs.net 

 

Or: Referral Support Centre, Banes, Swindon & Wiltshire Clinical Commissioning Group, The 

Pierre Simonet Building, Latham Road, SWINDON, SN25 4DL 

 

mailto:BSWCCG.RMC@nhs.net
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NDC Redesigned Pathway 

DRAFT Neurodevelopmental Conditions Pathway for  
Assessment and Diagnosis ages 0-18 years
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Assessment by appropriate  
clinician e.g., SLT, nurse, Ed Psyc 

Face to Face session with parents at Community Paediatrician clinic 

Diagnosis of ASD Diagnosis of ADHD 
Signpost to local offer  
and refer back to Lead  

Professional 

Complex Case 
Complex diagnostic questions where  

having challenges coming to a  
conclusion and more advice required. 

Refer to SPA 
( ) TAMHS/CAMHS 

Referral to  
Specialist/Tertiary  

Centre 

Assessment by Paediatrician 

Diagnosis of Chronic  
neuro disability No NDC diagnosis Diagnosis unclear 

Mental Health  
intervention  

required 

Criteria based 

Signpost to local offer for further  
information and refer back to  

Lead Professional 

Link to relevant care pathway for treatment/discharge/ 
follow up 

Parental 
Consent 
Required 
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The Neurodevelopmental Conditions (NDC) Pathway 

was redesigned and launched in October 2019 to 

improve the experience of children and families 

seeking a diagnosis for neurodevelopmental 

conditions (including autism and ADHD).    

The aim of the redesign was to improve waiting times for assessment 

and diagnosis, reducing the number of inappropriate referrals with a  

 

What Are 

We Making 

Better? 

revised referral form with the intention to remove assumed diagnosis by the referrer and provide a single point 

of referral for all neurodevelopmental conditions.  

Parent feedback was received from SSFV highlighting concerns with the NDC pathway referral form criteria, 

particularly with children educated at home and evidence documentation require as part of the referral form 

submission.  

Some parents are still coming across difficulties with referring professionals when it comes to the supporting 

documentation and what is required when a school may not be involved and enquired if there was scope to 

amend the wording to make it clearer or provide further clarity/guidance to the referring professionals on 

alternative documentation that can be submitted as evidence.  

Feedback has also been received regarding the letters received by the parent/carer if the referral has not been 

accepted into the service and further information and support available. 

 

 

 

The local CCG Children’s 

Programme Manager reviewed the 

existing referral documentation and 

criteria with the Designated Medical 

Officer and Community Paediatrics 

Consultant Lead and recognised 

that the existing criteria request for 

supporting documentation could be 

more robust for referring professionals. There are 3 

elements of criteria under the Supporting Documentation 

section that needs to be meet for the referral form to be 

triaged appropriately as part of the revised pathway. This 

has been updated to reflect the concerns raised by 

parents and now advises that evidence is required to be 

submitted for all of the 3 elements of the supporting 

documentation criteria and additional information 

providing guidance on alternative documentation that can 

be sought if the child is electively home educated.  

We have also updated the letters received by the referrer 

and parents/carers when a referral is not accepted into the 

service which in addition to recommending to contact the 

referrer to discuss next steps now also provides further 

details and link to the Swindon local Offer for further 

support access to information and resources that may be 

of assistance to families.   

 

 

What Are 

We Doing? 

The improvements and actions taken aim for children, families, and professionals to 

be able to access the right support, from the right service, at the right time. By providing 

additional guidance, information to professionals with evidence necessary improving 

the number of referrals received that may requiring additional information and avoid 

delays. 

Signposting parents/carers at the earliest point to information, support, and resources 

provides them with knowledge and services and provision available, how to access 

these. We will continue to work closely with SSFV to improve and provide a high-quality 

service. 

What 

Difference Will 

This Make?  

 

 

 

 

 

 

 

 

 

 

  

Impact Report 

Neurodevelopmental 

Conditions Referral 

Pathway  

  

"I know that I was assured that there 
was a pathway to the pathway for those 
who are home educated, (thus not 
having school to complete the report 
linked to what the GP would submit) 
However, I am still hearing people are 
having difficulty. (GP's don't 
necessarily know what to do) Would it 
be possible to ask for clear guidance 
about what needs to happen / be 
completed for EHE kids to join the list 
please." 
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Informing parents/carers and professionals at the earliest point to being accepted on to the 

pathway and providing information, support, and resources offers them knowledge of 

services and provision that is available, and how to access these whilst they are waiting. We 

will continue to work closely with SSFV to improve and provide a high-quality service and 

are looking at offering similar focus sessions a couple of times a year to provide opportunity 

to parents/carers and professional to hear about ongoing developments and have the 

chance to discuss topics or ask questions. 

The improvements and actions taken aim for children, families, and professionals to be able 

to access the right support, from the right service, at the right time.  

As part of the Local Offer Online Roadshow during October 2020 

where a series of virtual focus groups, workshops and webinars took 

place based across a range of subjects that were informed by 

feedback from parents, carers and professionals following previous 

events, two Neurodevelopmental Conditions Referral Pathway 

progress and Q & A sessions were delivered by the BSW CCG and 

the Lead Community Paediatrician and Designated Medical Officer 

(DMO) at GWH.  

 

 

 

The Neurodevelopmental Conditions (NDC) Pathway was redesigned and launched in October 2019 to improve the experience of 

children and young people and families seeking a diagnosis for neurodevelopmental conditions (including autism and ADHD). With 

the feedback received from Swindon SEND Families Voice and the ongoing improvements to the pathway, the two sessions were 

centred around a pathway update, waiting times and key service headlines. An overview of the Community Paediatrics Team and 

roles and responsibilities and next steps of on-going developments and improvements with a question-and-answer session with 

attendees.  Constructive conversations and responses were provided to questions throughout the sessions and feedback has been 

well received from parents/carers and professionals. Of the 529 attendees of all sessions 29% attended the 4 health sessions delivered 

by BSW CCG and colleagues.  

 

 

What 

Difference 

Will This 

Make?  

Impact Report  

Neurodevelopmental 

Conditions Pathway Update 

Local Offer Roadshow 

Sessions Feedback 

  

 

 

 

 

 

 

 

 

 

 

 

 

  

 
 "A child has been on the pathway since 
March 2018, is now 6yrs old. You can only 
access melatonin through a paediatrician, 
however, has terrible sleep issues. The child 
will stay awake literally all night on a very 
regular basis, impacting his whole family who 
are at crisis point. Why is there no other way 
to access melatonin, and what can families 
do in the meantime whilst they wait for their 
appointment to come through." 
 

  

What 

You 

said?  

Thank you for your 

are not for. 

 

‘Thank you for your 

time, it’s been really 

insightful. I think it 

really helps for 

parents to 

understand the 

differences between 

pathways and roles 

and what they are 

for’ 

 

‘How do we confirm that a child is on the 

waiting list, there is a long time without 

communication between being told that the 

child has been accepted and an appointment 

being given?’ 

 

 

What 

Are We 

Making 

Better

? 

When a child has met the criteria an acceptance letter is sent to 

the parent/carer, Community Paediatric Team, and the referrer to 

confirm they have been referred to the team and added to the 

assessment list. It advises that this could take some time and an 

information leaflet is also included with additional detail around 

the team ‘Who Are We’, ‘What do we do and Who Do We See’. It 

also provides assessment guidance and useful information whilst 

you are waiting. This is leaflet is currently being updated with 

revised and additional guidance and will be circulated upon 

completion. The Lead Community Paediatrician advised that it is 

difficult to provide exact detail when the appointment can be 

given, however between the team at GWH and the BSW CCG 

Children’s Commissioning Team welcomed enquiries if a 

parent/carer had not received communication.  

 

The DMO informed, that Melatonin is deemed 

as a ‘red drug’ and what this means in health 

terms is it is not recommended for prescribing 

by primary care, and the responsibility to be 

retained by secondary care.   Drugs relating to 

this category is characteristically of a specialist nature and 

licencing. There are concerns that melatonin is being overused; 

evidence shows that it can be helpful when used short term to 

support the establishment of good sleep hygiene, however it 

should only be used short term. The safety data which has 

recently been updated is only available for use up to 2 years. 

There is no safety data when used beyond that time and we do 

not have information about the impact on the developing brain 

beyond that time. The community paediatric team have a new 

information leaflet for parents which is currently with senior 

pharmacy colleagues for approval and sign off and will be 

shared. There is also a wide range of information available to 

families on the Local Offer pages including national resources to 

support sleep hygiene and habits. There is also the Early Help 

Service where professionals can help families with how to 

support a child.  

 

 What 

are we 

Doing? 
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SEND Scorecard Health Data and Update  

Swindon Locality  

June 2021 
      

Amy Smith Children and Young People’s Programme Manager 
      

 



 
 

TAMHS 

Area Standard Service Area Method of Measurement    Apr-20 
May-

20 

Jun-

20 

Jul-

20 

Aug-

20 

Sep-

20 

Oct-

20 

Nov-

20 

Dec-

20 

Jan-

21 

Feb-

21 
YTD 

Referrals 
received 
(online, letter, 
email, phone). 

Referrals 
broken down 
by category; 
routine, 
urgent and 
emergency. 

Total 

Numerator: All referrals 
 
Denominator: All referrals 

Total 47 89 115 112 89 198 191 184 135 132 128 1420 

No. Routine No. Routine 45 88 114 111 89 198 190 184 135 132 128 1414 

No. Urgent No. Urgent 2 1 1 1 0 0 1 0 0 0 0 6 

No. 
Emergency 

No. 
Emergency 

0 0 0 0 0 0 0 0 0 0 0 0 

Caseload 
No. of CYP on 
caseload (at 
month end). 

