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SEND Toolkit Phase 4
Health Data: Waiting Times
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Purpose
We know that it is very important to have evidence of what children, young people, and their families are experiencing within the SEND Local Area system, and we know that having robust and accurate data and performance is essential for those systems to make sustainable improvements. Commentary on health waiting times is a feature in all the SENDAP inspections whatever the outcomes. This pack is intended for use by SEND Improvement Boards to support them to explore and challenge local systems in relation to the experiences children, young people, and their families have when waiting for local health services. 

1. 18 weeks waiting list standard
In England, under the NHS Constitution and the NHS operating framework, patients have the right to access certain services commissioned by NHS bodies within maximum waiting times, or for the NHS to take all reasonable steps to offer a range of suitable alternative providers if this is not possible. The maximum waiting time for non-urgent, consultant-led treatments is 18 weeks from the day the appointment is booked through the NHS e-Referral Service, or when the hospital or service receives the referral letter.

However, the right to an 18-week waiting time does not apply if:
· The patient chooses to wait longer.
· Delaying the start of the treatment is in the best clinical interests.
· It is clinically appropriate for the condition to be actively monitored in secondary care without clinical intervention or diagnostic procedures at that stage.
· The patient fails to attend appointments that have been chosen from a set of reasonable options.
· The treatment is no longer necessary.

Guide to NHS waiting times in England – NHS 

Referral to treatment consultant-led waiting times: rules suite (October 2022) - GOV.UK
Point of note: It is important to point out that the 18 weeks requirement is for ‘Consultant led services’ and does not relate to community Nursing services or services that are delivered by Allied Health Professionals such as Speech and Language Therapists, Physiotherapists, and Occupational Therapists. However, many ICBs may have adopted this across the country via their local community service specifications.
Commissioner Guidance 
NHS England guidance has been published to inform commissioners of their legal duties around waiting times, provide a brief overview of the maximum waiting times rights, and supply resources to support implementation. 
Maximum waiting times – guidance for commissioners.
Guidance for reviewing patient pathways over 18 weeks
This guidance, published by the Department of Health and Social Care, sets out the benefits of reviewing the pathways of patients who have waited longer than 18 weeks before starting their treatment. It also suggests methods for reviewing and reporting waits longer than 18 weeks to understand the causes and drive further improvements in patient experience.
Reviewing pathways over 18 weeks

2. NHS Waiting List Referral to Treatment Data
Referral to treatment (RTT) data
The monthly RTT data is published routinely each month. These statistics are used to inform debate, decision-making, and research both within government and by the 


wider community. The published data set includes data for all providers and commissioners and can be found here.
Consultant-led referral to treatment (RTT) waiting times

From April 2024, data from the Waiting List Minimum Dataset (WLMDS) was published alongside the monthly RTT data. This WLMDS release includes a national level timeseries (from September 2021), breakdowns by treatment function, and by provider for data for the last week in the preceding month for new, open, and 
completed RTT pathways. The % waiting for first attendance within 18 weeks is included in the national level timeseries from April 2023, when a field to collect first 
activity date was added to the collection and is broken down by treatment function and by provider for data for the last week in the preceding month. 

From July 2025, WLMDS data is published split by demographic categories. The data is broken down by age, sex, ethnicity, and deprivation (indices of multiple deprivation deciles). The data is management information and should be treated with caution, particularly at lower granularities where data quality may vary. Users of the data may wish to examine the figures alongside ONS population estimates to determine where variation is a result of population demographics.

Information from the WLMDS has previously been released on an ad hoc basis via the NHSE statistics pages as Supplementary Information.


	Metric/terminology 
	Definition

	Queue size
	How many patients are waiting for care at one time.

	Waiting time
	How long a patient waits before getting treated.

	Demand
	How many patients need care.

	Capacity
	The most patients the NHS can treat in a set time.

	Queueing theory
	A way to study and fix waiting lists using maths.









3. Children and young people Community Wait data
The Community Health Services (CHS) SitRep 

The CHS SitRep collects monthly data on waiting lists and waiting times for Children and Young People’s and Adult’s community health services. Providers submit aggregated information for service lines, irrespective of the number of ICBs or regions they provide services under. The SitRep includes a broad range of NHS commissioned community health services. CYP services in red apply to SEND. It may not cover all services in all systems. Data can be seen by provider and in region. NHS slides are created every month and are shared through NHS futures. 

Statistics » Community health services waiting lists

There are no metrics in the 2025/26 priorities and operational planning guidance focussed on this. 

