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Abstract
Background

Children with intellectual disabilities and behaviours that challenge
(BtC) and their families require complex, multi-agency support.
Despite policy commitments to strengthen community-based
provision, including those arising from Transforming Care and the
forthcoming Mental Health Bill (2025), there remains limited evidence
on how these services are configured or what they cost to deliver. The
National Institute for Health and Care Excellence (NICE, 2018)
identified major evidence gaps in optimal service design, integration,
and cost-effectiveness.

Objective

This research explores the structure and associated costs of
community-based services in England that support children with
intellectual disabilities and BtC. It aims to describe the configuration
of local “service models”, identify cost drivers, and clarify data
requirements for commissioning and evaluation.
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Methods

Within the NIHR-funded MELD (Mapping and Evaluating Services for
Children with Learning Disabilities and Behaviours that Challenge)
programme, 278 services were identified across England. Using
survey data (n=161), Latent Class Analysis and descriptive synthesis
produced a typology of five community service models. Nineteen
representative sites participated in a detailed costing study using a
bespoke data collection instrument aligned with national unit-cost
frameworks. Quantitative and narrative data on staffing, pathways,
and overheads were analysed descriptively and thematically, with
input from a Parent Advisory Group.

Results

Five distinct service models were identified: generic CAMHS, ID-
CAMHS, Children and Young People’s Disability, Specialist BtC Support,
and All-Age services. Costs were primarily driven by staffing mix,
intensity of BtC support, and organisational structure. Considerable
heterogeneity was observed in funding flows, eligibility, and waiting
times.

Conclusions

This study provides the first national overview of community service
configurations for children with intellectual disabilities and BtC. The
findings highlight significant variation in organisation and cost,
informing future economic evaluation and service-model optimisation
in line with ongoing policy reform.

Plain English Summary

This research investigated how services for children with intellectual
disabilities and specifically, behaviours that challenge (BTC) in England
are structured, and the associated costs of providing care. The study
found that there is a gap in information about how these services are
currently designed, what they cost, and how effective they are.

This research, the first of its kind, aimed to explore what data could be
collected. Researchers found it difficult to get accurate cost
information from services. They were often missing key details such
as overheads and operational costs, and information about the
children who are served. It turns out that a lot of data is either
unavailable, or not recorded in a way that makes it easy to share.

Despite a national policy approach to shift care for people with
intellectual disabilities and autism from hospitals to community
settings, there are still major gaps. Many services have long waiting
lists, suggesting that they are underfunded and unable to meet the
high demand. This can lead to poorer health outcomes for children
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and significant stress for their families.

The report recommends that decision-makers who commission
services for children with BTC, would be helped if services collected a
basic set of data on these services, including details on staffing,
funding, and the types of patients. This would help to streamline and
connect services across different regions and to ensure funding is
used effectively. It also suggests that future research should focus on
a more person-centered approach to funding, considering the full
range of a child’s needs and the costs borne by their families.
Ultimately, the study highlights a critical need for better data
collection to improve the quality of care for these children and their
families.

A central finding of the research was the immense difficulty in
collecting accurate and complete data from these services.
Researchers found that key cost information, such as operational
expenses, overheads, and the specific needs of the children being
served was often missing or incomplete. Frontline staff, already
overworked, had little capacity to respond to data requests, and the
data that did exist was often not readily available or was so integrated
with other services that it was hard to separate. This lack of a
standardized minimum dataset makes it incredibly difficult to assess
the services' value for money or to plan for future needs.

The study is set against a backdrop of UK policy changes, including
the Transforming Care program and recent reforms to the Mental
Health Act. These initiatives aim to shift care for people with
intellectual disabilities and autism from hospitals to community
settings. However, the research found that current community
services are struggling ; many have significantly long waiting lists,
suggesting they are underfunded and lack the capacity to meet
demand. These delays can lead to worsening health for the children
and immense stress for their families, who report poor experiences
with the system.

