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Neurodevelopmental Disorders Service Position Statement 
Childrens & Young People Division

1. INTRODUCTION
The purpose of this paper is to provide an updated position statement of the Neurodevelopmental Disorder service. 

2. BACKGROUND
The Neurodevelopmental Disorders (NDD) Clinical lead and Divisional Manager have attended performance and finance commitment on a quarterly basis to provide position statement update on current waiting times and how to develop best practice within the service. The next update is due July 2023.

3. CURRENT POSITION 

Neurodevelopmental Disorders (ND) service (5 – 18 years) referrals
Demand continues to be higher than the available capacity. There has been a steady increase in referrals since the inception of the service in 2017, although no consistent performance data was captured until 2020. There is a continued need to increase the staffing establishment in order to close this gap, which in turn, will have a positive impact on reducing the waiting times.

Table 1 illustrates the referral data since 2017 and the number of first and second appointments delivered by the service: 

Table 1
	
	Referrals received
	Number of first appointments
	Second/next appointment

	2017
	276
	Not known

	2018
	1117
	Not known

	2019
	982
	Not known

	2020
	859
	416*
	1423

	2021
	880
	487*
	1931

	2022
	1144
	423*
	2122


*activity lower than job planned activity due to vacancies and sickness at varying times of year.

Whilst referral numbers received during 2020 and 2021 were lower than 2018 (possibly due to the pandemic although the service did not close), over the past year there has been a further rise in referrals. With current workforce establishment, the service has capacity to see up to 42 patients per month, with overall annual capacity of 504 first initial assessments slots against demand of 1144 in 2022, minus inappropriate referrals rejected (removals other than treatment) equals demand of 880 referrals,  with 65% of referrals ASD, 25% ADHD and 10% dual. Considering this against maximum capacity, the service has an annual capacity gap of 376 initial assessments plus current backlog outlined in table 3.

Table 2 shows the monthly referral rates vary significantly during the year. This is due to a variety of factors. Firstly, schools review progress at different times of the year, the reviews would lead to the decision to refer. The termly holidays also create peaks in referral rates, as teaching staff finalise referrals before their holidays. The largest spike is during the summer term, before the school’s six-week break. As a result, we are expecting our largest referral month imminently during July 2023. 



Table 2



Waiting times
There are 1112 patients waiting for ND service assessments as at 30/6/23, detailed in table 3 below. The longest waiting time is 28 months, with 96 waiting over 104 weeks. 

Table 3
	weeks wait group
	ADHD
	ASD
	Dual Diagnosis ADHD/ASD
	Grand Total

	<=11 weeks
	39
	93
	55
	187

	12-17 weeks
	16
	59
	14
	89

	18-25 weeks
	14
	42
	8
	64

	26-35 weeks
	13
	65
	13
	91

	36-51 weeks
	37
	118
	23
	178

	>51 weeks
	102
	318
	83
	503

	Grand Total
	221
	695
	196
	1112*


*124 patients will be transferred to CTMUHB as part of agreed service transfer on 1st August 2023. 

Since the service was established, the team has aimed to provide a robust and equitable service to children and Young People requiring an assessment of Autism Spectrum Disorder (ASD) and Attention Deficit Hyperactivity Disorder (ADHD) or both. Performance has been significantly impacted by the large demand on the service vs limited capacity.  The waiting times for the service continue to be unacceptable and unsustainable. The service have been exploring insourcing options as an alternative to reducing waiting times but this would require funding support.

To clear the backlog of patients waiting more than 26 weeks, manage demand and sustain the service, the total number of clinical hours has been calculated. Each case takes different lengths of time depending on the reason for referral. ASD cases take approximately 15 hours, ADHD cases take approximately 20 hours and DUAL cases take approximately 30 hours. It is important to note these assessment times, as this service is very different to general services where a 15 min Outpatient and follow-up may suffice to present a diagnosis.

The assessment time includes direct and indirect work but does not account for complications such as cases who are referred for ASD or ADHD but need a DUAL assessment; divorced parents who want separate appointments, safeguarding or other complications which must be managed and can add considerable time to a routine case capacity. All staff have 20% built into their work plan for supervision, MDT meeting and referral triage. The table below shows a typical distribution within the total number of 65% ASD referrals, 25% ADHD referrals and 10% DUAL referrals (both ASD and ADHD). Whilst this is not an exact distribution, it provides data to calculate capacity needed to meet demand.
The table below outlines the number of hours per staff group that has been calculated per pathway and which will be required to address backlog of children waiting which is a huge challenge due to availability of specialist workforce and funding. 
Table 4
	