	CYP Services included in community waits (RED – SEND)

· (CYP) Antenatal, new-born and children screening and immunisation services
· (CYP) Audiology 
· (CYP) Child health information service 
· (CYP) Community nursing services (planned care and rapid response teams)
· (CYP) Community paediatric service 
· (CYP) Looked after children teams 
· (CYP) New-born hearing screening 
· (CYP) Nursing and Therapy teams support for long term conditions
· (CYP) Rapid Response teams support for long term conditions
· (CYP) Safeguarding 
· (CYP) Therapy interventions: Dietetics 
· (CYP) Therapy interventions: Occupational therapy 
· (CYP) Therapy interventions: Orthotics 
· (CYP) Therapy interventions: Physiotherapy 
· (CYP) Therapy interventions: Speech and language 
· (CYP) Vision screening 
· (CYP) Wheelchair, orthotics, prosthetics and equipment 





	Data breakdown for community waiting lists

Total number of patients on the waiting list broken down as below:
· Number waiting 0-1 week (0-7 days)
· Number waiting 1-2 weeks (8-14 days)
· Number waiting 2-4 weeks (15-28 days)
· Number waiting 4-12 weeks (29-84)
· Number waiting 12-18 weeks (85-126 days)
· Number waiting 18-52 weeks (127-364 days)
· Number waiting 52-104 weeks (365-728 days)
· Number waiting over 104 weeks (over 2 years)

Data are shown at national, regional, system, and provider level.




4. Waiting times for Autism Diagnosis
This is a series of publications documenting the experience of waiting times within autistic spectrum disorder (ASD) diagnostic pathways. These statistics present a 
group of measures on waiting times for autism spectrum disorder diagnostic pathways, based on the time between a referral for suspected autism and the first care contact associated with that referral.

There are also multiple breakdowns based on the progression and outcomes of those referrals.

Each of these measures contributes to an overall picture of waiting times for diagnostic pathways. The approach is outlined in the methodology section of this publication.

Autism assessments for children and adolescents happen in two types of NHS service, child and adolescent mental health (CAMH) services and community paediatric services which undertake neurodevelopmental assessment. Activity in CAMH services is reported alongside adult mental healthcare activity in the Mental Health Services Dataset (MHSDS) and is included in this report. Activity in community paediatric services is reported through the Community Services Dataset (CSDS). Currently autism assessments are not clearly identifiable in CSDS and so cannot be included. 

The NHS are exploring developments in the identification of this activity in the Community Services Data Set (CSDS) with the intention of including this activity in future reports.

Autism Waiting Time Statistics - NHS England Digital
A national framework to deliver improved outcomes in all-age autism assessment pathways: guidance for integrated care boards

This national framework sets out the principles that should underpin the planning, design and delivery of an autism assessment pathway that works for everyone irrespective of where they live, their background, age, ethnicity, sex, gender, sexuality, disability, or health conditions.

NHS England » A national framework to deliver improved outcomes in all-age autism assessment pathways: guidance for integrated care boards

5. Children and young people Mental Health waits
Mental Health Services Monthly Statistics                                                                            This publication series provides the timeliest picture available of people using NHS funded secondary mental health, learning disabilities and autism services in England excluding those who are solely in contact with Talking Therapies. This information will be of use to people needing access to information quickly for operational decision making and other purposes. The folder called Referral Spells includes data on referral and waiting data.
Mental Health Services Monthly Statistics - NHS England Digital

Mental Health Publication consultation
As part of ongoing work to review current reporting via the Mental Health Services Monthly Statistics and the annual Mental Health Bulletin publication series, a number of potential changes have been identified. The overarching objective of this review is to streamline and consolidate MHSDS metrics, publications and dashboards. In doing so, we are aiming to strike the right balance between the views and needs of users of the data and the business requirement to move to a more sustainable publication schedule that matches our analytical capacity, while providing key information covered by the Bulletin, such as equality, in a form and frequency that better meets the needs of the system. The consultation on the future of the monthly statistics publication can be found here: https://forms.office.com/e/YW4Q9ka8q9 


6. 0-19 Services

The 0 to 5 years element of the healthy child programme is led by health visiting services and the 5 to 19 element is led by school nursing services. Together they provide place-based services and work in partnership with education and other 

providers where needed. Data is submitted via local authorities as these services are commissioned via local authority Public Health services.

Health Visitor Service Delivery Data
The information within this publication has been obtained via Office of Health Improvement and Disparities interim reporting system for children's public health 0 to 5 years to collect health visiting activity and related outcomes at a local authority resident level. 

The Health Visiting Service leads on the delivery of the Healthy Child Programme (HCP), which was set up to improve the health and wellbeing of children aged 0 to 5 years. This is done through health and development reviews, health promotion, parenting support and screening and immunisation programmes. The Health Visiting Service consists of specialist community public health nurses and teams who provide expert information, assessments and interventions for babies, children and families including first time mothers and fathers with complex needs.