The report makes several key recommendations for commissioners
and policymakers:

In conclusion, this research highlights a critical and persistent gap
between policy goals and the reality of service delivery. It underscores
the urgent need for better data collection to ensure that community-
based care for children with intellectual disabilities and challenging
behaviours is not only well-intentioned but also effective and
equitable.

Keywords

Intellectual disability, Behaviours that challenge, Children and young
people, Community-based services, Service models, Health
economics, Cost analysis
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Background

This research explores the configuration and associated costs
of community-based services in England that support chil-
dren with intellectual disabilities and behaviours that challenge
(BtC), and their families. The structure and organisation of these
health and care services across localised areas are described
as “service models”. The National Institute of Health and Care
Excellence (NICE) identified evidence gaps about how best to
design and deliver these services (NICE, 2018), and a paucity
of evidence also exists about the characteristics of the service
models that are currently delivered, and their associated costs
(Taylor et al., 2023). Given the lack of evidence available to
inform ongoing planning and delivery, this research is the first
of its kind; and provides an exploratory narrative in discovering
what types of data can be collected and how to interpret it.

An ‘intellectual disability’ is a condition defined by low cog-
nitive ability combined with low levels of adaptive behaviour,
and it is classified as a disorder of intellectual development within
the International Classification of Diseases (Salvador-Carulla
et al., 2011). Some reports frequently use the term learning dis-
ability and others the term intellectual disability. For consist-
ency in this report, we refer to learning disability as intellectual
disability. It is estimated that in the UK, a subset of approxi-
mately twenty-percent of children with intellectual disabilities
also display behaviours that challenge (BtC). BtC are a group
of behaviours, such as aggression or self-injury, that whilst
not attracting a medical diagnosis, may cause the child, car-
ers or others to be at risk of harm, or may result in community
exclusion (Emerson & Einfeld, 2011). The prevalence of
BtC is broadly similar across areas of the UK, though it var-
ies slightly with socio-economic factors. Families of children
with BtC are reported to experience greater emotional stress
and reduced quality of life (Hastings, 2016), and the serv-
ices provided for the children are costly (Einfeld et al., 2010;
Iemmi et al., 2016). Previous research has also highlighted fam-
ily carers’ reports of poor experiences with services including
stressful interactions (Griffith & Hastings, 2014).

In terms of the broader policy landscape, ‘Transforming Care’
was a national programme launched in the UK in 2012 to
reduce the number of people with intellectual disabilities and/or
autism as hospital inpatients into more appropriate, commu-
nity-based care (Department of Health, 2012). The programme
initiated the (i) creation and expansion of specialized commu-
nity teams to provide intensive support and crisis intervention,
to reduce escalations to hospital admission, (ii) supported living
services to help people live in their own homes with the right
level of personal support and (iii) the creation of service direc-
tories and care pathways to enable families and profession-
als to find the right support and navigate the care system. The
resultant principles and goals developed through Transform-
ing Care have been a driver for more recent policies, includ-
ing proposals to reform the Mental Health Act (Department of
Health and Social Care, 2021).

Significant policy reforms are underway, and the most recent
development is the Mental Health Bill (The Stationery Office,
2025). The Bill reinforces NICE’s earlier recommendations,
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noting that effective community-based services and support
for BtC were a national priority (NICE, 2015) requiring opti-
mal service model design and organisation (NICE guidelines
for BtC (2015; 2018)). An independent review then published
in 2018 and a subsequent Government White Paper Reforming
the Mental Health Act in 2021, led to a draft piece of
legislation that is currently making its way through Parliament
(The Stationery Office, 2025). The planned changes to the
Mental Health Act include an intention to prevent the inap-
propriate admission of people with intellectual disabilities
and autism into inpatient units. These reforms are in response
to concerns that individuals have been detained for extended
periods in hospital settings that are not equipped to meet their
needs, often for behaviours that are a result of their condition
rather than a co-occurring mental illness (Department of Health
and Social Care, 2021).