TAMHS   No. 76 80 107 99 54 98 138 185 152 112 136 112 

National Waits 

 

Number on 
waiting list 
at month 
end. 

  No. 319 379 413 436 470 475 485 508 534 555 544 465 

No. and % of 
appointments 
where CYP 
DNA. 

TAMHS 
Numerator: 
 
Denominator: 

% 38% 27% 32% 27% 16% 15% 10% 10% 12% 11% 12% 21% 

Numerator  136 84 125 81 17 23 26 38 25 28 34 617 

Denominator 354 306 387 298 108 158 268 364 214 256 274 2987 

SEN 

Number of 
EHCP children 

open to 
TaMHS 

TAMHS 

  No. 

    120 97 77 80 92 100 104 98 103  
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TAMHS Quarter 3 Update 2020 /21(Delay with Quarter 4 performance reporting within SBC) 

 

 

 

 

 

 

 

 

 

 

 

 

 

CAMHS 

 

 

 

 

Key Takeaway:   

86.5% of assessments are completed within 12 weeks of referral.  There is now an effective allocation process in place which is overseen 

by the senior practitioners and caseloads are regularly review in supervision to assess capacity to pick up new assessments. Activity has 

increased by 29% from Q2 2020/21 and 189% from the previous year.  

The number of children and young people open to TaMHS with an EHCP at the end of February 2021 was 103. 

The average waiting time from assessment to treatment is 397 days. The waiting list continues to rise due to being unable to recruit to 

vacant posts, 5.1 FTE clinical practitioners, which is still proving difficult to fill. There was 465 young people on the waiting list at  the end 

of February 2021. (Latest data). 5 new members of staff have been recruited too, Outreach workers, clinical practitioner, and business 

support officer.  

Face to face contacts are being delivered to vulnerable children/ young people in 40 out of the 41 traded schools under risk 

assessment. 

The team continue to work with analysts and the CAPITA recording system regarding collection and validation of data particularly around 

waiting times and will be able to provide a detailed performance update in due course.  Development work has commenced with the aim 

of TaMHS moving to a new reporting system in January 2022.  

The team have also received positive feedback during the past quarter, ‘We really appreciate how flexible you are and how you 

accommodate our students, particularly at this difficult time’ 

‘Thank you for yesterday, N was really open with you which doesn’t happen very often. A huge thank you for the resources and help’ 

‘G really enjoys her calls with you. I really appreciated all your help and support that you have given to G and me. We would  not have 

managed to get any further with the Paediatricians without you. Thank you so much’ 

Source: TAMHS, Swindon Borough Council 



 
 

CAMHS Community Data Year on Year 
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CAMHS Referrals 



 
 

CAMHS Waits Performance  
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CAMHS Appointments 

 



 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Quarter 4 2020 21 Key Takeaway:  

The number of referrals received for all Swindon community CAMHs in March 2021 is 106 which is a79% increase compared to 

March 2020 which received 59 referrals. An increase can be seen in the number of referrals being received from November 2020. 

The average wait in days children and young people are waiting to be seen as of March 2021 is 21 days, which is a decrease on 

from February 2021. The number of appointments being attended is increasing with 1002 attended during March 2021 and more 

recently 969 during April 2021. Appointments by face to face continue to rise with 309 delivered during March 2021.  

The longest wait for an appointment (all), face to face/digital/telephone consultation) is up to 4 weeks and 1 young person waited 

between 18-52 weeks 

The service continues to see an increase in referral numbers especially to GWH liaison and CYP eating disorders. The level of  

complexity of young people coming into the service is higher CYP than previously experienced, particularly those who are not 

known to other services and have not had any previous support/interventions). 

The service continues to offer face to face for those who required it, for example: more complex issues, those who cannot 

safely, or confidentiality carry out appointments virtually.  

Of the number of referrals received since June 2020 to December 2020, 13 referrals involved children and young people with SEN 

or an EHCP. The service has had 48 requests for EHCP assessments since June 2020. N.B – this is the most recent data provided by OHFT 

Developments and improvements with the OHFT CAMHS Power BI App are currently being worked through.  

 

Source: Oxford Health NHS Power BI App 

 

 

 

 

 

Source: CAMHS, Oxford Health NHS Foundation Trust 
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Swindon Barnardo’s Trailblazer Mental Health Support Team (Project Me) 

 

  
Mar-
20 

Apr-
20 

May-
20 

Jun-
20 

Jul-
20 

Aug-
20 

Sep-
20 

Oct-
20 

Nov-
20 

Dec-
20 

Jan-
21 

Feb-
21 

Mar-
21 

Referrals received  37 9 6 12 38 4 15 18 32 39 13 33 47 

Referrals accepted  37 9 4 10 32 4 10 10 27 27 7 16 16 

Referrals not suitable for Service (inc 
Signposting)  0 0 2 2 6 0 5 8 5 5 6 3 12 

Referrals awaiting triage at month End       0 0 0 7 0 14 19 

Number of CYP with SEN/EHCP 1 0 0 0 1 1 2 1 0 1 0 0 0 

number of CYP LAC 1 0 0 0 0 0 0 0 2 0 1 2 0 
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Swindon Mental Health Support Team (Project Me)

Referrals received Referrals accepted

Referrals not suitable for Service (inc Signposting) Referrals awaiting triage at month End

Average of accepted referrals



 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Key Takeaway:   

The number of referrals to Swindon MHST (Project Me) continues to increase with 47 received in March 2021. Of these 16 were 

accepted at the time of writing the report with 12 not suitable for the service and sign posted to alternative services or support. 

The MHST have identified a pattern with the increase in unsuitable referrals and   complexity of the referrals coming through. 

Similar difficulties are also being seen across the southwest in other MHST’s. The Triage team are currently working with schools 

and updating referral information explaining the service model, criteria, and guidance.  

The average number of referrals per month received from October 2019 through to March 2021 is 27. The number of children with  

SEN/EHCP that have come through the service since March 2020 is 7. 

The MHST Outreach team have launched online youth clubs each covering ages 5-7, 7-11, and 11-16. The sessions are designed 

to reach out to young people who are in need of more social interaction and support. Based on the five steps to wellbeing the 

online youth cubs will explore holistic well-being whilst incorporating fun activities and free resource packs to those that sign up. 

This has been shared widely on social media with support from Swindon SEND families Voice. These have had high attendance 

with 45 regular attendees. The youth club is also reaching young people who are often under-represented, with 32.4% of members 

identifying as BAME and 13.5% who are young carers (and are now registered with the local Young Carers Centre as a result of 

their attendance in the Youth Club). Some feedback received so far:  

•   ‘… they have had no contact with anyone outside of our home since lockdown.  Both boys have no real friends (other than each other) and the youth group could 

prove a lifeline to both of them’. 

• ‘I also wanted to say thank you so much for the sessions that ***** has been attending, I've seen such a positive effect on ***** and I can genuinely see how much 

happier ***** is after each session, it really seems to boost his confidence and self-esteem, so I just wanted to say thank you very much for all that you’re doing to 

support ***** through the youth group’. 

Collaboration with Swindon Town Football Community Foundation started in April 2021 with delivery of a school mentoring 

programme and holiday camps for primary aged children and also Foundation Park sessions for children who are not easily 

accessing school or NEET. The sessions will be based around non-traditional learning through physical activity, as well as 

classroom with a focus on topics such as awareness, communication, resilience, relationships, and teamwork. These are inclusive 

and supporting those that lack confidence, have additional educational needs.  

The MHST currently have 3 EMHP vacancies with an additional vacancy at the end of May due to Maternity leave. The university 

of Exeter have confirmed 4 attrition posts in the next cohort of Trainees in wave 5 and 6 October 2021 and January 2022. To 

mitigate the shortage the Outreach Team and Triage tam are supporting. In addition, 2 Peer mentoring co-ordinators have now 

been recruited and work will shortly commence with the peer mentoring programme. 

 

Source: Barnardo’s 
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Kooth - Online Counselling and Well-being Service 

 

Kooth is a transformational digital (online) mental health support service. It provides children and young people easy access  to an 

online community of peers and a team of experienced counsellors. Kooth is anonymous and free to use across Swindon and BaNES 

making it a powerful early prevention and treatment resource for children and young people aged 11-25.  

Quarter 4 January 2021 – March 2021 Headlines  

Kooth saw 495 new registrations between January 2021 and March 2021 this is an increase (25%) on Q3 2020/21 which reported 

396. Of the 495 new registrants, 353 were female, 119 male, and 12 gender fluid. 102 of the 495 registrations were BAME (21%), 

which is a slight increase form Q3. 

The top ages of the new registrants continue to be 12, 13,14,15, 16 and 17 years of age. However, the service is also seeing a slight 

increase 18,19 and 20 years of age. Schools remain the top reported (31%) when new registrants are asked where they heard of 

Kooth, closely followed by Teacher/school (16%).  

The most common time the service is used (logged on to) continues to be during the hours of 6pm and 9pm with Monday, Tuesday 

and Wednesday’s seeing peak log ins (highest number of log ins).  

Themes arising from new goals set by users are, getting professional help in service, self-help/self-care, getting professional help in 

service, motivation, emotional regulation, feeling happier and emotional exploration. Key presenting issues during chats or sessions 

are anxiety/stress, self-harm, suicidal thoughts, and friendships. The most viewed self-help resources and articles have been reading 

and creative writing, resources, self-harm, and LGBT (sex and relationships), news and politics and wellbeing. 