The following indicators have been updated with England, regional and upper tier local authority data:

· Coverage of new birth visits by a health visitor within 14 days
· Coverage of new birth visits by a health visitor after 14 days
· Coverage of new birth visits by a health visitor within and after 14 days
· Coverage of 6 to 8 week health visitor reviews
· Coverage of 12-month health visitor reviews by 12 months
· Coverage of 12-month health visitor reviews by 15 months
· Coverage of 2 to 2 and a half year health visitor reviews 
· Percentage of 2 to 2 and a half year reviews with a completed Ages and Stages Questionnaire 3 (ASQ-3)

Health visitor service delivery: data for 2024 to 2025 - GOV.UK

Fingertips is a large public health data collection published by DHSC and is organised into themed profiles relating to Child and Maternal Health Data:
Child and Maternal Health - Data | Fingertips | Department of Health and Social Care

School Nursing Service Data
The experimental statistics below are the most up to date.
School nursing activity and referrals in 2019 to 2020 - GOV.UK




7.  NICE guidance
Autism spectrum disorder in under 19s: recognition, referral and diagnosis 
1.5.1 Start the autism diagnostic assessment within 3 months of the referral to the autism team. [2011]
Overview | Autism spectrum disorder in under 19s: recognition, referral and diagnosis | Guidance | NICE

Autism Quality Standard 2014
Statement 1 People with possible autism who are referred to an autism team for a diagnostic assessment have the diagnostic assessment started within 3 months of their referral. 
Quality statement 2: Assessment and diagnosis | Autism | Quality standards | NICE

Other relevant NICE guidance

Autism spectrum disorder in under 19s: support and management https://www.nice.org.uk/guidance/cg170
Autism spectrum disorder in adults: diagnosis and management https://www.nice.org.uk/guidance/cg142
Overview | Disabled children and young people up to 25 with severe complex needs: integrated service delivery and organisation across health, social care and education | Guidance | NICE 
Overview | Transition from children’s to adults’ services for young people using health or social care services | Guidance | NICE

Overview | Babies, children and young people's experience of healthcare | Guidance | NICE

8. Good practice 
West London 
Following their Care Quality Commission (CQC) inspection in 2020, the inspection report identified long Neurodevelopmental Disorder (NDD) diagnostic waiting times within Ealing, Hounslow, and Hammersmith and Fulham Child and Adolescent Mental Health Services (CAMHS), with some families waiting up to three years to access an NDD assessment. The ‘Contact Helping Hand Project’ was funded for Contact Ealing to provide universal early intervention support to parents of children aged 0-18 years on the waiting list for a NDD assessment in Ealing, Hounslow, and 

Hammersmith and Fulham to ensure parents had access to the best support possible during that time. Through a combination of online group sessions and individual support sessions the project has empowered parents to better support their children whilst they await diagnosis.

Supporting parents of children waiting for a neurodevelopmental assessment in West London - What Works in SEND

Buckinghamshire

Since 2022, the Parent Carer Forum (PCF) for Buckinghamshire has been working with the local authority to strengthen pre-diagnostic neurodevelopmental disorder (NDD) support pathways by engaging the voluntary and community sector (VCS) and co-designing support with parents. The existing offer of pre-diagnostic NDD support (for ASD and ADHD) for families in Buckinghamshire was deemed to be insufficient at the time, with diagnoses of ASD rising rapidly in Buckinghamshire. Building on existing efforts on the part of the LA, PCF and VCS to work more collaboratively, the local ICB and NHS Foundation Trust played an integral role in mapping existing provision, identifying parents’ and carers’ priority support needs, and providing funding for an initial pre-diagnostic NDD pilot offer developed by the local VCS. Local VCS organisations are now delivering neurodiversity assessments, regular information and guidance programmes for parents and carers, and support for practitioners in settings working with young people with NDD. An online support platform for families on the waiting list for diagnosis has been available since December 2024. The work has enabled a shift from diagnosis-led support to earlier capacity-building.

Parent’s Portal by Autism Early Support Home | AES Portal

Working with the voluntary and community sector to strengthen the NDD pre-diagnostic support offer in Buckinghamshire - What Works in SEND


Speech and Language Therapy

Use of a Risk Management Matrix at Blackpool Teaching Hospitals to identify children with the highest risk. The risk matrix score can be used to prioritise those 
patients with the highest need for intervention. The team’s phonology pathway has evolved recently and those children with an RM score of 12 or 16 and presenting with a significant speech disorder are able to access the newly established schools’ speech service as an alternative to our usual clinic phonology provision. This new pathway has been established out of current clinical staffing levels and without any additional funding being available. The risk matrix has helped the speech and 

language therapy team to review the phonology caseload and ensure that those children with the highest need receive a service in school on an ongoing basis. In turn this has helped reduce the wait time for initial assessment and therapy within community clinics, because those with the highest level of need are seen on a specialist pathway via school visits rather than in clinic

Cambridge Community Services (CCS) NHS Trust use of an open referral process where a parent can request support. The parent and child are offered a short video appointment with a therapist. This appointment is used to hear the parental concerns, assess communication, give advice/signposting, confirm if further assessment is needed or decide the intervention required. 

