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Health Overview and Scrutiny Panel - Report for 14" July 2022

The commissioners have provided the following information: -

Children’s neurodevelopmental disorders — waiting times for assessment and diagnosis.

Presented by:

Rebecca Hulme — Associate Director for Children, Young People and Maternity Services -
Norfolk and Waveney Integrated Care Board (ICB)

Clare Angell — Deputy Head of Children, Young People and Maternity (CYPM) Services —
Norfolk and Waveney Integrated Care Board

Dr Richard Allen — Designated Doctor for Safeguarding - Norfolk and Waveney Integrated
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Norfolk Community Health and Care Trust (NCHC)

Mark Walker - Operations Director - Specialist, System Operations and Children’s Services
(SSOCS) - NCHC

Jo Scott — Matron, Community Paediatrics Services, CYP Services, James Paget University
Hospital Trust (JPUH)

The purpose of this paper is to.

1. Provide an updated detailed overview of current waiting times for providers in Norfolk
and Waveney and benchmarking against other service regionally and/or nationally

2. Clarify demand and capacity in the services and any consequent funding gaps

3. ldentify opportunities to improve processes within the pathways (potentially by sharing
good practice)

4. Set out the top priorities for action in the short to medium term

5. Any other relevant information from the CCG and service providers.

Author/s:

Clare Angell

Amie Swithenbank
Joanne Scott

Introduction

This report follows a previous one submitted in July 2021 regarding pathway waits across Norfolk
and Waveney and work underway to improve these. Both core providers are working closely with
commissioning representatives from the Integrated Care Board and continue to implement
innovative changes to improve the experiences for children, young people, and families. There
remains more to do, in response to worsening mental health during the pandemic, reduced
resilience in families and pressures across the children’s workforce. The backlogs generated
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and/or exacerbated during 2020 and 2021 continue to disadvantage neuro developmental
assessment teams to meet the current demand as is seen across all elective waits within the
system.

Since last year, monthly referrals for assessments have steadily increased in number. Aside from
term start and end peak activity, there is an overall an increasing trend in referrals for most of
Norfolk and Waveney. For Norfolk Community Health and Care Trust (NCHC), the number of
referrals received and accepted is increasing with a monthly average of 119 during 2021/22.
James Paget University Hospital observed a fall in monthly referrals, more in line with pre-
pandemic levels. The peak in activity for March 2022 is likely due to Autism Awareness week and
Neurodiversity celebration week.

Detailed descriptions of assessment pathways are included in Appendix one: Health Overview and
Scrutiny Panel - Report for 15th July 2021

1.1 Overview of any changes to waiting times since July 2021
James Paget Hospital — Newberry centre

e Average waits to first assessment are 52 weeks — an increase since 2021
e Average waits from assessment to discharge have increased by 52 weeks from 26.5 to 82.7
e Maximum waits to discharge have increased by 42 weeks from 87.6 to 130.2

Norfolk Community Health & Care Trust

Average waits to first assessment are 42 weeks — no change since 2021

Average waits from assessment to discharge have increased by 15 weeks from 84 to 98
Maximum waits to discharge have increased by 8 weeks from 144 to 152

Incomplete waits to assessment, between 10 and 52 weeks, have decreased since this time
last year

During 2021/22, a set of locally defined performance indicators was agreed with JPUH. These will
be manually collated and shared automatically to the ICB on a monthly basis. While work continues
to refine this process, this is a significant and positive change from last year.

Table 1. Local list of indicators agreed

Metric agreed

Total number on waiting list

Total number discharged with no diagnosis

Total number diagnosed (using ICD10 codes F900 ADHD F840 ASD)
Wait for 15 assessment in pathway

Average wait from referral to pathway to discharge

Number waiting for each assessment

There has been no change to the existing contracts.

Overleaf are graphs, enlarged for ease of understanding, showing the overview of current waiting
times for providers.



Vi

1.2 Demand for assessments (accepted referrals only) with a trend line based on a 3-month rolling average

James Paget University Hospital - Newberry
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Business Intelligence analysis: 2021/22 demand showed a decrease of 40.2% on 20/21 levels and a decrease of 52.0% on 19/20 (i.e., pre-pandemic)
levels.