Each night the service has a dedicated worker host directing the topic of discussion and a moderator ensuring that it is a safe and 

confidential place and stays within the remits of the service boundaries. 91% of users said they would recommend the service (this 

is taken from end of session feedback from 19 individual users). 

The Integration and Participation Officer for Swindon has circulated and continues to share presentations, monthly bulletins as well 

as up and coming content for live forum topics to schools, colleges, local services, and GP’s. February 2011 was the launch of 
Kooth’s #dontdoitalone campaign.  The engagement lead co-delivered national webinars that were offered for school staff on 4 

dates, to introduce the lesson plan and resources that run alongside the campaign.   

  



 
 

 

Their full report can be seen here:            

Swindon Q4 2021.pdf

 

                                             

 

Care, Education and Treatment Reviews (CETRs) Quarter 3 update  

CETRs are focused on those children and young people who either have been or may be about to be admitted to a specialist mental 

health / learning disability hospital either in the NHS or in the independent sector. CETRs bring together those responsible for 

commissioning and providing services (this will include nurses, social workers, education, commissioners and other health, education, 

and social care professionals alongside strategic commissioners where appropriate) with independent clinical opinion and the lived 

experience of children and young people and families from diverse communities with learning disabilities, autism, or both.  

CETRs are driven by the NHS but the involvement of local authorities and education services in the CETR process and its outcomes 

is integral to improving care, education and treatment for children and young people with learning disabilities, autism or both and their 

families. 

Quarter and Year Number of CETR’s completed Key Take away 

Quarter 1 2020-21 2 All CETR’s completed prevented hospital admissions 

Quarter 2 2020-21 4 All CETR’s completed prevented hospital admissions  

Quarter 3 2020-21 2 All CETR’s completed prevented hospital admissions  

Quarter 4 2020-21 4 All CETR’s completed prevented hospital admissions  
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Children’s Continuing Care and Personal Health Budgets (PHBs) 

Some children and young people may have very complex health needs. These may be the result of congenital conditions, long-term 

or life-limiting or life-threatening conditions, disability, or the after-effects of serious illness or injury.   These needs may be so complex, 

that they cannot be met by the services which are routinely available from GP practices, hospitals or in the community commissioned 

by clinical commissioning groups (CCGs) or NHS England. A package of additional health support may be needed. This additional 

package of care has come to be known as children’s continuing care. 

 

All children that are eligible for a children’s continuing care package are offered a personal health budget. A personal health budget 

is an amount of money to support children’s health and wellbeing needs which is planned and agreed between the child/family and 

the CCG. A personal health budget allows children and families to manage their healthcare and support (such as treatments, 

equipment, and personal care) in a way that suits them. 

In line with the BSW CCC policy the CCC panel moved to a joint CCC and complex needs panel across BSW in March 2021. 

The breakdown of cases review at panel can be seen below.  

 

March 2021 BaNES Swindon Wiltshire BSW 

Children’s Continuing Care 2 2 1 5 

Children’s Complex Needs 2 2 1 5 

Total Cases Reviewed 4 4 2 10 

April 2021 BaNES Swindon Wiltshire BSW 

Children’s Continuing Care 1 3 1 5 

Children’s Complex Needs 1 3 6 10 

Total Cases Reviewed 2 6 7 15 



 
 

 

Quarter and Year Number of CCC 

packages 

Number of PHBs Number of 

reviews/assessments 

Quarter 1 2020-21 12 3 0 

Quarter 2 2020-21 12 3 1 

Quarter 3 2020-21 12 4 3 

Quarter 4 2021-21 9 6 3 
 

1 child passed away. A further 2 children were no longer eligible for CCC, but the panel recognised they had health needs above the 

usually commissioned services and so both children were provided with a personal health budget to meet these needs and enabl e 

the children to continue to be able to access their education settings. The plans for the PHB were coproduced with the child, family, 

and relevant professionals. 

 

 

 

 

 

 

 

 

 

 

 



Appendix I 
 

 

Learning Disability Health Check Quarter 4 2020/21 update  

The health check aims to improve the health and wellbeing of people with learning disabilities, as they often have difficulty  in 

recognising illness, communicating their needs, and using services. The annual health check is carried by the GP once a year making 

sure we are healthy.  

Across 21* GP Practices in Swindon 104 health checks were carried out during quarter 4 January 2021 – March 2021 

Service Provider Name Achieved 
Health Checks 

Quarter 4 
2019/20 

 

Achieved Health 
Checks Quarter 1 

2020/21 
 

Achieved 
Health Checks 

Quarter 2 
2020/21 

 

Achieved 
Health Checks 

Quarter 3 
2020/21 

 

Achieved 
Health Checks 

Quarter 4 
2020/21 

 

RIDGE GREEN MEDICAL 
PRACTICE 

1 18 13   

WHALEBRIDGE 
PRACTICE 

15 1    

Westrop Surgery  9     

RIDGEWAY VIEW FAMILY 

PRACTICE 

6 6    

Merchiston Surgery  17   1  

Priory Road Surgery  1     

Park Lane Surgery  2    8 

THE LAWN MEDICAL 
CENTRE 

7 1    

Ashington Practice  4    8 

Carfax 1  4 16 24 

Eldene  1    16 

Great Western  1  3 16 1 

Hawthorn Medical Centre 14  2 1 27 

Kingswood  1   11  

Old Town Surgery  4    7 



 
 

Phoenix Surgery 5     

Victoria Cross  7     

Elm Tree Practice    3 8 

North Swindon Practice     5 

Total 96 26 22 48 104 
*Moredon and Abbeymeads have not accepted the LD offer and are not included in the above numbers.  

 

 

 

 

 

 

 

 

 

BSW CCG Learning Disability Annual Health Checks for 14 - 25-year-olds.  

The below table shoes a year-on-year comparison for the 14–25-year group, there has been an increase in the percentage of patients 

with health checks recorded as well as an increase in the number for patients on the LD register. This increase is seen in all three 

localities within BSW CCG.  

 Target: 

BSW Phase 3 Plan 2020/21 60% 

National Target 2023/24 75% 

 

Key Takeaway:  

104 health checks were carried out in quarter 4 2020/21 compared to 48 in quarter 3 2020/21 an increase of 116%. 

COVID 19 and the changes GP Practices would be operating along with the community vaccine role out is having an impact on 

the way health checks can be carried out. 

 

Source: BSW CCG  
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Age Group 14-25 years: BaNES locality Swindon locality Wiltshire locality BSW CCG 

Annual Health Checks 2019/20 101 64 187 352 

Annual Health Checks 2020/21 as at 05042021 175 99 306 580 

          

LD Register Q4 2019/20 278 296 548 1122 

LD Register Q4 2020/21 as at 05042021 305 308 604 1217 

          

% of Register with recorded Health Checks 2019/20 36% 22% 34% 31% 

% of Register with recorded Health Check 2020/21 as at 05042021 57% 32% 51% 48% 

          

growth in checks as at 05042021 74 35 119 228 

growth in register as at 05042021 27 12 56 95 

          

 



 
 

The 14–25-year group on the LD Register have 

proportionally less recorded health checks (48%) than 

other age groups.  

 

 

 

 

 

Neurodevelopmental Conditions (NDC) Pathway 

Waiting List 

 

The chart below shows the current waiting times broken down by year. An update was provided towards the end of 2019 with how 

the waiting times looked after several weeks of the new NDC pathway commencing and most recently up to 18th May 2021. In some 

instances, the Community Paediatrics Team will need to expedite referrals accepted onto the pathway due to the presenting clinical  

needs of the child. The waiting list continues to decrease with a 48% decrease since April 2019.  

Progress continues with the BSW Waiting List Initiative, which is 6 six-month project starting in April 2021, taking a multidisciplinary 

practitioner approach with Virgin Care, CAMHS and Great Western Hospital. The team will look at those who have been waiting the 

longest across all localities. Swindon had 69 places that could be offered to families and 40 families have accepted onto the waiting 

list initiative. Of the 29 families that have not accepted is due to wanting to remain with GWH for their assessment, have already been 

seen, or have not responded.   

It was highlighted at a recent SEND Board concern towards reducing the NDC waiting list. As a result, a workshop was held in March 

2021, with key individuals across services to review the pathway, challenges, and opportunities as well as how it links in with other 

services and workstreams to support children, young people, and families in Swindon. An action plan has been co-produced focussing 

on the longest waiting families. A collaborative piece of work with Community Paediatrics and Early Help Hub is underway where 

families are being contacted to review the support that is in place for families whilst they are waiting.  
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The community paediatric team continue to continue to decrease the previous early years pathway using an experienced junior doctor 

from another team with an interest in community paediatrics.  

Progress continues in reducing the waiting list since the introduction of the NDC Pathway. Clear and improved communication t o 

professionals with changes to the NDC referral form and ongoing work with SSFV improving the way we communicate and keep 

parents and families informed whilst they are waiting. With the additional support continuing to be put in place by BSW CCG and our 

partners we hope to continue to reduce the waiting time and improve quality for children and families.  