The proposed legislation aims to shift care from inpatient set-
tings to the community to promote a less restrictive approach
and crucially, a greater emphasis on community support and
services as the alternative. Without these, there is a risk that the
reforms could fail to prevent inappropriate hospital admissions
and detentions, and over-medication (Department of Health and
Social Care, 2021; NHS Confederation, 2024; The Centre for
Mental Health, 2024). In policy alignment, the STOMP (Stop-
ping the Over-Medication of People with an intellectual dis-
ability, autism or both) policy was launched by NHS England in
2016 (NHS England, 2016). STAMP (Supporting Treatment and
Appropriate Medication in Paediatrics) was then launched in
2018 to extend the same principles to children and young peo-
ple (NHS England, 2018). Both initiatives were key commit-
ments within the NHS Long Term Plan (NHS England, 2019).
They aimed to address the issue of the (i) over-prescription of
psychotropic medications to people with intellectual disabilities
and/or autism to improve their quality of life by ensuring they
are not prescribed medication (such as antipsychotics, antide-
pressants, and sedatives that are used to manage challenging
behaviours) inappropriately (ii) to ensure medication is used
only when clinically necessary and in conjunction with other
non-pharmacological interventions, such as behavioural thera-
pies, psychological support, and social care and (ii) to minimize
the serious side effects associated with long-term use, such as
weight gain, drowsiness, and an increased risk of other health
problems (NHS England, 2019)

The provision of community-based programmes, therapy, and
support that are specifically tailored to the needs of people
with intellectual disabilities and autism are now a political
imperative (Department of Health and Social Care, 2022). Rec-
ommendations by NICE (2018) support research to investigate
service model attributes such as person-centred care, service
integration, family support and the professional skills and com-
petencies needed to deliver positive outcomes. The research
presented here explores the current evidence gap of the serv-
ice model configuration and associated costs to identify what
is known and which gaps remain. It further develops research
undertaken within a broader programme of work, that had
sought to define the service models to identify their scope and
scale (Taylor ef al., 2023).
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Determining a typology of service models for
intellectual disability and BtC

MELD (Mapping and Evaluating Services for Children with
Learning Disabilities and Behaviours that Challenge) is a pro-
gramme of research funded by the United Kingdom’s National
Institute for Health Research (UK NIHR) to map English NHS
community services for children with intellectual disability
and BtC, to describe service models, and evaluate the out-
comes and costs for these service models (Taylor er al., 2023).
Researchers in the MELD collaborative team identified 278
potentially eligible services across England, and used comple-
mentary approaches to determine a typology of ‘service models’
that grouped similar community-based health and care serv-
ices for children with intellectual disability and BtC. Services
were excluded if they were a special school service, an inpa-
tient service; or were not yet operational (Taylor er al., 2023).
Latent Class Analysis was used with survey data gathered from
161 respondents to identify two service models. Descriptive
analysis was then used to incorporate broader survey and inter-
view data to inform final classifications, leading to the iden-
tification of five services models. Consultation with multiple
advisory groups containing family carers and professionals (aca-
demic, practitioners) was undertaken to confirm the face valid-
ity of the service models’ typology (Taylor et al., 2023). Five
service models were identified in this analysis. The distribution
of all services varied across England; a fifth were in London
(30/161~19%), similarly for the North-East and Yorkshire
(29/161, ~18%) and the North-West (27/161~17%). Approxi-
mately fifteen percent were in the Midlands (23/161), the South-
East (21/161) with around 10% in the South-West (17/161)
and the East of England (14/161).

Model 1: Child and Adolescent Mental Health Service (CAMHS)
services (n= 69, 43%)

Of the service models identified, the most common was a
generic Child and Adolescent Mental Health Service (CAMHS)
service. CAMHS broadly supports children with mental health
needs, and usually offers a distinct intellectual disability treat-
ment pathway to support children aged between O and 17. As
part of the support framework, additional intensive supports for
BtC may be offered.