Total referrals for 2019/20 = 535, 2020/21 = 430, 2021/22 = 257

Due to a change in Paediatric Consultant, the number of available triage clinics per week reduced from nine to three. The triage outcome
determines the level of demand for neurodevelopmental assessments. As the numbers being triaged have reduced, it suggests the demand is
decreasing. This is not the case. Increased waits reflect the reduction in clinics and impact of the pandemic.
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Norfolk Community Health and Care
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Graphs 3 & 4. Incomplete Waits — Waiting for Assessment as at end of March ’20, March ’21 and March ‘22
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Weeks Waited
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1.3 Benchmarking of performance

National autism data is available via the Mental Health Services Dataset (MHSDS) but the quality
and accuracy are unreliable. It is managed by NHS Digital with the aim of benchmarking
provider performance across England. MHSDS is a patient level, output based, data set and
people who receive autism spectrum disorder services or who are thought to have an autism
spectrum disorder or other neurodevelopmental conditions are within the scope of the MHSDS.

From 1 April 2018 providers of mental health, learning disabilities and autism spectrum disorder
services were expected to start submitting data related to autism patients.

These statistics are classified as ‘experimental’ and should be used with caution. Experimental
statistics are new official statistics undergoing evaluation. They are published to involve users
and stakeholders in their development and to build in quality at an early stage. Changes to
reporting have been made year on year with little impact. Current data reflects performance in
Q3 2020/21.

Most referrals and assessments for autism are undertaken in child development services e.g.,
community paediatrics. These services were out of scope of the dataset and therefore not
included in the statistics available. Work to improve this nationally is ongoing.

Latest Department of Health and Social Care figures show that only one in seven people with
suspected autism receives any care contact within 13 weeks of referral — with many waiting up to
two years to be assessed.

For the report, the ICB CYPM team contacted commissioning representatives across the region.
From this contact, it was established that performance indicators across the footprint differ, and
in some areas, such as Hertfordshire, pathway waits from referral to discharge are unknown.

In Cambridgeshire and Peterborough, waits for assessments can be between three and five
years.

In Suffolk, 39% of children are seen within 18 weeks. Average waits to discharge are likely to be
in line with Norfolk and Waveney.

a) Number and percentage of children and yvoung people seen within 16 39
weeks by Integrated Community Paediatric 59"1::95. [lpswich E&W Suffolk] Jan 2022
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2.0 Demand and capacity and funding gaps:

Due to additional investment over the last twelve months enabling recruitment to assessment
teams, more time is required to determine if the additional capacity can meet ongoing and future
demand. While there has been positive progress on wait to first assessment for NCHC, the overall
open caseload has observed a significant increase.

2.1 Recurrent Investment for Neuro developmental services

In September 2021, the CYPM team successfully secured £375k in additional recurrent funding for
Norfolk Community Health and Care Trust. This has permitted the trust to recruit additional
clinicians to support the assessment of children on the pathway.

Transforming Care funding created a role to scope the design of a pathway for children with
Avoidant Restrictive Food Intake Disorders (ARFID). We look forward to testing the lessons learnt.

This was further supported by a successful three-year funding bid of £1.6m to create and expand
a keyworker team whose role is to assist families in navigating the health and care system where
a child with a learning disability and/or autism is at risk of an inpatient admission.

We are also very proud to have been selected to be a nationally funded Integration Test Site for
an NHS programme, implementing recommendations following a review into occupational therapy
services. Key aspects of the four-year programme include delivering sensory support for children
who are neuro diverse and upskilling families and professionals (particularly schools) to support
children with sensory needs.

2.2 Non-recurrent investment for neuro developmental services

The report last year referenced opportunities to apply for funding through the government spending
review. Through various expressions of interest, Norfolk and Waveney received £219k to
implement new care models. This enabled NCHC to implement a proof of concept sub team model,
detailed in section 3, and funding for the Sunbeams charity to provide creative alternative therapies
to improve mental health and for a project lead to review our mental health response within
neurodiversity services.

2022/23 includes additional funding of £39k for post diagnostic support and £36k to support training
in schools. A dedicated working group of SENCOs will support the ICB CYPM team and Norfolk
County Council to design an accessible training programme.