	ASD
	ADHD 
	DUAL

	Initial appointment
	4 hours x Band 7
	4 hours Dr. 
	4 hours x Doctor

	Parent interview 3di
	2 hours x Band 7
	
	2 hours x Band 7

	Specialist SLT tests
	2 hours x Band 7
	2 hours B7
	2 hours Band 7

	Observation ADOS
	3 hours x 2 staff
Band 7 + 8a AP SLT
	

	3 hours x 2 Band 6 or 7 or Band 8B or Doctor

	MDT discussion
	30 mins
	30 mins
	30 mins

	Feedback
	2 hours
	During initial
	2 hours

	Medication obs
	
	30 mins weekly Band 6
	30 mins weekly Band 6

	Medication titration
	
	45 mins weekly
Dr. or 8a AP Nurse
	45 mins weekly 
Dr. or 8a AP Nurse

	Total hours
	15h
	20h
	30h




Welsh Government Funding - Quarter 4 2022/23 update
As noted earlier in the paper, the Welsh Government provided non-recurrent funding in support of services. Swansea Bay UHB allocation during December 2022 to March 2023 equals £182,000 non-recurrently. This funding is to support patients ranging from early years to adult services. The proposals approved were interim measures put in place during January, February and March 2023 to support children and families currently waiting to be assessed taking the opportunity to see an increased number of children through undertaking temporary additional clinical sessions.

The ND service 5 – 18 years provided one additional Consultant session per week, which has removed an additional six cases from the waiting list. Unfortunately, due to continued sickness and unexpected short notice resignation, our remaining Consultant capacity had to take over the duty of care for open cases mid-way through their assessment. This was on top of taking any new cases off the waiting list. 
The service has implemented a revised standard operating procedure to aid smooth transition of patients who would reach their 18th birthday whilst on the waiting list. This process agreed, with integrated autism service, has allowed a total of 24 patients to be transferred to IAS, who have been treated by Welsh Government interim funding. This is now embedded into routine operational processes.
The Early Years ND service provided additional Consultant sessions during Jan–March 2023 and undertook initial assessments for an additional 55 patients, which has made a significant impact on the waiting times. 
The Autism diagnostic observation schedule (ADOS), Brief observation of symptoms of autism (BOSA) and Griffiths 3 kits have been purchased which allows facilitation of multiple assessments at the same time. This has improved efficiencies within the service. 
Welsh Government funding 23/24 and 24/25
Towards the end of April 2023, the Welsh Government wrote to the Regional Partnership Boards to outline the bidding process for 2023/24 and 2024/25. Two categories of funding were outlined as part of our regional allocation for both children and adult services: 
· £182,840 - to be used to build on the improvements made in 2022/23 and to bring greater sustainability and capacity to existing neurodivergence services for children and adults. This funding is recurrent up to 31 March 2025, and Welsh Government have advised that this funding has been allocated with a view to securing longer term funding to deliver sustainable services. 

· £307,556 identified for service improvement as the Welsh Government recognise that there is still a great deal of work required to scope of neurodivergence service improvement, identifying best practice models and approaches, piloting and scaling up these approaches in order to develop a national model. This funding has only been confirmed for 23/24 to date. 

Whilst the Children and Young Peoples Division, Swansea Bay UHB submitted bids totalling £183,406 for EYND service and £162,016 for ND service – due to limited funding, this was reduced to a total of £153,485 for both services. This will allow the services to recruit to the following staff: 

· Clinical Psychologist for EYND service
· EYND MDT co-ordinator
· Advance Practitioner ND service 
· 5 Consultant sessions

In order to be as successful as possible and attract high calibre of staff, the Division will be seeking Health Board approval to appoint to these posts on a substantive basis, appreciating the low risk associated with this action.

The business case is outlined within the Health Boards recovery and sustainability plan and categorised as a Tier 1 priority. The ND team had completed a business case in readiness to implement the recommendations of the report with supported funded following the WG announcement that 12 million pounds was being allocated to improve capacity for neurodivergent persons across Wales. On this basis, a business case was compiled in readiness and seeks support and approval for the preferred option to fund £1,940,225 full year staff costs recurrently and approximately £271,000 capital costs non-recurrently, supporting the requirement to increase capacity to meet demand and clear current backlog. These actions and funding will provide sustainability to service, improving patient, family and staff experiences and outcomes. 

However, in view of the confirmation of non-recurrent and limited funding to date along with the cessation of the SLA with CTM UHB from 1st August 2023, there is an opportunity to create and release much needed capacity. The business case is being revisited with the Clinical team in order to describe a phased approach over the next 1 – 5 years, insourcing options will also be part of this review. Along with providing a quality service, the team aims to deliver 

· Phased plans to reduce the number of patients waiting at key milestones – reduce to 52 weeks, reduce to 36 weeks, reduce to 26 weeks.
· Explore funding source to provide Insourcing service at an estimated cost of up to £2,535 per diagnostic assessment pathway.

4. RISKS
The lack of service sustainability has been included on the risk register since October 2018, with a risk score of 16 for demand on the service and the limited capacity available.  The size of the team is small, highly specialist, and is therefore sensitive to normal periods of leave, which have a direct impact on performance. 

5. RECOMMENDATION

Please note the current Neurodevelopmental Disorders Service position.  
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