Model 2: ID CAMHS (n=28, 17%)

Service model 2, ID CAMHS (Intellectual Disability CAMHS),
is a service very similar to model 1, but is stand-alone and
provides supports specifically for children with a diagnosed
moderate-profound intellectual disability, or significant impair-
ment of intellectual and social adaptive functioning that may
include behavioural difficulties. ID CAMHS is identified as a
separate model because it is not incorporated into a pathway
within model 1 CAMHS.

The research identified that service models one and two
together accounted for approximately sixty percent of services
for children with intellectual disability.
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Model 3: Children/Young People’s Disability (n=25, 16%)

Model three is a smaller service model focused on children
with physical and other disabilities more generally, and includes
supports for BtC in addition to other disability services. Nurs-
ing teams commonly provide support, including providing initial
disability assessments.

Model 4: Specialist BtC support (n=27, 17%)

Specialist BtC services in model four represent approximately
17% of services and tend to be commissioned by local Integrated
Care Boards, offering embedded intensive, or specialist sup-
ports such as Positive Behavioural Support (PBS) approaches.
They include the use of private stand-alone children’s services
prioritising BtC. Due to this model being less common across
England than other models, and less common than adult serv-
ice provision for BtC, families report that they struggle to iden-
tify or enrol their children in local specialist services. (Hassiotis
et al., 2020; Hassiotis et al., 2022).

Model 5: all age (n=12, 7%)

The smallest service model is quantified as being only a small
number or approximately 7% of services, and offers an ‘all age’
(birth to adulthood, or from five years to adulthood) scope to
the more generalised service, enabling a more seamless transi-
tion for children and young people into adult services. There
may be a greater number of these service models available
across England however, because adult services are reported
to accept referrals for young people (age 14 to 17) in age
transition (Hassiotis er al., 2020). These services tend to be
geographically grouped in a similar region in England.

Data collection methodology

Within each of the service models, sites delivering services for
children with intellectual disabilities and BtC were identified
in Study Survey One (Typology Mapping). The broader study
received approval from the Humanities and Social Sciences
Research Ethics Committee at the University of Warwick (REF:
HSSREC 91/20-21. The sites were familiar with the research
programme, they had already participated in the study’s typol-
ogy mapping and held established research collaborative con-
tracts with MELD. Informed written consent was obtained from
all participants and participating organisations in the form of
the signed research contracts. Following this, an initial survey
(Stage One Survey) was sent to all sites requesting summary
data in order to identify and map the service models. The
research described in this manuscript was the second follow-up
survey (Stage Two Survey) sent to the same sites, who had pro-
vided us with written consent in the form of the signed research
collaborative agreements, in order for us to collect further
detailed data about their staffing, service overheads, and cost
structures.

Nineteen of the sites were considered for participation; five

in model 1 CAMHS, three in model 2 ID CAMHS, three in
model 3 Children/Young People’s Disability (CYP), five in
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model 4 PBS Behavioural Support and three in model 5 All
Age. Sites were contacted by email by the MELD adminis-
trative team and invited to participate in the Costing Study.
They were offered an online meeting with the health eco-
nomics team for an introduction to the planned data collec-
tion scope, to include a fuller discussion of the BtC service at
study onset. Initial and ongoing meetings with sites were held
between June 2023 and June 2024.

Service level data was collected via a purpose-designed data
collection instrument (survey). The survey was designed to be
aligned to the format of the cost estimation templates used for
national unit cost data reference sources, namely; the Compen-
dia of the Unit Costs of Health and Social Care generated by the
Personal Social Services Research Unit (PSSRU) and the Uni-
versity of York (CHE, York; Jones er al., 2023). The objective of
this approach was to document and to present the service data
in a similarly disaggregate way. It was anticipated that one or
more service leads would need to engage with the survey for
completeness; likely a service manager, lead clinician and/or
finance manager. The survey can be viewed in appendix 1. It was
piloted with members of the MELD Study Management Group,
and supplemented with interviews with specialist CAMHS
Consultant Leads and subsequently revised with another two
sites prior to circulation.