3.0 Opportunities to improve processes
Norfolk Community Health and Care:

A sub team pilot was operational from 2021 for twelve months with continual points for review and
change for improvement.
Key improvements include:

e Improved staff morale to support recruitment and retention. This is a direct result of improved
opportunities for holistic assessment and multi-disciplinary team (MDT) working.

e Children not “bouncing around the service” — once a child is picked up by the sub team they
are actively in assessment until conclusion of the process, and they are discharged. Previous
working models meant that they were held on various waiting lists for various assessments.
Assessments would be undertaken and then the individual would be subject to long waiting
times between steps, causing frustration for families.

e Unnecessary delays and appointments are avoided as the time frame is smaller.
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e Improved experience for CYP and their families as the key clinician follows the assessment
journey and provides increased communication throughout the pathway.
e Improved safety netting processes.

In 2020, NCHC implemented the use of a QB test. The QB test is a diagnostic screening tool which
provides objective information to aid assessments for ADHD. Using age and gender matched
comparisons, the test assesses the child’s ability to concentrate, their movement and impulsivity.
Following a successful trial, additional QB equipment has been purchased so that efficiency can
be maximised across the county and all new starters have been trained in the use of QB.

Licences have been funded for online questionnaires to improve turnaround time for returns. This
will alleviate delays where questionnaires are not returned in a timely way. Additional assessment
tools such as Wechsler Intelligence Scale for Children WISC have also been purchased to
increase the number of children who can be assessed.

In 2018/19, a pilot triage scheme was tested with a cluster of schools to determine if telephone
consultation with school SENCO’s and duty coordinators within Neuro developmental services
would reduce the number of inappropriate referrals. Following its success, NCHC launched
the Education Triage Scheme ETS in October 2020. CYP are discussed anonymously
regarding appropriateness of referral or sign posting. The Scheme has been evaluated and
changes from September 2022 will reflect further efficiencies to include full access to patient
records in some cases. Patient records, we will gain parental consent for the consultation and
record the outcome on the patient record. Schools have welcomed this change.

3.1 ICB neurodiversity waiting list initiative

The neuro diversity diagnostic service waiting list initiative is an interim service response to address
long current waits for assessment and diagnosis. This procurement aims to assist in reducing
waiting lists, restoring provision to the expected NHS standard 18-week RTT within two years and
has a value of £1,000,000. A market engagement event took place on April 12 2022, attracting
strong interest and introducing the potential to develop innovative models in the assessment and
diagnosis of neurodiverse conditions. The full procurement went live June 9 2022, and it is
anticipated the service will be mobilised by autumn 2022. It is expected that children and young
people experiencing the longest waits will be offered the option of a transfer of care for assessment
and diagnosis with an independent provider. The offer will be inclusive of all children and young
people (up to 18 years) with specialist provision identified for those presenting with complexity and
for those aged 6 or under.

4.0 Top priorities for action

e Monitor impact of additional pathway funding and use learning to expand across the
system

e Monitor effectiveness of neuro diversity diagnostic procurement exercise to reduce waits
and use learning to expand beyond 2023

e Design a training programme for schools

e Provide support for families where sensory needs are unmet either through training or
specialist advice

e Expand the sub-team model within NCHC from September 2022 achievable because of
the additional funding received and the recruitment of eight full time clinicians to the team.

e Improve collaborative systemwide response to meeting need during the diagnostic
process.

e With the Norfolk and Waveney Transition Network, implement a transition protocol with
adult services and improve surveillance and prescribing for ADHD medication
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5.0 Any other relevant information from the ICB and service providers

Over the last year the neuro diversity transformation programme has worked with system
stakeholders to.

e Publish family friendly information packs in response to the 2020 SEND inspection

e Publish professional friendly information packs to helps schools and universal services support
and signpost families effectively

e Align the work across Childrens and adults commissioning

¢ Raise the profile of challenges and barriers for our neuro diverse community

e Launch the first all-age stakeholder group for neuro diversity

In March, the neurodiversity lead for the ICB worked with colleagues in the Communications
Directorate to coordinate a series of posts for neurodiversity celebration week. By raising the
profile both internally and externally, ICB teams hope to engage with all providers and
commissioners and highlight the importance of understanding and accommodating neuro
diversity.

A helpline for 18-25year olds launched in June 2022 and through collaboration, the autism training
offer, available through the local authority, now includes other neurodiverse conditions

School for Parents is a service for families of children aged 0 — 5 years who have a neuro diversity
or exhibit some form of developmental delay. Children attending School for Parent sessions
present with a range of needs associated with disturbed, restricted, or limited mobility and motor
skills, speech language and communication and sensory processing. Norfolk and Waveney CCG
currently funds NANSA (Norwich) and Little Discoverers (King’'s Lynn) who provide a child-centred
programme of learning and support through weekly sessions delivered by practitioners trained in
Conductive Education. Conductive Education is a multi-sensory approach through which children
learn and develop new physical, social and communication skills whilst having fun with their peers.
Parents develop confidence to continue these activities at home and consistently report progress
in positive outcomes for their child. The Children and Young People’s team is undertaking a light-
touch review of the School for Parents service. The findings of the review will inform future
commissioning arrangements.