 

Neurodevelopmental Conditions (NDC) Waiting List as of 18th May 2021 

WAITING LIST Apr 

2019 

Nov 

 2019 

June  

2020 

Aug 

 2020 

Oct 

2020 

Dec 

 2020 

Mar 

2021 

May 

2021 

Improvement 

Referral in 2017  60 28 15 0 0 0 0 
 

Referral in 2018  360 248 314 293 368 276 184 
 

Referral in 2019  287 321 294 264 226 201 191 
 

Referral in 2020 

  

94 156 208 198 222 212 
 

Referrals in 2021 

(financial year, April 21 

onwards) 

        

47 

 

Previous Early years 

Pathway transferred into 

NDC Pathway 

  118 118 100 92 76 20 
 

Total 1,261 707 809 897 865 884 775 650 
 



 
 

 

 

 

Neurodevelopmental Conditions (NDC) Pathway Referral Data  

 

 

 

 

 

Key Takeaway:  

Progress continues with reducing the waiting list with a decrease of 48% since April 2019.  The increase in numbers that can be 

seen between June and August 2020 is due to the loss of 1 full time consultant.  The community paediatric team continue to 

continue to decrease the previous early years pathway using an experienced junior doctor from another team with an interest in 

community paediatrics.  

 

Source: GWHFT 
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Key Takeaway:  

The chart shows the number of referrals received since October 2019 when the new pathway commenced and broken down by accepted and rejected referrals. 

The decrease in referral numbers in April 2020 is due to the suspension of referrals because of COVID, however this resumed in May 2020. An increase in 

accepted referrals can be seen since the pathway commenced, particularly from May 2020, suggesting that the improvements and developments being made 

to referral criteria, response letters and delivering the NDC Pathway Roadshow is having a positive impact. A decrease in the number of accepted referrals 

can be seen in March 2021, this is due to the number of referrals that were not suitable for the pathway, for example have been sign posted to Speech and 

Language Team, or a mental health need was identified, or more information was required before triage could continue.  

Since October 2019 48% of the rejected referrals are due to requiring additional information, this could be a missing report or essential informat ion to be able 

to triage affectively against the criteria. This is a decrease since January 2021, where 56% contributed to rejected referrals requiring additional information.  

16% of the rejected referrals are due to mental health needs identified, rather than a neuro developmental concern. GP Practices are contributing to 32% of all 

referrals received since October 2019.  

It was highlighted at a recent SEND Board concern towards reducing the NDC waiting list. As a result, a workshop was held in March 2021, with key individuals 

across services to review the pathway, challenges, and opportunities as well as how it links in with other services and workstreams to support children, young 

people, and families in Swindon. An action plan has been co-produced focussing on the longest waiting families and education and training sessions to 

professionals with a focus on building knowledge and referral criteria of the pathway.  

 

 

Source: BSW CCG Referral Management Centre  

 

 

 

 

 

 

Improvements have been made to the Community Paediatrics patient information booklet ‘What you can expect from your child’s assessment’ on acceptance 

to the pathway with additional support information and links to services whilst families are waiting for their assessment. This has been signed off internally 

by GWHFT and is now being provided to families accepted onto the pathway.    

Source: BSW Referral Management Centre 

 



 
 

 

Community Paediatrics Cancelled Appointments (first and follow up appointment)  
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Key Takeaway: The number of community paediatric appointments cancelled by the hospital has continued to decrease from 

August 2020. The most recent, March 2021 is showing a slight increase of 50 cancelled appointments. This is due to some staff  

sickness and compassionate leave.  

The surge of cancellations seen from July 2020 is due to the way in which the clinics are being booked during COVID. Some clinics 

have been cancelled on the system (F2F), however are being re, booked through Tele Med (the hospitals live medical system 

being used to deliver clinics in an alternative way during COVID.   

The number of appointments cancelled by parent/carer (patient) has started to decrease from January 2021, this could be due to 

restrictions lifting due to COVID.  

Source: GWH. 
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Paediatric Therapies: Occupational Therapy 

 

 

 

 

 

 

Speech and Language Therapy  
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ASD Paediatric Therapy OT Waiting List ASD Paediatric Therapy OT median wait in weeks

Key Takeaway:  

An increase in referrals can be seen in quarter 4, which further impacts the waiting the list.  The data shows that the waiting list has risen from 

66 children on the waiting list at the end of December 2020 to 72 at the end of March 2021. 

The increasing number of children on the waiting list relates to staff picking up face to face appointments for children who could not be seen 

during the first COVID lock down. There is also an increase in workload in the service due to needing to see shielding children at home and 

clinic capacity being reduced due to COVID cleaning and safe working measures.  

The longest waiting time is currently 51 weeks, this is affected by prioritising children with brain injury, and Educational Health Care Plan (EHCP) 

requests. The service is currently intensively treating 10 children with acquired brain injury, the norm is 2 children per annum, these children are 

prioritised and their treatment impacts on the waiting times for others. 

The service has recruited 3 further newly qualified band 5 therapists who are being upskilled to work in the team. We are also a stakeholder with 

UWE in developing the OT apprenticeship due to start in September 2021.Pilot group sessions have started to cover ‘hot topics’ that parents 

request support with regarding children with sensory needs. 

Please note: This is a treatment Service and not part of the diagnostic pathway.  

Source: SBC 

 



 
 

 

 

 

 

 

 

 

 

 

 
 

Key Takeaway:  

The Speech Therapy ASD pathway was set up as part of the Neurodevelopmental pathway two years ago. Over the last two years the 

team have seen a steady increase in referrals. At the start of Covid we saw a drop in referrals however an increase can be seen 

between July and September 2020. The team are currently working beyond their capacity and in December 2020 the service trained 

all Speech and Language Therapists in the Picture Exchange System and are upskilling our general speech and language therapy 

workforce to work in a more consultative way with the ASD team. This is for on-going interventions. 

The Speech and Language ASD Team have a long-term vacancy which will be filled in June 2021 and has a 0.60 FTE maternity leave.  

The impact of the shortage of staff within this service has seen an increase in the number of children’s waiting times . 

 

Source: SBC 
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School Nursing  
 
The table below shows the number and percentage of children in vulnerable groups with an open involvement with school nursing. 

 

 
 
 

 
 
 

 
 
 

Vulnerable Groups with an Open Involvement 

Increase/ Decrease  

  

        Number Percentage  

Measure       

Q4 last 

year 

2019/20 

Q1 Q2 Q3 Q4 

Q4 last 

year 

2019/20 

Q1 Q2 Q3 Q4   Period Q4 

Of Children with an 

open involvement, 

what number and % 

are also in each of 

these vulnerable 

groups  

Current 

Statement/ EHCP 314 312 332 342 357 14.9% 

15.5

% 

15.7

% 

15.3

% 

16.2

%                13.6% 

SEN - School 

Support 500 501 506 524 505 23.7% 

24.9

% 

23.9

% 

23.4

% 

22.9

%  1% 

Key Takeaway:  

An increase can be seen during in quarter 4 2020/21 for children with an open involvement who have a current statement/EHCP 

as well number of children with SEN school support.  

 

Source: SBC 

o The data is not currently subject to validation checks; therefore, figures may change. 

 

 

 



 
 

 
Concerns & Complaints raised with Patient Advice and Complaints Team (PACT) Quarter 4 Update 

 

Patient Advice and Complaints Team (PACT) 

The Patient Advice and Complaints Team (PACT) within South Central and West Commissioning Support Unit provides Patient 

Advice and Liaison Service (PALS) and an NHS Complaints Management Service for a number of CCG including BSW CCG on 

behalf of NHS service users. The team provide free confidential advice and support as well as resolving concerns and complaints 

and positive feedback received from services users.  

Quarter and Year  Total NDC/LD 

Concerns 

Total NDC/LD 

Complaints 

Total Pals Concerns Total Formal 

Complaints Received 

Quarter 1 Total 2020/21                 1                   1                 66                 3 

Quarter 2 Total 2020/21  

 

                4                   0                 74                 6 

Quarter 3 Total 2020/21                 4                   0                107                 5 

Quarter 4 Total 2020/21 5 0 147 10 

 

/ 

 

 

 

 

Key Takeaway:  

 
5 concerns relating to LD/NDC waiting times have been received during quarter 4 2020/21 equating to 3% of all Pals concerns 

and complaints received during quarter 4, none of which escalated into a formal complaint and are resolved.  

Source: SCW Commissioning Unit  
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Summary of Swindon SEND Families Voice Spring Survey 2018  

  

109 surveys completed  
  

  
What needs do your children have:  
  

 

The 109 responders identified their children 
as having 236 conditions (i.e., some ticked 
multiple boxes).   

The top 3 diagnosis reported were:  
  
31% ASD  
13% ADHD  
10.5% Mental Health  
  

  
Overall Experience of Services:  
  

 

Transport  42 rated above average or excellent  
(49 rated was not applicable to them)  
  

EHCP  50 rated above average or excellent  
30 below average or poor  
(12 not applicable)  
  

Waiting times for O/T, P/T, SLT, Paediatrician,  
Specialist appointment  
  

67 rated below average or poor  
(2 not applicable)  

Diagnosis process  31 rated above average or excellent  
54 rated below average or poor  
(5 rated not applicable)  
  

  
General Comments  
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We asked for feedback on what services are 
most successful for your family:  

Aiming High and Preschool services (Koalas, 
Special Tots, Portage) were the most valued 
with 10 positive comments each.  Sendiass 
received 8 positive comments.  
  