Using the Balanced System, Kent and Medway have provided quicker access to advice and suitable activities to support speech, language and communication as well as access more detailed support where needed.

HRG Care group working in North Essex have redesigned services to ensure the preschool population has access to weekly drop-in sessions delivered alongside already established stay and play sessions. This is delivered in line with The Balanced System principle (place-based, easy-access services) and framework (with wider system partners). Health visitors refer children to the drop-in session. Parents 
who can't bring their children can still access speech and language assessment and support via an initial telephone call initiated by the service. 

Homerton Healthcare NHS Foundation Trust have developed an online platform that provides instant access to screeners from age two through post-16, automatically generated targets, resources, video-modelling and built-in impact measures. Verbo aims to upskill education professionals and complement existing speech and language therapy services. Currently used within Hackney and over 1000 settings nationally, Verbo enables educators to provide early identification and intervention, focusing on universal and targeted evidence-based support.           Verbo - Online Toolkit Enhancing Speech and Language Support in Education - NHS Innovation Accelerator

Published by the Royal College of Speech and Language Therapy where further examples can be found:
Appendix-2-How-services-are-tackling-waiting-times-in-CYP-services.pdf


9. Reference to NHS waiting times within the 10-year Health Plan for England

The future of hospital care: 
“Our shift from hospital to community is not just about what we do in neighbourhoods, it is also about the future of hospitals. As outlined in our Plan for Change, restoring the NHS’ constitutional standard of 92% of patients beginning treatment within 18 weeks of referral is a first-order priority for this government. Over the lifetime of this Plan, we will reduce waiting times further still and as digital access becomes the norm many patients will get instant access to a clinician, removing the need to wait for advice or care" p. 40.
Fit for the future: 10 Year Health Plan for England
Note: this is not necessarily community services waits the focus is on elective care.
10. Getting It Right First Time
Whilst not directly related to waiting list standards and support for CYP while waiting for health services, the Getting It Right First Time (GIRFT) programme is a national NHS England programme designed to improve treatment and care by reviewing health services in England. It undertakes clinically led reviews of specialties, combining wide-ranging data analysis with the input and professional knowledge of senior clinicians to examine how things are currently being done and how they could be improved.
By tackling variations in the way services are delivered across the NHS, and by sharing best practice between trusts, GIRFT identifies changes that will help improve care and patient outcomes, as well as delivering efficiencies, such as the reduction of unnecessary procedures, and cost savings.
The GIRFT methodology has been applied across more than 40 surgical and medical specialties and cross-cutting themes including diagnostics, day case surgery, outpatient services and clinical coding.
The programme takes a detailed look at individual specialties’ performance based on a number of metrics including mortality rates, length of stay, post-surgical infection rates and hospital re-admission rates.
Providing benchmarking data and sharing best practice has helped trusts to review their practices and reduce unwarranted variation which in turn delivers efficiencies and unlocks savings.



The model consists of five key strands:
1. A broad data gathering and analysis exercise, performed by health data analysts, which generates a detailed picture of current national practice, outcomes and other related factors.
2. Direct clinical engagement via visits or virtual meetings between clinical specialists and individual hospital trusts, which are based on the data, providing an unprecedented opportunity to examine individual trust, behaviour, and performance in the relevant area of practice, in the context of the national picture. This then enables the trust to understand where it is performing well and what it could do better – drawing on the input of senior clinicians.
3. A national report, that draws on both the data analysis and the discussions with the hospital trusts to identify opportunities  for improvement across the relevant services; 
4. An implementation phase where the GIRFT team supports trusts, commissioners, and integrated care systems to deliver the improvements recommended. 
5. Best practice guidance and support for standardised/integrated patient pathways and elective recovery work in ‘high volume/ low complexity’ specialties.
Getting It Right First Time – GIRFT
Reports relating to CYP:
Diabetes: Children and Young Adults (CYA) - Getting It Right First Time – GIRFT
Mental health - children and young people’s services - Getting It Right First Time – GIRFT
Children and Young People (CYP) portfolio - Getting It Right First Time - GIRFT

Acknowledgements 
We are very grateful to colleagues with the Health system who have given so much time and guidance and have enabled this toolkit to be developed.


2

image1.png
<l COUNCIL
7 FOR DISABLED
CHILDREN




image2.png
<! COUNCIL
/" FOR DISABLED
CHILDREN




image3.png
Local
Government

Association




