Co-production session: waiting-list communication, support and next steps
Summary
Parents welcomed the greater openness about waiting times, but felt that stating only a “longest wait” is not enough. It can feel vague, quickly become out of date and does not help families understand what the information means for their own child.
Families want clear, honest and regularly refreshed context about the waiting list, without being given an individual queue position that can change for reasons outside their control. Information should help parents understand both the likely timescale and why waiting times change, while also reassuring them that their child has not been lost in the system.
Communication must be short, accessible and available in more than one format. Families are often overwhelmed at referral or diagnosis, so support information needs to be prominent, practical and repeated at appropriate points rather than buried in lengthy letters or webpages.
Parents also stressed that waiting-list support is not only about updates. Children and young people need meaningful help while waiting, particularly where there are barriers to school attendance, upcoming transitions, or a risk of ageing out of a children’s pathway before being seen.
Key actions
1. Improve transparency about waiting times
Develop a self-service waiting-list webpage that is clearly dated and updated regularly. It should include:
· the current longest wait and average wait
· the month and year of referrals currently being seen
· how many children and young people are currently waiting to be seen
· how many children and young people have been seen in the previous three months
· where possible, average throughput over recent months
· a clear “last updated on [DATE]” statement
· an explanation that waiting times can change due to triage, clinician availability, urgent safeguarding concerns, appointment availability and other service pressures.
Explore whether a red, amber and green overview could provide additional useful context. This would need to explain clearly what each category means, how many children are within each group, and the average wait for each, without creating false expectations or implying a clinical urgency system where this is not appropriate.
Avoid individual queue positions unless they can be presented meaningfully and reliably. A number alone can be distressing and misleading when lists change because of triage, urgent cases or capacity changes.
2. Give a clear explanation of why waits are long
Replace generic wording such as “high demand” with a clear, concise and locally accurate explanation of the pressures affecting the service.
This should explain, where applicable:
· unprecedented demand for neurodevelopmental assessment
· national shortages of appropriately qualified clinicians and specialist professionals
· the time and complexity involved in good-quality assessment
· the impact of recruitment, retention, sickness, clinic space and capacity
· the need to prioritise urgent safeguarding or clinical concerns.
The tone should be honest and respectful. Families do not need excuses, but they do need a credible explanation of the context and what is being done to improve it.
3. Provide reliable individual reassurance
Alongside the self-service webpage, introduce a short three-monthly text confirming that the individual child remains on the waiting list.
The message should be brief and practical, for example:
“Your child remains on the Community Paediatrics waiting list. For current waiting-list information and support while waiting, visit [link]. You can also contact Pinpoint Family Voice for local parent support and updates.”
Do not make promises about update frequency unless the service can consistently maintain them. It is better to offer a reliable three-monthly update than to promise more frequent contact which later stops.
Explore whether these updates can also be delivered through:
· email
· the NHS App or GP record, where technically possible
· a secure alternative route for families whose contact details change.
4. Make support information prominent and understandable
Move local support information to the top of all webpages, texts, emails and letters, rather than placing it at the end of lengthy information.
Do not simply say “Parent Carer Forum” or “Pinpoint” without explanation. State clearly what support is available and why it may help, for example:
“Pinpoint Family Voice is Cambridgeshire’s parent carer forum. It offers free information, parent support, training, events and opportunities to share feedback about local SEND services.”
Include links to relevant local support, including Pinpoint Family Voice, Little Miracles, NESI and other appropriate services.
Ensure support is signposted:
· at referral acceptance
· during the wait
· at assessment
· after diagnosis
· when needs change or family circumstances become more difficult.
5. Develop accessible video information
Create short video clips, supported by written information, explaining:
· what happens after a referral is accepted
· how triage works
· why waiting times can change
· what the waiting-list information means
· how families can access support while waiting
· what the assessment process looks like
· what happens after diagnosis, including report timescales and available support.
Make these accessible in different formats and languages, including BSL. Consider subtitles, translated versions, easy-read formats and short clips which can be watched individually rather than one long video.
6. Clarify post-diagnosis timescales and support
Give families clear information about what happens after assessment, including:
· expected timescale for receiving the written report
· what information or support will be provided after diagnosis
· who to contact if the report is delayed
· what support can be accessed regardless of diagnosis.
Develop post-diagnosis videos and webpages alongside the waiting-list resources, ensuring that local support and parent-carer information is prominent rather than hidden at the bottom of a long page.
7. Protect children at key transition points
Review triage arrangements for children and young people approaching major transitions, including:
· primary to secondary school
· children’s to adult services.
Where a child is approaching transition, consider whether they should be prioritised so they can be seen while still on the appropriate pathway, rather than becoming too old for the service and having to begin again elsewhere.
Put clear safeguards in place so no child is lost between children’s and adult pathways.
8. Expand practical support while families wait
Build on the positive feedback about community appointment days by developing more local events across Cambridgeshire.
These should bring together health, education, local support organisations, parent-carer groups and practical services so families can access support before diagnosis without needing to know where to look.
Explore a specialist teacher or advisory role to support children and young people experiencing barriers to school attendance while on a neurodevelopmental pathway. This role should help schools understand needs, reduce inappropriate pressure on families and support earlier, practical intervention.
Overall principle
The aim should be to give families information they can trust, reassurance that their child has not been forgotten, and practical support now — not only once an assessment or diagnosis has taken place.
Actions table
	Priority
	Action
	What needs to happen
	Proposed lead(s)
	Suggested phase