We asked for feedback on what services 
bring the most frustrations for your family:  

CAMHS/TAMHS received the most comments 
with 15.  Many comments were around the 

difficulty in getting appointments with OT, 
PT, Peads etc and also having appointments 
cancelled. Long waiting times and how long it 
takes to get a diagnosis.  
Education issues were also high on our 

members frustrations (transitions into 
adulthood, lack of understanding by 
teachers, schools being inflexible, parents 
not feeling like they are being listened to,  
SENAT)  
  

  
We did a quick poll separately to ask if our members have heard of the Local Offer:  
  

Yes 17 No 20  
  

  
If yes, how often do you use it:  
  

Never              2  Rarely   12  
  

Regularly        3  All the time   0  
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Connecting Care for Children Swindon 

MDT 

Thursday 10th September 2020 

12:00-13:30pm 

MS Teams Virtual Meeting 
 

Attendees:  

Name Role, Organisation  

Sue Adams  GP Merchiston Surgery 

Amy Smith CYP Programme Manager, BSW CCG Swindon Locality  

Mark Boothman  GP Lawn Medical Centre  

Pradeep Venugopal Paediatric Consultant, GWH  

Nick West Paediatrician, GWH  

Grace Swann FY2 at Merchiston Surgery  

Sarah Carolan Commissioner for LD and ASD, BSW CCG- Swindon Locality  

Carey Gurd Community CAMHs Service Manager  

Danielle Kemp  Professional Lead TaMHS SBC 

Patricia Stuart Occupational Therapy, Professional Lead  

Caroline Starling  Early Help Operational Manager SBC 

Chandini Abraham Oxford Health  

Patricia West  Professional Lead for Health visiting  

Xavier Ahluwalia Clinical Innovation Fellow, GWH  

Joanne Alexander  Parent/carer rep, SSFV  

Michelle Lloyd Parent/carer rep, SSFV 

Sara Law SBC  

William Edwards  GPST3 at Priory Road Surgery  

Kirk Anderson Swindon LD CAMHS  

Penny Windebank  Speech and Language Therapist Consultant C 

Teresa Carter  Community Paediatrician (DMO) GWH 

Janet Sadler Professional Lead for Schools 

Steven Lacey ADHD Nurse  

Rachel Leeke  Consultant Clinical Psychologist and Clinical Lead for LD CAMHS BSW 

Alexa Denham  Principal Education Psychologist  

Enobong Uffot GPST1, Paediatrics  

Rebecca Scatchard Paediatric Registrar, GWH  

Liz Wiltshire  Specialist Community Health Services Manager 
 

Rachel Costis SBC  
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David Heaton  GP, Old Town Surgery  

Sandy Jack Kingswood Surgery  

Zamaan Aga  ST1 GWH  

Natalia Syrimi  GWH  

Alice Seymour Emersons Green Medical Centre  

Amrita Jabbal Imperial College  

Annette Perrington Director of Inclusion and achievement SBC 

Girish Gowda Paediatrician GWH 

Patrick Woodburn  GWH  

 

Minutes /Discussions Action  

Welcome and Introductions 
 
Amy welcomed attendees along with Sue and Nick. The MDT approach and pilot was 
revisited. Swindon SEND Families Voice parent/carer representatives were welcomed.  
 
Today’s MDT was CYP LD/ADHD/ASD themed from discussions and actions at last 
MDT (July 2020).  
 
Case studies were presented and discussed by GWH Community Paediatrics and 
Swindon LD CAMHS.  
 
Case study discussions, outcomes and actions have been documented in case study 
templates for shared learning and quality improvement purposes as part of this MDT 
and the same approach will be taken forward for future MDT’s.  
 
GWH Community Paediatrics case discussion  
 
Regarding the Community Paeds case study, SA queried whether there is a document 
or a table outlining the key things that would be looked for in a diagnosis for ASD. TC 
advised that some information may be available, however there is a worry that certain 
information would then be put onto a referral so that it is pushed through the system.   
 
SALT was discussed, it was said that looking at Speech Therapy first may be an option, 
due to them being able to pick up different behaviours in a child that may not related to 
ASD. 
 
GP’s better understanding of involving SALT sooner in pathways and processes for 
CYP. 
 
SOGs was mentioned. R advised that some health visitors have not been trained in 
SOGs and queried whether this should be carried on. AD advised that the Education 
Psychologists had SOGs training booked in with the Health Visitors and this will be 
revisited outside of the meeting.  
 
PW HV Professional Lead suggested meeting with TC Community Paediatrician to 
discuss SOGS, evidence based and ASQ with regards to HV referrals and the role of 
SALT contributing to referral processes.  

LW suggested that a discussion and possible a working group is pulled together to 
look ASD and SALT and how this model and funding could look moving forward.  

AD mentioned the Coventry Grid. 
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Minutes /Discussions Action  

SL said that is it important to treat functionalities pre 6 before a diagnosis is made. 
 
JA mentioned that parents have found it difficult to access certain services like the 
SENAT Team without a diagnosis. Funding in a pre-school setting may also not be 
available without a diagnosis.  
 
AP queried the NDC Pathway, this will be picked up outside of the meeting with a review 
with Annette, Teresa, Amy, and Esther. AS to circulate impact reports.  
 
AD advised that the second SEND annual survey will be launching in October 2020.  
 
LD CAMHS case discussion  
 
Kirk was thanked for sharing the case study. It was noted how much time and expertise 
is given to young people who attend CAMHS due to the high level of need.  
 
SA queried whether other community paediatric departments around the country are 
similar in terms of not having behaviour support that can offer with more specialist cases. 
TC advised that community paediatric departments only have the capacity to complete 
statutory work. There is a shortage of community paediatrics. 
 
DK mentioned interventions and conversations re commissioning gaps, for young 
people to access long term support. 

PA spoke about interventions and parent support re behavioural management. AS 
mentioned, funding for the managing challenging behaviour, this funding will filter 
through for more courses to offer for parents. JA said that specific support for individual 
cases is needed. 

KA mentioned a gap raised by parents around keeping themselves physically safe and 
that there is no training or courses available regarding this. It was also said that it’s not 
just the parents but staff in schools.  
 
RL mentioned the great support that is out there across services, however different 
language and framework is often used with parents and that there is a potential to join 
up together and work on shared language.  
 
AD mentioned the Early Bird and Cygnet courses, it was advised the Swindon SEND 
Families Voice and now supporting the cygnet course. AS advised that this will be 
shared. ASD advisory service is available to all schools. Representation from the ASD 
advisory service to be involved in next MDT meeting.  
 
All shared learning to be added to the existing resources list and shared. 
 
Next Steps 
 
Brief discussion on following MDTs and potential themes with the opportunity of trialling 
small clinics either side. Information to follow. 
 
Suggestion of Infant feeding support for next theme at MDT.  
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Actions and Resources  

Action or 
Resource 

Resource or Support 
 

Link or Attachment 

 
Coventry Grid  

The Coventry Grid  
An attempt to summarise differences between the behaviour of children with 
ASD and those with significant attachment problems based upon clinical work 
with children and young people, rather than research.  

 
 
 
 
 
Cygnet and Early 
Bird Courses 

Cygnet Programme 
Cygnet is a locally provided parenting support programme for parents and 
carers of children/young people aged 5-18 who have a diagnosis of an Autistic 
Spectrum Condition (ASC) 
 
Early Bird Programme 
A programme for parents/carers of young children(0-4yrs) with ASD  
 
Early Bird Plus Programme 
A programme for parents/carers of young children (4-8yrs) with ASD and for 
professionals supporting them. 
 

https://localoffer.swindon.gov.uk/content/send-local-
offer/landing-pages/health-landing-pages-and-content-
pages/autism-top-tips-for-parents-information-and-
advice/ 
 
https://localoffer.swindon.gov.uk/content/send-local-
offer/landing-pages/health-landing-pages-and-content-
pages/understanding-autism-information-and-advice/ 
 

 
Managing 
Challenging 
Behaviour  

Family Links, managing challenging behaviour parenting programme  
A support programme for families with Children under 10 without an ASD 
diagnosis who are displaying challenging behaviours, attachment, or anxiety 
difficulties  

https://localoffer.swindon.gov.uk/content/send-local-
offer/landing-pages/health-landing-pages-and-content-
pages/autism-top-tips-for-parents-information-and-
advice/ 
 

 
Speech and 
Language Therapy 
Team (SALT) 

 
On the SALT website you can access the BRISC document which is used to 
support referrals to use for young children by highlighting what to look out for  
 