The survey was composed of seven sections. The introduc-
tory section presented customised summary data for each site,
replicating each site’s data submission from the first mapping
survey. The summary aimed to repeat identifiable features for
each site, and to capture any changes (e.g. site mergers) that
may have occurred in the interim. Data capture included the
types of services offered, commissioning arrangements, site
duration and permanence, inclusion criteria for intellectual dis-
abilities and BtC, the age range for children and young people
(CYP) with BtC and age of transition out of the service.

Section one explored the financial inputs for services for CYP
with BtC. These included funding flows into the service, the
use of private finance initiatives (PFI) for “public—private partner-
ships” (PPPs), charitable or philanthropic (not for profit) fund-
ing, for-profit funding or wrap-around services or other income
generation activities. Cost-sharing across services was explored,
for example between social services, education and health.

Sections two and three examined staffing as a key cost driver,
including the staff team configuration by occupation, title and
grade, the proportion of the role(s) funded for children with
BtC, management and supervision responsibilities, duration of
contact and ratio of direct to indirect time on client-related
work. A narrative approach provided for free text that sup-
ported the data tables to accommodate for case-loads that var-
ied, heterogeneity in clients’ individual characteristics, and their
treatment needs.

Section four considered a conceptualised pathway of treat-
ment following referral. It investigated the service reach to
the eligible population, take-up of eligible users, mean time
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to assessment from the point of referral, mean length of time
from commencement to discharge and finally, service gaps -
such as waiting times.

Sections five and six investigated operational and overheads
costs. They were intentionally positioned at the end of the sur-
vey so that the final section could be sent to the site’s finance
manager for completion, as previous sections were usually
completed by clinical leads or team managers. In this report,
operational and overheads costs are reported at the beginning to
provide a framework for all costs.

Section seven provided free text for miscellaneous informa-
tion, to inform a comprehensive understanding of the variation
in key service components, items or costs.

The gathered data were saved into a secure folder, and entered
into a purpose-designed spreadsheet. Descriptive analysis was
undertaken to explore and summarize the data, with tables
developed for visualization. Common metrics include measures
of central tendency (mean, median, mode) and measures of vari-
ability (range, variance, standard deviation) were estimated
where appropriate, with missing data documented across all
service model sites. Unstructured thematic analysis was used to
explore the themes that emerged. When reporting the research
findings, our survey data (survey 2) were triaged with the
data from the stage 1 survey which had identified and mapped
the service models, and had obtained a larger sample size and
broader overarching summary statistics. This additional infor-
mation provided context, and is referenced in the reporting
of the research findings.

Patient and Public Involvement

A MELD Parent Advisory Group (PAG) convened to pro-
vide lived-experience input during the analysis of this report.
The group comprised parents and carers of children and young
people with experience of mental-health and related support
services. Engagement began during the proposal-development
stage, when members of the Challenging Behaviour Founda-
tion and the Parent Advisory Group helped refine the research
focus on how community-based services for children with intel-
lectual disabilities and behaviours that challenge (BtC) are
structured and funded. Their insights, drawn from personal
and professional experience, confirmed that understanding the
organisation, costs, and accessibility of these services was a
high priority for families but an under-researched area.

The Challenging Behaviour Foundation was a core partner in
the project and met regularly with the research team to review
progress, advise on emerging findings, and guide the framing
of questions to ensure that the study reflected real-world fam-
ily experiences and concerns. Members of the Parent Advisory
Group were kept informed through regular updates and feed-
back sessions, they reviewed draft findings, and commented
on the accuracy and sensitivity of interpretations.

While the Parent Advisory Group did not determine final con-
clusions, their perspectives shaped the framing of issues and
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the balance of priorities presented in this report. Their involve-
ment helped ensure that the findings and outputs remained
grounded in lived experience and relevant to the communities
most affected.

Results

For this research, of the nineteen sites contacted, ten sites
returned some data. On average, a more complete set of data
was returned by two sites in each service model; although more
sites provided staffing data or additional data sections in an
ad hoc manner. Some sites reported data for more than one
locality in their jurisdiction. There was significant missing-
ness in the data returns, both across and within data sections.
A summary of data returns and data gaps is shown in appen-
dix 3. The reporting approach undertaken here was inclusive,
including all data returns to maximise comprehensiveness.