The quality and duration of sleep experienced by children and young people is variable and
vulnerable to many influences. Neurodiverse children and young people may have irregular and
disturbed sleeping patterns, associated with their condition, physical mobility, sensory processing
or medical interventions or medications. For those with sleep difficulties that persist, the impact
upon the health and wellbeing of the child and the family can be significant and pervasive. Sleep
Services provide support for families whose children have additional needs and are experiencing
ongoing sleep difficulties. Existing sleep routines and behaviours are explored, and families
supported to develop a range of effective strategies. The service is effective; few families need to
return to the service for further sleep support. NANSA (Norwich) are commissioned to provide a
Sleep Service for children, young people and families. Demand for the Sleep Service continue to
rise.

Continued challenges across the system:

e Access to mental health services is not consistent and is affected by a genuine skills gap across
the workforce

e Increasing waits to diagnoses impact on school placements which are determined by
diagnosis

e Services to support neurodiverse individuals continue to experience overwhelming levels of
demand that have worsened because of the pandemic
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6.0 Conclusion

Diagnostic waiting times are only part of the story. If children and young people had access to
flexible and adaptive services regardless of a diagnosis, demand on assessment pathways would
reduce. Parallel to any focus on reducing the waits is the availability of accessible and needs led
support services.

The softer bench marking data from other ICB’s shows that other areas are facing similar
challenges.

The services described in the report help to raise the importance of needs led services in
Norfolk and Waveney. Further work is required to develop mental health related services for
children and young people and upskill our workforce. This is planned for 2022/23.

The neurodiversity programme remains a key priority for the ICB and local authorities and there is
genuine enthusiasm and motivation to maintain the pace of the transformation. The impact for
children and young people will not be fully realised for some time, largely owing to the impact of
the pandemic but there is confidence that it is achievable. Regional and National scrutiny of
provision for those with learning disabilities and autism is increasing and the ICB remains hopeful
that this will result in continued additional investment and support for our population.

END.
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Appendix one: Health Overview and Scrutiny Panel - Report for 15" July 2021

The commissioners have provided the following information: -

Children’s neurodevelopmental disorders — waiting times for assessment and
diagnosis.

Presented by:
Cath Byford — Chief Nurse Norfolk and Waveney Clinical Commissioning Group
Rebecca Hulme — Associate Director for Children, Young People and Maternity Services

Dr Richard Allen — Designated Doctor for Safeguarding Norfolk and Waveney Clinical
Commissioning Group

Alan Hunter — Head of Children, Young People and Admin Services — Norfolk Community
Health and Care Trust

Justine Goodwin - Head of Neonatal, CYP Services, James Paget University Hospital Trust
The purpose of this paper is to;

6. Provide a detailed overview of the different Neuro Developmental Disorders (NDD)
pathways across Norfolk and Waveney, including current waiting times and pre-
requisites for referral

7. Provide details of the standards / performance indicators that are in place for different
elements within each of the various pathways; current performance against those
standards (locally and nationally); and information of the impact of the Covid 19
pandemic

8. Provide information of what support and resources are available to families awaiting
assessment including any Positive Behaviour Support Programmes (PBSP)

9. Any other relevant information from the CCG and service providers.

Author:
Clare Angell Senior Manager for Children, Young People & Maternity

Norfolk and Waveney Clinical Commissioning Group

Introduction
1.1 Overview of clinical pathways

Neuro Developmental Disorders (NDD) covers a range of conditions that tend to share some or all
the following characteristics:

Delay in expected features of development

Impairments in reciprocal, social and communication skills
Behavioural issues

Gaps between attainment and underlying ability

Conditions that are sit within the NDD umbrella include.
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ASD — Autistic Spectrum Disorders

ADHD - Attention Deficit Hyperactive Disorder
Communication Disorders e.g., Tourette’s
Dyslexia, Dysgraphia, Dyscalculia

Sensory Impairments

Clinical pathways to assess children and young people for neurodevelopmental disorders (NDD)
are provided across Norfolk and Waveney through two main providers; Norfolk Community Health
and Care Trust for Central and West localities and the Newberry Child Development Centre
(hosted by James Paget University Hospital) for Great Yarmouth and Waveney. The exception is
Thetford, where children registered to GP surgeries will be referred to Suffolk based assessment
services.