The website – which has lots of useful 
advice/strategies and how to refer: 
www.swindonspeechandlanguagetherapy.wordpress.
com  
BRISC: 
https://swindonspeechandlanguagetherapy.files.wordpres
s.com/2020/07/brisc-editable.pdf 

https://localoffer.swindon.gov.uk/content/send-local-offer/landing-pages/health-landing-pages-and-content-pages/autism-top-tips-for-parents-information-and-advice/
https://localoffer.swindon.gov.uk/content/send-local-offer/landing-pages/health-landing-pages-and-content-pages/autism-top-tips-for-parents-information-and-advice/
https://localoffer.swindon.gov.uk/content/send-local-offer/landing-pages/health-landing-pages-and-content-pages/autism-top-tips-for-parents-information-and-advice/
https://localoffer.swindon.gov.uk/content/send-local-offer/landing-pages/health-landing-pages-and-content-pages/autism-top-tips-for-parents-information-and-advice/
https://localoffer.swindon.gov.uk/content/send-local-offer/landing-pages/health-landing-pages-and-content-pages/understanding-autism-information-and-advice/
https://localoffer.swindon.gov.uk/content/send-local-offer/landing-pages/health-landing-pages-and-content-pages/understanding-autism-information-and-advice/
https://localoffer.swindon.gov.uk/content/send-local-offer/landing-pages/health-landing-pages-and-content-pages/understanding-autism-information-and-advice/
https://localoffer.swindon.gov.uk/content/send-local-offer/landing-pages/health-landing-pages-and-content-pages/autism-top-tips-for-parents-information-and-advice/
https://localoffer.swindon.gov.uk/content/send-local-offer/landing-pages/health-landing-pages-and-content-pages/autism-top-tips-for-parents-information-and-advice/
https://localoffer.swindon.gov.uk/content/send-local-offer/landing-pages/health-landing-pages-and-content-pages/autism-top-tips-for-parents-information-and-advice/
https://localoffer.swindon.gov.uk/content/send-local-offer/landing-pages/health-landing-pages-and-content-pages/autism-top-tips-for-parents-information-and-advice/
https://nhs.sharepoint.com/sites/msteams_7d3f4c/Shared%20Documents/General/SEND/NDC%20Pathway/Evaluation%20Report/www.swindonspeechandlanguagetherapy.wordpress.com
https://nhs.sharepoint.com/sites/msteams_7d3f4c/Shared%20Documents/General/SEND/NDC%20Pathway/Evaluation%20Report/www.swindonspeechandlanguagetherapy.wordpress.com
https://swindonspeechandlanguagetherapy.files.wordpress.com/2020/07/brisc-editable.pdf
https://swindonspeechandlanguagetherapy.files.wordpress.com/2020/07/brisc-editable.pdf
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GWH paediatrics 
Advice  
 

Advice contact for GP’s into GWH paediatrics  gwh.paediatricsadvice@nhs.net  
 

 
Swindon Local Offer  
 

 
Swindon’s website for children & adults who have support needs, giving you 
correct information and advice at any time. 
 

 
 
https://localoffer.swindon.gov.uk/home 

Haw to make a good 
Referral  
 

Presentation /guide provided by TaMHS and CAMHS professional mental 
health leads on what makes a good referral  

What makes a Good 

Referral Guide Swindon TaMHs & CAMHS.pdf
 

SARC (sexual 
Assault referral 
Centre) ISVA & 
CHISVA (children 
Independent sexual 
violence advisor)  

The Swindon & Wiltshire Sexual Assault Referral Centre is the first point of 
contact for people who have experienced rape and serious sexual assault. 

https://www.firstlight.org.uk/swindonwiltshiresarc/ 

Community CAMHS 
Duty Officer  

CAMHS duty officer to support with queries relating to referrals or a young 
person.  

01865 903422 

Early Help Hub 
Guide  
 

SBC guides on the Early Help Hub Service.  
 

EHHub@swindon.gov.uk or call 01793466479 
https://localoffer.swindon.gov.uk/content/send-local-
offer/landing-pages/early-help-landing-and-content-
pages/early-help-services/ 

 

 

mailto:gwh.paediatricsadvice@nhs.net
https://localoffer.swindon.gov.uk/home
https://localoffer.swindon.gov.uk/home
https://www.firstlight.org.uk/swindonwiltshiresarc/
mailto:EHHub@swindon.gov.uk
https://localoffer.swindon.gov.uk/content/send-local-offer/landing-pages/early-help-landing-and-content-pages/early-help-services/
https://localoffer.swindon.gov.uk/content/send-local-offer/landing-pages/early-help-landing-and-content-pages/early-help-services/
https://localoffer.swindon.gov.uk/content/send-local-offer/landing-pages/early-help-landing-and-content-pages/early-help-services/
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Community Paediatrics Team and the 
Neurodevelopmental Conditions (NDC) Pathway 

 
Communication Update July 2021 

 
 
Who Are We and What Do We Do? 
 
Our small community team of consultants and neurodevelopmental nurse specialists provide 
a diagnostic service to children who present with a possible neurodevelopmental condition(s) 
and neurodisability: Autism spectrum disorder, ADHD, Tourette syndrome, dyspraxia, delayed 
development significantly impacting function in more than one area, children with cerebral 
palsy and other neurodisabilities.  
 
All possible conditions will be considered when children are evaluated through our 
neurodevelopmental pathway. All neurodevelopmental disorders are pervasive, by definition, 
they will manifest in more than one setting which is why we require evidence of functional 
difficulty in at least 2 settings.  
 
Schools, nurseries, therapists, health visitors and other community professionals can refer into 
the neurodevelopmental pathway and often have a great deal of relevant information to 
support such referrals. 
 
You can find the NDC Pathway in Appendix A. 
 
We prescribe medication for ADHD. We prescribe melatonin for sleep ONLY in children with 
an existing neurodevelopmental diagnosis.  
 

What we do not do: 
 
We do not accept referrals for suspected ADHD in children under the age of 6 years. Where 

ADHD is suspected in preschool children the community support should be accessed via the 

Early Help Hub: EHHUB@swindon.gov.uk. 

We do not undertake attachment or mental health assessments and cannot provide any 
mental health support. Children who require behavioural interventions or support for anxiety, 
low mood, self-harm or possible mental health needs should be referred to the Single Point of 
Access (SPA). Services in Swindon for mental health are provided by the targeted mental 
health service (TaMHS) and the child and adolescent mental health services (CAMHS). The 
Mental Health Support Team in Schools (MHST’s) Trailblazer join the SPA three times a week 
working collaboratively to assess referrals and appropriateness for service. All referrals for 
mental health support come to a Single Point of Access (SPA), referrals to this SPA re made 
by a professional who knows your child. This could include GP, health professional, teacher, 
SENCO or social worker.  
 
We do not prescribe medication for mood disorders in children. Children should be referred to 
a child and adolescent psychiatrist. We are aware of delays for children being seen for 
significant mood problems and self-harm because parents have been told to wait to see 
their paediatrician.  

 
Additional information about the team can be found on the Local Offer:  
https://localoffer.swindon.gov.uk/content/send-local-offer/landing-pages/health-landing-
pages-and-content-pages/the-community-paediatric-team/ 

mailto:EHHUB@swindon.gov.uk
https://localoffer.swindon.gov.uk/content/send-local-offer/landing-pages/health-landing-pages-and-content-pages/the-community-paediatric-team/
https://localoffer.swindon.gov.uk/content/send-local-offer/landing-pages/health-landing-pages-and-content-pages/the-community-paediatric-team/
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Please note that accessing support for children and young people is not dependent on a 
diagnosis. This includes school support which is also not dependant on a diagnosis to provide 
support in a school setting. There is a clear graduated response that schools are expected to 
provide for any child presenting with Special Educational Needs regardless of whether they 
have a diagnosis. 
 
The graduated response can be found here: https://localoffer.swindon.gov.uk/content/send-

local-offer/landing-pages/education/core-standards/ 

There are services across Swindon that can provide advice and support to children and young 

people and their families whilst they are waiting for their child’s assessment. For further 

information about what is available in the local area, you can visit the Swindon Local Offer 

Website:  

https://localoffer.swindon.gov.uk/content/send-local-offer/landing-pages/health-landing-

pages-and-content-pages/information-and-advice-on-learning-disabilities-autism-and-adhd/ 

You can also find updates and current waiting times on the Neurodevelopmental Conditions 

Pathway (NDC) by visiting the Swindon Local Offer Website: 

https://localoffer.swindon.gov.uk/yousaidwedid 

Teresa Carter 
Clinical Lead Community Paediatrics 
Designated Medical Officer for SEN 
 
Amy Smith 
CYP Programme Manager BSW CCG  

 

  

https://localoffer.swindon.gov.uk/content/send-local-offer/landing-pages/education/core-standards/
https://localoffer.swindon.gov.uk/content/send-local-offer/landing-pages/education/core-standards/
https://localoffer.swindon.gov.uk/content/send-local-offer/landing-pages/health-landing-pages-and-content-pages/information-and-advice-on-learning-disabilities-autism-and-adhd/
https://localoffer.swindon.gov.uk/content/send-local-offer/landing-pages/health-landing-pages-and-content-pages/information-and-advice-on-learning-disabilities-autism-and-adhd/
https://localoffer.swindon.gov.uk/content/send-local-offer/landing-pages/health-landing-pages-and-content-pages/information-and-advice-on-learning-disabilities-autism-and-adhd/
https://localoffer.swindon.gov.uk/yousaidwedid
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Who are we? 

The Neurodevelopmental Conditions (NDC) Pathway is led by Community Paediatrics who 

are based at Great Western Hospital. We are a team of child development specialists who 

see children and young people and their families in the community. 

Who do we see?  

We see children and young people aged 0-18 where there are concerns regarding possible 

neurodevelopmental conditions.  

The NDC Pathway is a diagnostic pathway only. This means the purpose of the pathway is 

to offer assessment for autism spectrum disorder (ASD), Attention Deficit and Hyperactivity 

Disorder (ADHD) and other neurodevelopmental conditions e.g., Tic disorders, Foetal Alcohol 

Syndrome, physical disabilities such as cerebral palsy. This also means that we don’t offer 

any further specialist intervention support.  

What do we do?  

The NDC Pathway is part of an ‘integrated’ pathway, which means the service is delivered by 

a multi-disciplinary team (MDT) who come from diverse disciplines and include Educational 

Psychologists, Speech and Language Therapists, Nurses.  The team will develop an 

understanding of your child’s strengths and difficulties, which may or may not include a 

diagnosis. 