Funding structure and funding flows into the sites
Table 1 below presents a summary of the funding flows and
the proportion of children with BtC by service model.

Model 1: CAMHS

Data in the Stage One Survey was collected from seventy sites
for model 1, with most sites reporting they were integrated
into existing services such as CAMHS, with only five operat-
ing as stand-alone services. The Commissioning oversight for
these services was primarily through a Clinical Commissioning
Group (CCG) now incorporated into ICB, four by a Local
Authority Social Care, two by NHS England Commission-
ers, and one is part of a Transforming Care Partnership. In this
study, the two sites that returned data received block fund-
ing authorised by their local Integrated Care Board (ICB). One
received additional funding from NHS England for their sup-
port of Advanced Clinical Practitioner (ACP) trainees. Nei-
ther made use of any private finance initiatives (PFI) for
“public—private partnerships” (PPPs), for-profit funding, charita-
ble or philanthropic funding, wrap-around services or additional
income generating activities. One site estimated that approxi-
mately sixty percent of their case load was with children with
BtC, with the other uncertain about their BtC caseload.

Model 2: LD CAMHS

The Stage One Survey identified that approximately seventy
percent of sites function as stand-alone services. The remaining
sites were integrated into other services. Of those, most were
part of a broader Children and Young People’s (CYP) service
that includes CAMHS, while one is part of a National and Spe-
cialist Autism Spectrum Disorder (ASD)/Intellectual Disability
(ID) service. The commissioning was predominantly through
Clinical Commissioning Groups (CCGs), which oversee a total
of 22 services. Three services were co-commissioned by a CCG,
NHS England Specialist Commissioning, and a Transforming
Care Partnership (TCP). One service was funded by an Integrated
Care System (ICS) and another funded jointly by a CCG and
Local Authority Social Care. Here, one site returned data
and reported that they were commissioned by an ICB with
all referrals into their service flagged as having challenging
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behaviours. The site did not make use of any private finance
initiatives (PFI) for “public—private partnerships” (PPPs), for-
profit funding, charitable or philanthropic funding, wrap-around
services or additional income generating activities.

Model 3: Children/Young People’s disability

The majority of services were part of another service, while
approximately thirty percent operated as stand-alone services.
The integrated services were part of a diverse range of larger
teams, including Children’s Community Nursing, Community
Learning Disability Teams, and Child Health Directorates. Sev-
eral were integrated with Children and Young People’s (CYP)
services, and one was part of a Health Visiting service. Most
were commissioned by Clinical Commissioning Groups and the
Local Authority Social Care commissions nine services, with
two also involving Local Authority Education. A few services
had multiple commissioning sources, with one stand-alone serv-
ice, for example, funded by a combination of NHS England,
a Local Authority and a CCG, underscoring more complex
funding arrangements.

Data returns for our survey identified block funding for sites
authorised by the governing ICB. Their intellectual disabil-
ity services were defined by eligibility criteria, with a thresh-
old to be met for referral in, and with no separation for BtC.
All referrals were criteria led, triaged and then individually
assessed. CYP were referred onto other charities when appro-
priate, with no funding shared by services across or between
sites, and no processes in place for cost sharing.

One site’s contract provided for a children’s community nurs-
ing service to all CYP who are registered with a GP and who
meet the referral criteria, with specific treatment needs to then
be individually assessed. The service was not split into work-
streams hence no BtC-specific funding. Within the broader serv-
ice (the Children’s Learning Disability Service) sits a team
who support CYP with moderate to profound learning disabil-
ity, and their families. The service may also refer to charitable
organisations offering support to a child, young person or their
family.

The other site advertised services for families on the local
County Council website. A key eligibility criterion for a CYP is
an 1Q of less than 70. Thresholds for engagement and support
are determined by the Signs of Safety tool, with individualised
care plans subsequently developed.