All providers work towards achieving the 18week referral to start of assessment standard and this
includes the ASD assessment pathway.

Services are delivered at clinics, but home/ school appointments may also be offered. In central
and West Norfolk, children under six years old must be seen by a Community Paediatrician prior
to a referral although in the East (Newberry), the paediatrician is involved in the initial triage
discussions

All children need to be referred in using a provider specific referral form. All children must have an
accompanying supporting assessment report ideally from either an Educational Psychologist,
Specialist Learning Support Teacher (SLST) or Specialist Behaviour Support Teacher (based at
one of the Short Stay School's for Norfolk). Reports will usually contain the following.

Detailed observations of behaviours which are suggestive of underlying neuro-developmental
difficulties, to include examples of the child's social communication, interaction, and behaviour
during structured and unstructured times.

Details of the child's expressive language and comprehension ability

Details of the child's overall level of cognitive functioning and potential in comparison to their peers.

When children and young people are referred to providers, a triage is undertaken to determine
whether the individual meets the criteria for assessment. Information about the child is gathered,
usually in the form of questionnaires completed by both parents or carers and the child’s nursery
or school. Education settings will be asked to submit information to describe how the child
compares to peers of a similar age and this will include peer to peer relationships and academic
achievement.

If the child does meet criteria for assessment, the child and their parents/carers are usually invited
to attend a clinic appointment. This is where an initial consultation of the child takes place and a
detailed developmental, medical, and family history is taken from parents or carers.

Following this, assuming ongoing assessment is still required, the clinician will arrange the most
appropriate assessment. The child may see several professionals throughout the process of their
assessment including Paediatricians, Psychologists, Specialist Nurses, Occupational Therapists
and Speech and Language Therapists. This is a specialist area of practice and clinicians in the
team will usually have undertaken additional training and have extensive expertise in the field.

There is not one clear assessment path for neurodevelopmental conditions; each child’s
assessment will be based on the clinical assessment of the child’s needs at each stage. There are
some essential elements though and for both ASD and ADHD, as well as the detailed history,
observations of the child are required. For many, this will take the form of an observation in school
completed by a member of the Neurodevelopmental Assessment team. This is best practice as it
allows clinicians to observe the child in a real-life context and compare it to observations in clinic.
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When assessing for ASD, other standardised assessments such as the Autism Diagnostic
Observation Schedule 2 (ADOS 2) may also be used but not all children will require this, and the
NICE guidelines suggest this may be needed but is not essential. The guidelines are also clear
that a diagnosis cannot be made based on a standardised assessment such as an ADOS 2 alone.
Other clinic based observational or standardised assessments may be required.

Assessment for neurodevelopmental conditions is complex, to be able to define a condition as
‘pervasive,’ the team must be able to evidence that it has been present across the lifespan and
affects the child across at least two important areas of their life e.g., social, familial, educational
and/or occupational settings. Many children who meet criteria for ASD or ADHD may also have co-
morbid conditions (additional conditions that occur alongside the primary diagnosis). A key element
of the diagnostic process, as stated in the NICE guidelines, is to rule out other ‘differential
diagnoses,’ these include but are not limited to learning disability, developmental coordination
disorder, mood disorder, conduct disorder, sensory impairment, selective mutism, and
developmental trauma. The assessment process therefore can take longer for children with
complex needs who present differently in different contexts or who have evidence of a differential
diagnosis or co-morbid condition.

Once assessments are completed, multidisciplinary discussion takes place for each child where
all the evidence is reviewed, and the outcome of the assessment is determined. This is then shared
with the child or young person (when appropriate) and their family, best practice is that this is
completed by a clinician. Full assessment reports are then sent out and the child is discharged
from the pathway.

1.2 Demand for assessment:

Prior to the Pandemic in March 2020, waiting times for NDD pathways were not consistent. In the
East of the county, children would be seen for their first appointment within two weeks and would
usually complete the pathway by twenty-nine weeks. By comparison, children referred to NCHC
might wait for up to forty-two weeks for their first appointment with pathway completion to
diagnoses being more than 104 weeks.