The assessment will look at all your child’s strengths and weaknesses to provide a full 

developmental profile. As part of this assessment, we aim to gather as much information to 

help with our assessment, which means we will often liaise with schools, or any other 

professionals involved. If it is still unclear as to what the underlying difficulties are, then the 

team may initiate further assessment, for example, an Educational Psychologist might explore 

a child or young person’s cognition and learning ability through an observation and/or direct 

work. The team may also need to liaise with local mental health services such as TaMHS and 

CAMHS. 

In some instances, the Community Paediatrics Team will need to expedite referrals accepted 

onto the pathway due to the presenting clinical needs of the child. This is discussed and 

agreed at multidisciplinary meetings (MDT) that take place twice monthly which also provides 

a second layer of triage to assess who the child would also be best placed to see. This is a 

small team of professionals, including educational psychology, speech and language (SALT) 

and key members of the community paediatric team.  

Community Paediatrics 
Neurodevelopmental Conditions (NDC) 
Pathway - What you can expect from your 

child’s assessment 
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Pre-assessment informationYou will be sent some forms that will need to be completed by 

you and your child’s school, if they attend one. It is important that we receive this information 

as it helps us to inform next steps in the assessment process based on your child’s needs. 

What will happen at my first appointment?  

You and your child will meet with one or more members of the team to explore your concerns 

and challenges that you are facing.  This appointment will take up to one hour.  It can help to 

bring along your child’s favourite toy or game to help them feel more comfortable throughout 

the assessment process. 

Your child may also receive a physical examination which may include taking height and 

weight measurements.  

If you feel it would be helpful to speak with a clinician without your child present, please inform 

the clinician of this.  We cannot provide supervision of your child in these circumstances, so 

you will also need to bring along a relative or friend to supervise them.   

 

What happens next?  

A follow up appointment will be offered to discuss the outcome of the assessment, which may 

or may not include a diagnosis. During this appointment, we will help you to understand what 

the outcome of the assessment means and also think about how you might share information 

about your child’s needs with other people.  

Not every child receives a diagnosis, and, in these instances, we will do our best to sign post 

you to other relevant local services.  

You will receive a comprehensive written report explaining the outcome of the assessment.  A 

copy of your report will be sent to your child’s GP.  You may share your child’s report with 

other professionals should you wish to do so. 

As we are a diagnostic service only, this means we do not offer on-going support or 

intervention, unless your child requires medication or has complex medical needs. This means 

following receipt of the written outcome, your child will be discharged from the service.  

What can you do whilst you await the outcome of your child’s assessment?  

The aim of the NDC Pathway is to clarify if your child has a neurodevelopmental condition – it 

doesn’t provide on-going therapy support or advice. This means if you have on-going concerns 

about your child’s functioning and progress in school, you should liaise with your child’s class 

teacher and/or Special, Educational Needs Coordinator (SENCO).  

You may hear things from different sources about a diagnosis leads to additional funding or 

access to support in school for your child. The Code of Practice (2015) makes it clear that 

provision for children and young people with special educational needs and/or disability 

(SEND) is a matter for the school and irrespective of diagnosis.  

Schools are provided with additional money to provide support for children with SEN, this is 

called their delegated budget.  

The school should use this money to meet a child's SEND needs and put in place a graduated 

response, for example, putting in additional support or getting professional advice, such as 
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that from an Educational Psychologist, Advisory Teacher and/or Speech and Language 

Therapist.  

 

For further information about the 'graduated approach', see Chapter 6 of the SEND Code of 

Practice 2015.   

 

All maintained schools (mainstream and special) and academies must publish a 'SEN 

Information Report' which can usually be found on the school’s website. This report must 

include how the school identifies children and young people with SEND and also how 

specialist expertise will be obtained.  For further information, please see paragraphs 6:79 - 

6:83 of the SEND Code of Practice 2015.  

  

The SEND Code of Practice 2015 also emphasises how schools should fully involve parents 

and pupils in planning the support given and reviewing how well it is working. 

Where can I find out more information about what I should expect and what is available 

in the local area?  

There are plenty of services in Swindon that can provide advice and support to help you whilst 

you wait for your child’s assessment.  

For further information about what is available in the local area, visit the Swindon Local Offer 

Website: https://localoffer.swindon.gov.uk/home/.  

You can also find updates and current waiting times on the Neurodevelopmental Conditions 

Pathway (NDC) by visiting the Swindon Local Offer Website: 

https://localoffer.swindon.gov.uk/yousaidwedid 

The Special Educational Needs and Disability Information Advice and Support Service 

(SIAS) also provide free confidential and impartial advice and support to families about matters 

relating to SEND. The aim of the service is to provide accurate, useful and relevant information 

and advice to empower you to make decisions about your education or the education of 

children or young people you have responsibility for. For further information, please visit the 

following link: www.SwindonSIAS.org.uk    

You may also wish to get in touch with Swindon SEND Families Voice who are a community 

parent and carer forum, who are passionate about ensuring services in the area meet the 

needs of families of children with SEND. They also support families by hosting free workshops, 

support groups, answer questions one to one over the phone, online or in person and are a 

listening ear whenever needed. They can also sign post you to other services and support 

groups in the local area. This is all available whether your child has a diagnosis or not. For 

further information, please visit the following link: https://swindonsendfamiliesvoice.org.uk/.  

What should I do if I can’t attend or need to change an appointment?  

If you cannot make an appointment, please ensure that you phone us on 01793 604080 

(Monday to Friday: 8.30am to 4.30pm).  

https://localoffer.swindon.gov.uk/home/
http://www.swindonsias.org.uk/
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Due to the nature of the assessments and high demand on the service, we must implement a 

strict policy when people do not attend appointments, cancel appointments at late notice or 

repeatedly cancel appointments: 

 

• If you do not attend (DNA) an appointment and fail to inform us, you may be discharged 
back to your GP.  Any cancellation with less than 48 hours’ notice will be classed as a 
DNA (unless there are exceptional circumstances)   

• We run set clinic hours and are generally unable to offer alterative appointments 

• If an appointment is cancelled more than 48 hours in advance, we will endeavour to offer 
an alternative appointment.  This will affect the length of time your child will spend in the 
pathway 

Queries  

If you have any questions about your appointment, please get in touch.   

Email: gwh.communitypaeds@nhs.net 

Telephone: 01793 604080 (Monday to Friday: 8.00am to 12.30pm and 1.30pm to 4.30pm) 

Concerns or Complaints 

We always aim to provide you with a high-quality service.  However, if you have any concerns, 

complaints or comments about your experience of our service, please contact the Patient 

Advice and Liaison Service (PALS). 

You can contact the PALS Team by email or telephone or visit them on the ground floor at the 

Great Western Hospital, Swindon at the address below.   

 

Patient Advice and Liaison Service (PALS) 

Great Western Hospitals NHS Foundation Trust 

Great Western Hospital 

Marlborough Road 

Swindon 

SN3 6BB  

Email: gwh.pals@nhs.net 

Tel: 01793 604031 

This information sheet is available to order in other languages and formats.  If you 
would like a copy, please contact us on 01793 604031 or email gwh.pals@nhs.net

Document Control 
Division:  Surgery, Women’s and Children’s (SWC) Division 
Department: Community Paediatrics 
Approved Date: 
Next Review Date: 
Document Number:  

mailto:gwh.communitypaeds@nhs.net
mailto:gwh.pals@nhs.net
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CYGNET 2018-19, Summary and Evaluation 

Swindon Educational Psychology Service, May 2020 

 
1. What is CYGNET? 

Cygnet is a licenced Barnado’s parenting support programme for parents and carers of 
children/young people aged 5-18 who are awaiting or have a diagnosis of Autistic Spectrum 
Condition (ASC).  It was developed to follow on from the Early Bird course for parents and carers of 
pre-school aged children. The course aims to facilitate understanding of ASC and provide a much 
needed support network for parents.  Research suggests the programme can significantly improve 
parent perceptions of competency (Stuttard et al., 2016). 
 
The support programme was first developed in the Bradford area by looking at existing parent 

training groups, examining research findings, a pilot training group and from consultations with 

parents/carers and professionals.  The original six session course focuses on developing a 

practical understanding of behaviour, what might be underlying it and supportive interventions. 

This course was updated in 2017. There are now a number of supplementary sessions, these 

include, Supporting Black and Minority Ethic (BME) families, Supporting siblings and Puberty, 

Sexual Wellbeing and Relationship (PSE) support.  Further information about the Cygnet 

course can be found at the following website: https://barnardos-parenting.org.uk/cygnet-

programme/ 

The Barnardo's Cygnet programme is delivered in a group format by two trainers or facilitators.  

Each session is designed to help parents/carers examine a specific area (such as diagnosis, 

social communication, sensory issues and then apply their new understanding to explore and 

generate different ways of supporting children).  The licence agreement stipulates that trainers 

should have knowledge of ASC and sufficient facilitation skills.  

 

2. Why was CYGNET set up in Swindon? 
 
Nationally research suggest that the diagnostic process can be stressful and that post-
diagnosis support for parents can be limited (Crane et al, 2016).  Therefore, in Swindon the 
Cygnet programme is commissioned by Swindon Borough Council Clinical Commissioning 
Group to support parents to navigate their post diagnosis journey.   It was first commissioned 
over six years ago in recognition of the ongoing support that many parents desired following 
diagnosis.   
 
Currently Swindon Educational Psychology Service are commissioned to deliver 2 courses each 
academic year.  
 