	1
	Agree the waiting-list information to publish
	Confirm a standard set of data: current longest wait; average wait; month/year of referrals currently being seen; number waiting to be seen; and number seen in the previous three months. Agree what can be shared safely and how it will be calculated.
	Community Paediatrics service leads; data/operations team
	Immediate

	2
	Set a realistic update standard
	Agree how often the public information will be refreshed and who is responsible. Do not promise monthly, three-monthly or other updates unless this can be delivered consistently. Every page should state: “Last updated: [DATE]”.
	Community Paediatrics; communications/digital
	Immediate

	3
	Develop a self-service waiting-list webpage
	Create one clear page where families can check the agreed information themselves, rather than needing to phone the service. Include waiting-list context, what the figures mean, why they can change, and what families can do while waiting.
	Community Paediatrics; NHS communications/digital
	Short term

	4
	Consider a red/amber/green overview
	Explore whether a red/amber/green format would be clinically appropriate and understandable. If used, show how many children are in each group and the average wait for that group, with a plain-English explanation of what each category means.
	Clinical/service leads; parent representatives
	Design and test before rollout

	5
	Improve explanations of long waits
	Replace generic wording such as “high demand” with clear, concise information about unprecedented demand, national shortages of qualified professionals, recruitment and retention challenges, assessment complexity, clinic capacity and urgent safeguarding/clinical prioritisation. Explain what the service is doing to improve waits.
	Community Paediatrics; communications
	Short term

	6
	Introduce a brief individual three-monthly text
	Send a short reassurance text confirming that the individual child remains on the waiting list. Do not provide an individual queue number. Include a link to current information and support. Example: “Your child remains on the Community Paediatrics waiting list. For current information and support while waiting, visit [link]. Pinpoint Family Voice can also offer local parent support and updates.”
	Community Paediatrics; digital/administration team
	Pilot

	7
	Explore additional update channels
	Assess whether the same information can also be sent by email and, where technically possible, be visible through the NHS App or linked GP record. Ensure there is a process for keeping contact details up to date.
	Digital team; Community Paediatrics; GP/NHS App partners
	Feasibility work

	8
	Make support information prominent
	Put local support at the top of webpages, texts, emails and letters. Do not simply use terms such as “parent carer forum” without explaining what this means and how it may help. Clearly signpost Pinpoint Family Voice, Little Miracles, NESI and other relevant local support.
	Community Paediatrics; Pinpoint Family Voice; communications
	Immediate

	9
	Improve referral and waiting-list messages
	Keep letters, texts and emails short, separated into manageable sections and action-focused. Avoid overwhelming families with long lists of information at the point of referral. Repeat key support messages at different stages rather than relying on one leaflet or one email.
	Community Paediatrics; communications
	Short term

	10
	Create accessible video information
	Develop short clips explaining: referral acceptance; triage; what waiting-list figures mean; why waits are long; how to access support while waiting; what assessment looks like; and what happens after diagnosis. Provide subtitles, translated versions, BSL and other accessible formats where possible.
	Community Paediatrics; communications/digital; Pinpoint Family Voice; clinical contributors
	Medium term

	11
	Clarify post-diagnosis timescales
	Publish and communicate expected timescales for reports following assessment, what families should expect next, who to contact if a report is delayed, and what support is available regardless of diagnosis. Include this in post-diagnosis webpages, letters and videos.
	Community Paediatrics; clinical leads
	Short term

	12
	Strengthen transition arrangements
	Review triage for children approaching primary-to-secondary transition and for young people nearing transfer from children’s to adult services. Put safeguards in place so children are seen, where possible, while still on the relevant pathway and are not lost or forced to restart a long wait.
	Children’s and adult service leads; transition leads
	Service review

	13
	Expand community appointment days
	Build on positive feedback by developing more local community appointment days across Cambridgeshire. Bring together health, education, local support organisations, parent groups and practical advice before diagnosis.
	Integrated neighbourhood teams; Community Paediatrics; Pinpoint Family Voice; local partners
	Medium term

	14
	Explore specialist education support for children with attendance barriers
	Investigate a specialist teacher or advisory role for children on neurodevelopmental pathways who are struggling with barriers to school attendance. The role should help schools understand needs, prevent inappropriate pressure on families and support earlier intervention.
	Health; local authority education/SEND; school inclusion leads
	Feasibility work

	15
	Co-produce, test and review
	Share draft webpages, text messages, letters and video scripts with parent carers before launch. Pilot changes, gather feedback on clarity and usefulness, and review whether families are able to access information without needing to phone the service.
	Community Paediatrics; Pinpoint Family Voice; parent representatives
	Ongoing


Overall outcome sought
Families should be able to quickly understand: where the service is up to; whether their child is still on the list; why waits are long; what happens next; and where they can get practical support now.