A business case, developed to increase clinical capacity on the pathway, was approved in
November 2020 by the Clinical Commissioning Group but unfortunately, funding is not available at
this time to implement it.

Members are asked to note that pathway data for NCHC is recorded and shared electronically with
the clinical commissioning group but not the James Paget University Hospital.

Demand is accepted referrals only with a trend line on each graph is based on a 3-month rolling
average. Data is displayed by provider.
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Graph 1. Demand for assessments, including comparison between current level and previous
years at James Paget University Hospital (JPUH).
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Data for James Paget University Hospital relies on a manual trawl of case records. For this reason, data form
2018/19 could not be submitted. Soft intelligence suggests referrals are increasing.

Graph 2: Demand for assessments, including comparison between current level and previous
years at Norfolk Community Health and Care Trust (NCHC).
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In May 2020 and in response to COVID, the provider observed a significant drop in demand. Social distancing
measures and digital capability at that time prevented the clinical team from taking advantage of this. The peaks
in demand correlate with schools re-opening to all or most pupils.
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Graph 3: System wide view of demand for assessments, including comparison between current
level and previous years(both providers).
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Graph 4: Current incomplete waits for those awaiting start of assessment as of March 2021
compared to March 2020 at James Paget University Hospital (Newberry)
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The maximum wait as at 31st March 2020 was 72.6 weeks
The maximum wait as at 315t March 2021 was 91.3 weeks
These waits were due to appointments not being attended.
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Graph 5: Current incomplete waits for those awaiting start of assessment as of March 2021
compared to March 2020 at Norfolk Community Health and Care Trust
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The maximum wait as at 31st March 2020 was 43 weeks
The maximum wait as at 31st March 2021 was 42.3 weeks

Graph 6: System wide incomplete waits for those awaiting start of assessment as of March 2021
compared to March 2020
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Children waiting between 40-52 weeks will each have or have had a scheduled appointment with the clinical team
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Graph 7: Average time from start of Assessment to Discharge based on patients discharged in
March 20 and March "21 (both providers)
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Graph 8: Maximum waits from start of Assessment to Discharge based on patients discharged in
March 20 and March "21 (both providers)
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For NCHC, Discharge is usually up to two weeks after diagnosis whereas children attending the
Newberry Clinic (JPUH) will be discharged during their ‘Feedback’ meeting.
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1.3 Key Performance Indicators

How we measure the effectiveness of the assessment pathways and the impact for children and
families is one of the recommendations of the RETHINK review, commissioned in 2017/18 to
review mental health services across the system. During 2020, we attempted to source
benchmarking data for Autism and Neuro developmental Disorders across the region and/or other
parts of the UK, not currently available from NHS England. Through discussions with
commissioners in the East and Southeast of England, we learned that lengthy pathway waits are
a shared problem and data collected is inconsistent. There is a national focus to improve
consistency of KPI’s.

Currently, providers across Norfolk and Waveney report on different key performance indicators
which creates a challenge when comparing patient experiences. The Newberry Clinic is still unable
to flow data automatically to the Commissioning Support Unit business intelligence teams. Any
data collected is reliant on a manual trawl. We are working with system data leads to resolve this.

Norfolk Community Health & Care Trust provide detailed monthly reports to the CCG. This
includes,

Breakdown of the number of children waiting at each stage of the pathway
Number of patients waiting within 18 weeks

Number of patients waiting over 18 weeks

% Patients waiting within 18 Weeks

Total number of patients waiting

Total number of patients waiting over 40 weeks

1.4 Impact of COVID19:

COVID19 has impacted all assessment and treatment pathways across Children’s and Adult’s
services. All NHS services are now proactively managing a ‘COVID backlog’ in referrals which has
placed additional pressure on financial planning for 2021/22 and beyond.

1.4.1 NCHC

In March 2020 all face-to-face appointments were suspended. At this point the system observed a
reduction in referrals into services. Initial appointments continued as they have always been via
telephone. NCHC quickly adopted the Attend Anywhere telehealth system and set up virtual
appointments where this was appropriate such as for Early Developmental History and ADHD
assessments. Other assessments such as ADOS assessments were put on hold, as these required
attendance in person.