 

3. How is it organised?  

Swindon Educational Psychology Service provide a programme of eight sessions facilitated by two 
Educational Psychologists (EPs).  This includes the six original sessions and then two sessions from 
the Puberty, Sexual Wellbeing and Relationship (PSE) scheme.  Sessions take place weekly during 
term time in community hubs and last approximately 2.5 hours.  Refreshments are provided and a 
comfort break planned into each session.  Participants are provided with session handouts and 
activities at the start of each set of sessions.  This enables them to prepare in advance and/or take 
notes during each session.    
 

https://barnardos-parenting.org.uk/cygnet-programme/
https://barnardos-parenting.org.uk/cygnet-programme/


 

 

To support the aims that underlie the programme it is delivered in a group format with a focus on 
sharing psychology accessibly along with opportunities for group discussions and experiential 
learning.  The course materials and facilitators strive to create an inclusive and supportive learning 
environment where barriers to learning for participants are acknowledged and removed.       
 

4. What is the feedback from parents/carers attending? 

Currently both quantitative (numerical) and qualitative (descriptive) feedback is sought from 
participants at the end of each session.  This is used to evaluate the quality of delivery and impact of 
the programme.  Consideration is also given to how feedback can be used to adapt the programme 
to meet the needs of participant within the confines of the licencing agreement.    
 
Below are data gathered from feedback collected from 3 courses run between 2018 and 2019. 
 
a) Qualitative feedback: 
A brief thematic analysis has been undertaken to organise feedback into key themes.  Quotes from 
participants have been used to illustrate themes.   
 
Theme 1 – Sharing and applying psychology to understand and support behaviour change 
 
A real 'Lightbulb' moment to find out that children can be both under-sensitive and over-sensitive in 
terms of sensory issues.  Also that these can change over time. 
 
Strategies were helpful - Megan's mum’s colours were adaptable (reference to a video from session 
5).  Doing our own Iceberg (a model to help unpick behaviour) is a way to focus on cause. 
 
Some really useful tools. I will use SART (a model to help unpick behaviour) and re-introduce reward 
charts. 
 
Breaking down the iceberg components into chunks to establish a working iceberg for use at my son's 
school. 
 
I understand my child better. I see things now which I previously dismissed. 
 
It helps to look deeper and have more understanding. More strategies would be really good but 
understanding is also important so it’s beneficial. Thank you 
 
Theme 2 - Supportive Atmosphere 
  
Knowing that you are not alone. 
 
I found it so refreshing to listen to people going through the same experiences. 
 
Really good ice breaking session, all parents felt comfortable to discuss own situations. 
 
Helpful to have opportunities to listen to and share strategies. 
 
Being among the group and feeling supported by other parents. 
 
Felt very welcome, very informative, well presented and felt comfortable to ask questions. 
 
Theme 3 - Course Materials and Delivery 
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Informative. 
 
The booklet (session PowerPoints and activities) was most helpful. 
 
Liked the ‘Story Cubes’ and thinking about positives. 
 
Iceberg Principal and mindblindness task were helpful. 
 
I am amazed at how things make sense when explained so carefully. 
 
Theme 4 - Even Better If… 
 
Some participants found particular sessions content heavy and believed they would have been 
better spread over a number of sessions.  Some participants would have liked more of a focus on 
strategies that were specific to their child.   
 
‘Even better if…’ feedback from participants appears to be dependent on a number of contextual 
factors: 

• When a participant’s child received their diagnosis (recent or some years ago) impacted their 
knowledge base and journey post-diagnosis.  

• Participant’s children often had a wide range of needs, barriers and strengths.   
 
 

b) Quantitative feedback 
 

Feedback Questions 2018 and 2019 (2 courses) 
Please note that questions were subtly different for each session evaluated  

 % of participants 
answering 4 or 5 out of 
5 (0= not at all/poor, 5 = 
very much/excellent   

Did you find the information received prior to the course helpful? 80% 

Did you feel the presenter/s were helpful in the way they explained the 
topics? 

99% 

Were the topics in the sessions helpful? 84% 

Did you find the information on… (e.g. diagnosis / social 
stories/sensory needs/iceberg principal & managing a child's 
behaviour) helpful? 

79% 

 
Feedback Questions 2019 (1 course only)  
Different questions reflect evaluation of the new Cygnet course materials 

 

 Average rating on a 
scale of 0-10 (0=not at 
all/poor, 10=very 
much/excellent) 

How Relevant was the session to you? 8.6 

Were the session aims clear? 8.9 
How well did the session meet its aims? 8.4 

How was the knowledge of the trainer(s)? 8.7 

How clear was the delivery / presentation? 9.1 
How useful were the handouts and training materials / resources? 8.8 
How well did the trainer(s) handle any equality and diversity issues? 9.4 

 
 
 
 
 
 

5. What is the longer-term impact of the programme? 



 

 

In 2019 Year 1 students from the Bristol Educational Psychology Doctorate course were 

commissioned to undertake a small scale research project to explore parental perceptions 

and impact of the Cygnet course.  Three parents were interviewed and a thematic analysis 

was undertaken to identify central themes in relation to the research brief.  Parental 

experiences of the course compliment questionnaire data and are therefore robust evidence 

of the overwhelmingly positive experiences of parents.  

The five themes identified in the research are outlined below: 

Theme 1 –Understanding of the child’s behaviour 

The results of the research indicate that parents adapted their parenting style as a result of a 

greater understanding of their child’s behaviour.  There was a greater understanding of what 

was underlying behaviour and therefore different approaches were used to meet underlying 

needs.  This lead to more positive outcomes for the child.   

Parents also valued being provided with scripts and ways to help others understand their 

child.  In particular this involved helping siblings, wider family members and family friends to 

understand their child.  Some participants wondered about how the programme could be 

used to facilitate greater understanding in schools and the wider community.  

Theme 2 – Social Support  

Parental support was a strong theme throughout the data set and included the subthemes; 

building a support network, sharing experiences in the group and group atmosphere.  

Sharing experiences in the Cygnet training group was perceived by all three parents as a 

key strength of the programme. 

The researchers theorised that sharing experiences with other parents normalised parental 

experiences and lead to greater feelings of self-efficacy (the belief that we can achieve a 

particular goal) around parenting their child. 

Theme 3 – Practicalities of Attendance 

All participants commented that they found it difficult to accommodate the schedule of the 

course within the working week.  This impacted whether one or both parents could attend.  

One participant stated that their partner would have liked to attend but would not have been 

given time to do so during the working day. 

At the time of the research project, 10 sessions were offered to parents.  Participants shared 

that committing to attending 10 sessions had been difficult to manage with other home and 

work commitments.  

Theme 4 – Child and Parent Relationships  

As a result of participating in the programme parents identified feeling more confident in 

handling situations with their child that they used to find difficult; 

“Anytime we are getting towards the end of the school holidays or going back to that routine 

she will be escalating. But I know it’s coming, and I can handle it now. Whereas before I 

think I was always a bit on the back foot”. 

Improved relationships between parents and their children were found to have a positive 

impact on parenting style.  Parents felt that they were pre-empting and managing 

dysregulated behaviour more positively, resulting in better communication and calmer times 

together.     
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Theme 5 – Course Content and Delivery 

The research suggests that the facilitator role is crucial to parental engagement in the 

programme.  Facilitators were perceived to help foster a supportive environment which 

enabled parental sharing.  This in turn helped to normalise parental experiences and 

therefore support feelings of parental confidence and self-efficacy. 

One participant reflected that it would be helpful if one of the facilitator roles could be taken 

by a parent with an autistic children themselves.  It was felt this might support even greater 

parental engagement and the sharing of practical strategies and tools.  

Participants also shared that they would have valued opportunities for more individualised 

input from facilitators on how to manage specific situations. 

 

6. How are we continuing to develop the Cygnet offer? 

Feedback from evaluations and the findings of the research undertaken in 2019 highlight a 

number of further development points for the delivery of the Cygnet programme in Swindon.  

A number of these have already been acted upon: 

• In response to feedback about the practicalities of attending 10 sessions the Cygnet 
programme has now been reduced to 8 sessions. 

• In response to feedback about the facilitator role, the Educational Psychology Service are 
trialling co-delivery between an Educational Psychologist and trained and supported parent 
volunteer who has a child with a diagnosis of Autistic Spectrum Conditions.   
 

The feedback has also highlighted a number of further areas for potential development. 

• Feedback highlighted the need for greater flexibility and acknowledgment of the 
practicalities of attending parenting programs during office hours.  One way to achieve 
this might be to deliver an evening Cygnet course.   

• Participants within the research shared their belief that greater and more sustained 
change might be possible if others in the community could access the Cygnet programme.  
This included school staff, wider family members and friends.  This belief sits comfortably 
within psychological principles of how change happens.  Engaging with wider systems, for 
example, school systems, wider family systems and community systems contributes to a 
shared understanding of what might be underlying unexpected or difficult to manage 
behaviour.  Evidence from course evaluations and the research suggest that 
understanding behaviour had a lasting impact on parenting style and confidence.  It is 
therefore likely that this impact could be increased by greater knowledge and 
understanding within systems that families and their children reside.   

• Feedback from the research and evaluations suggest that there was sometimes a 
mismatch between parental expectations and the content of the Cygnet programme.  
Some parents desired individual consultations with an EP along with personalised 
interventions.  These desires may represent high levels of parental anxiety around 
capacity to support their child. Moving forwards consideration will need to be given to 
how to manage parental expectations.  The aims of the course may need further 
clarification in pre-course communication and during introductory sessions.        
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