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Thank you for your request for information. Please find below our response.
You clarified the following on 1st June 2026:
• High volume of concerns/complaints – There is no specific threshold. We are seeking to understand whether your service is receiving a significant or increasing number of concerns, complaints, enquiries, or challenges from families relating to waiting times, access to the service, or triage outcomes.
• External waiting list – Children and young people who have been referred to the Neurodevelopmental Service but have not yet had their first appointment or assessment. We are interested in understanding whether these children and young people are considered to be "within" your service, or whether responsibility for ongoing care remains with the referrer/GP until their first appointment.
• Listening call – A non-clinical discussion with a family to listen to and address concerns, provide information regarding the service and waiting times, explain processes or decisions, and signpost to appropriate support where required. We are interested in understanding whether your service offers such calls for children and young people who are awaiting their first appointment.

Request and response:
I am currently undertaking a piece of work within Children and Young People’s Neurodevelopmental Services to better understand how Health Boards across Wales are managing concerns and challenges relating to long waiting times for assessment and support.
We would be grateful if you could share any information, approaches, or processes your service currently has in place, particularly in relation to the following:

1. Whether your service is currently receiving a high volume of concerns/complaints linked to waiting times

Between1st June 2024 – 1st June 2026 the service received 32 formal concerns of which 27 related to waiting times.  During the same period, the service also received 20 enquiries via the Health Board’s Concerns Team or PALS (Patient Advice & Liaison Service) with 5 relating to waiting times.  In addition, the administration team manages a significant number of informal queries, concerns and complaints regarding waiting times on a daily basis.  These are generally resolved through local resolution and are therefore not formally recorded. 

2. Whether children and young people on external waiting lists are considered “not yet within the service”, with responsibility for care remaining with the GP/referrer until first appointment
Children and young people who have been referred to the Neurodevelopmental (ND) Service but have not yet attended their first appointment or assessment are not considered to be under the care of the ND Service.  The ND Service is an assessment-only service for Autism Spectrum (ASD) and Attention Deficit Hyperactivity Disorder (ADHD) and does not provide care or support for children and families.  Where families contact the service whilst waiting assessment and describe difficulties or unmet needs, the team will always signpost to relevant services and sources of support. 

3. Whether your service has a standard response/process for concerns relating to external waiting times
The service uses the standard NHS Wales “Listening to You” concerns process for managing concerns relating to waiting times (formerly Putting Things Right) for formal concerns.

4. How your service manages challenges or disputes regarding triage outcomes (e.g. declines)
We follow NICE guidance and provide a written response to triage. Referrals are declined for the following reasons;
i. The information is not suggestive of ASD or ADHD, consideration is given to whether the information is suggestive of another ND condition or impairment.  In such cases, the referrer and parent/carer are advised to seek further consideration through appropriate services.
ii. The information is inconsistent. DSM-5 (the Diagnostic and Statistical tool used by healthcare professionals in the diagnosis of Autism and ADHD) requires signs and symptoms in two or more important settings. Inconsistent reporting is when 
a. there is evidence in one setting and not the other, or 
b. when one setting reports signs and symptoms in some of their paperwork and not in others
iii. We need more information. 
iv. In addition to the written response, referrers can also contact us to book an advice session to discuss the referral face to face with a member of the ND team.  The service also offers Additional Learning Needs Coordinator (ALNCo) training and attend termly ALNCo training days to support schools to understand the referral pathway, which has contributed to a reduction in inappropriate referrals and declines.

5. Whether “listening calls” or similar supportive conversations are offered for families where the child/young person has not yet been seen by the service
The service offers listening calls if we are contacted by families that are on our waiting list and are experiencing difficulties.  

6. Which roles/teams within the service support the management of concerns, complaints, and/or listening calls
Formal concerns are supported through the Directorate Governance Team and service management structures.  Listening calls are predominantly carried out by the ND Service Manager.  The administration team manages the majority of the day-to-day concerns that are raised via routine telephone contact with the team.  Input is sought from clinical colleagues as and when required.    

The above questions are intended as a guide, however the wider aim is to understand whether services are experiencing increased levels of concern relating to waiting times, and what measures or processes have been implemented to support this.

Any information, examples, or insights you are able to share would be greatly appreciated and will help inform our ongoing review work.
Under the Freedom of Information Act, a request must seek recorded information held. The phrase above is an open-ended request for opinions, examples, experiences, approaches, or insights.  
The right of access created by the Freedom of Information Act only applies to recorded information, the Health Board is under no obligation to divulge its unrecorded thoughts or opinions which your question is referring to.  It is therefore not a valid request under FOIA.    


I hope this information is helpful. If you require anything further, please contact us at FOIA.Requests@wales.nhs.uk.
Under the terms of the Health Board’s Freedom of Information policy, individuals seeking access to recorded information held by the Health Board are entitled to request internal review of the handling of their requests. If you would like to complain about the Health Board’s handling of your request, please contact me directly at the address below or register your complaint via FOIA.Requests@wales.nhs.uk. 
If after Internal Review you remain dissatisfied you are also entitled to refer the matter to the information commissioner at the Information Commissioner’s Office (Wales), 2nd Floor, Churchill House, Churchill Way, Cardiff, CF10 2HH. Telephone Number: 0330 414 6421.  
Yours sincerely
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Hazel Lloyd
Director of Corporate Governance
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We welcome correspondence in Welsh or English. Welsh language correspondence will be replied to in Welsh, and this will not lead to a delay.
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