During the Summer of 2020 face-to-face appointments resumed albeit in much lower volumes and
referrals began to pick up again particularly after the schools returned to education on site. The
impact of this was that children and young people whose waiting time had been exacerbated by
COVID 19 restrictions became priority cases as things started to “switch back on”. This has resulted
in increased waiting times for those CYP referred during 2020.

1.4.2 JPUH

At the Newberry clinic, face to face appointments were suspended and staff were redeployed to
support front line COVID support activity. Unfortunately, ICT capability restricted the adoption of
virtual appointment software. Clinical case reviews for children on the pathway continued and the
clinical team who remained in situ used the time to move children forward to ‘Feedback’ (where
applicable). School observations resumed in October 2020 and Doorstep drop-offs for families
were arranged to provide additional support.
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1.4.3 Service restoration

Children awaiting school observations and ADOS assessments were worst hit through the
cessation of face-to-face consultations, PPE requirements and restricted access to education.
Additional factors such as managing staff sickness with COVID, remote working capabilities and a
growing anxiety in young people and their families has only added to the pressure. In the East, an
unexpected consequence of remote GP consultations resulted in a significant increase in referrals
with insufficient information, owing to the inability of the GP to meet with the family. This meant
that fewer referrals have been rejected and an additional information gathering exercise is required
prior to triage by the neuro developmental team.

A further impact of COVID 19 on this demographic is that many more families report a lack of
resilience and risk of family breakdown. Services are receiving a growing number of calls from
families requesting their child is prioritised for urgent assessment.

1.5 Strategies to reduce waits.

In response to an increase in inappropriate referrals (where the behaviour is not considered to be
due to an underlying neuro developmental condition), the Newberry clinic is offering support and
expertise in strategies to support the mental wellbeing of children and young people directly
affected by COVID19. Families where the child does not meet the criteria for assessment will
receive good advice and guidance. The intention is that families receive support and inappropriate
re-referrals will be managed more effectively. This should have a positive impact on the waiting
times following triage.

Norfolk Community Health and Care Trust NDS teams are adopting new ways of working. They
are trialling the efficacy of the QB assessment tool for ADHD which nationally has been shown to
be effective at reducing the number of clinic assessments needed for a diagnosis and are looking
at how a lead clinician model supports a more positive patient experience. This model allows for a
single point of contact for parents and should ensure that caseload management is more effective.

Both locally and nationally, pathway waits for children awaiting NDD assessment is a priority for
2021/22. The government led spending review has created opportunities to apply to national and
regional COVID recovery funding schemes, to specifically target waiting time backlogs for NDD
pathways. Immediate work for commissioners includes submitting bids for national funding and
progressing the business case that was approved in 2020 but remains unfunded. It is a critical
aspect of service improvement and is highly likely to be a feature of the next Norfolk SEND
inspection.

2.0 Support and resources available to families awaiting assessment:

In April 2020, the Clinical Commissioning Group formally commissioned a pilot support service for
children and families awaiting assessment on NDD pathways. Family Action are the provider of
this service. Due to the volume of young people on the NCHC pathway, those families who had
received their first appointment, but would experience long waits before the next step in the
pathway, were the focus of referrals. The number of families identified was 1400.

Families and professionals can request support. Each family is contacted by phone where the
support worker will look at the needs of the whole family and suggest options for support. This
might include 1-1 interventions, peer group workshops and meetings, social networking
opportunities and signposting to other agencies such as SENDIASS to support school discussions.

The pandemic forced the support service to operate virtually throughout the twelve-month period
but the impact on families was reflected in quarterly reporting to the CCG.
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By Q2 of 2020/21, Family Action had contacted over 627 families.
Feedback from parents, carers and families was as follows;

84.4% feel more confident as a parent.

90.9% feel better able to support their child.

87.5% have a better understanding of the assessment pathway.
100% were able to access the information and support they needed.
100% know where to go for help in the future.

Family Action also worked with Cambridge Community Services and Psychologists for the Starfish
+ team to develop online positive behaviour videos for parents with helpful strategies to use at
home. This was an innovative and swift response to the cessation of face-to-face group work and
was well received.

This contract has now been extended for a further three years, following a light touch procurement
exercise.

3.0 Any other relevant information from the CCG and service providers:

From February 2020, the NDD transformation programme formally commenced following a
restructure and merger of the CCGs across Norfolk. In March 2020, a stakeholder group was
established to assist with co-designing and implementing the recommendations of the RETHINK
review (2018) and work began to review the communication and information needs of families
before, during and after referral. This has resulted in the development of information packs for
parents and professionals which will be available across all provider websites and the local offer.
These are due to be completed in June 2021.

Throughout 2020, commissioners attended school SENCO forums to inform professionals about
the NDD pathway and transformation work and explain why the needs of children should be met
regardless of a diagnosis. Feedback by SENCOs was patrticularly positive.

We continue to finalise work developing consistent service specifications across system and
increasing support for families. This includes commissioning sleep support services across Norfolk
and Waveney and developing video resources for young people. The CYPM team also diverted
NHSE funding targeting respite support for children and young people with Learning Disability
and/or Autism through Norfolk Community Foundation. This is having a positive impact for
voluntary and community organisations supporting families.

NDD now sits within the Norfolk Joint Commissioning Framework and a new post holder will start
in September to align the work across Children and Adults commissioning. In the meantime, a task
and finish group has been set up to start mapping how support with neuro-divergent conditions
needs to be more consistent for all ages. This was a recommendation from the RETHINK report.

The national government spending review has resulted in opportunities to apply for funding, either
on a regional fair share basis or through individual bidding exercises. We have already submitted
two applications for consideration. We expect to be informed of the outcome by the end of July
2021.

3.1 System Challenges
One of the challenges for children and families across the education system is myths around school

funding decisions based on diagnoses. Regardless of any forthcoming diagnosis, the needs of that
child will remain the same. The collective goal for health and education is to shift towards a needs-
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led system; a strategy supported by senior local authority colleagues. While it is important to reduce
waiting times to diagnosis, we must ensure that children have the best chance of thriving in
education while they are assessed for neurodevelopmental conditions.

When children develop needs and require appropriate support which costs a mainstream education
setting over £6,000 per annum, schools can apply to Norfolk County Council for High Needs
funding. Despite this, families continue to report challenges with receiving additional support for
their child during the school day.

Additionally, there is a skills gap across the workforce. Teachers, health, and care workers do not
have access to the range of training required to build confidence and competencies when teaching
and supporting children with neuro developmental disorders. This leads to a greater emphasis on
referral to assessment, in the hope that a medical diagnosis will lead to a package of support for
the family.

Providers often highlighted the challenges with how the NDD commissioned pathways interact with
Mental health services. Joint care planning is not standard practice and many children with Autism
are unable to access the type of mental health support they need. The two system wide redesign
programmes in place should resolve this, but the scale of change is significant and will require
involvement from all sectors.

Neuro developmental services are experiencing overwhelming levels of demand that have
worsened as a result of the pandemic. Achieving a diagnosis is important for children and families
but pathway waits should not determine how soon children and families receive support. From the
point of referral, if not before, professionals supporting children and parents can access resources
to ensure the needs of that child and family are met. There is strong engagement by stakeholders
but the shift to a needs-led system will take time. This does not negate the need to improve
pathway waits and patient experience, but a co-ordinated health and care system would allow
services and support to be in place while families await an outcome.

4.0 What families will want you to know:

A representative from the Children, Young People and Maternity services team was invited to meet
with parents and ensure their voices were heard in this report. The experiences of families reflect
the system challenges outlined above yet the report may not adequately describe the adverse
impact on families. Some of the rich feedback received is quoted below.

“Mental health is not a consequence of Autism” This was spoken by a parent of two children who
have both received a diagnosis from NHS NDS teams. Her son, through access to private therapy
funded by his parents, is now able to describe the challenges he faced as a young child. He was
face blind which affected his confidence and as a result of bullying during his primary years, he
experienced early trauma. Without access to mental health services and therapeutic intervention,
he would not be able to adequately describe the trauma and receive the support to manage it.

“We have to do everything ourselves”. Child X received a private diagnosis funded by his parents
but to date that diagnosis has not been ratified. A draft Education, Health and Care Plan is now in
place, because mum has fought for it. Mum has also experienced two mental health breakdowns
due to the lack of support for her child and family, and the guilt associated with not giving equal
care to her other child.

Parents also described how their children were not referred for help because of funding issues with
sourcing assessments from Educational Psychologists and how referrals were ‘blocked’ as the
presenting needs were not observed in school, and therefore not considered necessary.

Across education, we need to assure ourselves that funding isn’t a barrier to health services. For
commissioners across health and care, we need to do much more with our post diagnostic offer;
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families report feeling abandoned with no access to specialist advice about how best to support
their child.

END.