Model 4: Specialist BtC

The Stage One Survey data showed the integration of special-
ist services within a broader care infrastructure. The majority
of services functioned as part of another service, such as a sub-
team or pathway, with services integrated into CAMHS teams,
Community Children’s Learning Disability teams, and Chil-
dren’s Social Care directorates. The majority of services were
funded through CCGs being the most frequent funding body,
and with services co-commissioned with Local Authority Social
Care Local Authority Education. Transforming Care Partnerships
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Table 1. Summary of the funding flows and the proportion of children with BtC in the service models.

Model Model 1 Model 2 Model 3
Category CAMHS LD CAMHS C/YP disability
(n=2) (n=2) (n=2)
Proportion One site an One site Two sites defined by
of children estimated sixty estimated all eligibility criteria
with BtC percent of case (100%) of their
load is BtC case load is BtC  Site one has a
threshold for referral
in —and no separate
eligibility for BtC
Site two, referrals are
criteria led, triaged
and individually
assessed
Funding Both sites annual One site is Block contract ICB
flows into block funding by funded through  Site refers out to
the service  the local Integrated an ICB, patients  other charities (no

Care Board are referred in
from a log of
One site receives referrals

additional funding

shared funding)

No process for cost
sharing/shifting

Model 4

Specialist BtC
(n=2)

One site notes their
service is for both
children and adults,
fifty-four percent
caseload are children,
with forty three
percent below age of
fifteen.

Funding from Local
Authorities, or ICBs
one site is a Limited
Company

one site is funded
via Service Level
Agreements

Model 5

All age
(n=1)

Majority of referral
include BtC

Cost sharing adult-
child for operational
resourcing

Cost sharing with
Trust for estates and
T&D

ICB support funding
for staff accessed
from a central fund
in trust, monies
accruing student
and trainees on
placement

from NHS England
for Advanced
Clinical Practitioner
(ACP) trainees

(TCPs) and NHS England specialist commissioning under-
scores the collaborative and multi-agency nature of service
provision.

Our data capture showed funding for two services provided via
local authorities, with one service operating as a limited com-
pany through an ICB contract, and the other via service level
agreements which generally provided for joint adult and child
specifications and resource sharing, to account for fluctuating
service demands. One site provided services for both adults
and children, and with approximately fifty-four percent of the
caseload being children. Of this, around forty-three percent
of the service caters for children below the age of fifteen.

Model 5: All age

Most services were part of a larger team or service, with only
one identified as stand-alone service. Many services were inte-
grated within broader Learning Disability services. For example,
one service was part of a wider all-age Learning Disability
Service that includes both children and adult nursing teams.
Some services were also described as providing additional sup-
port to community learning disability teams. The commissioning
of these services is primarily done by Clinical Commissioning
Groups (CCGs), although there are instances where NHS England
specialist commissioning, Local Authority Social Care, and

Integrated Care Systems (ICS) are involved, either alone or in
combination with CCGs.

Data capture for our survey included one service that reported
the majority of their referrals included BtC. The service sup-
ported two councils, each providing different services for the
population, differentiated by the availability of other programs
funded by the council or charities. Block funding was author-
ised by the local ICB. Cost-sharing within the intellectual dis-
ability service (particularly with the adult Community Team
for People with Learning Disabilities (CTPLDs)) occurred for
management, administration and logistical resources (e.g. psy-
chometrics, kit, PPE). Cost-sharing in estates for training and
development occurred across adult and child services. There
was no separation for the needs of children who required spe-
cialist ID care, and the majority of these referrals were related
to BtC. A central fund in the NHS Trust provided additional
support funding for staff, with funds accrued from student and
trainee placements.

Operational and overheads costs

Model 1 - CAMHS

One site returned data and reported that their capital investment
was not specific to the intellectual disability treatment path-
way, and it was therefore not possible to disaggregate costs such
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as direct staff costs or indirect costs such as capital or revenue
overheads. Costs that could be disaggregated included buildings
and on-costs with no additional costs accrued because the site
owned the building.

Model 2 - LD CAMHS
No sites reported any operation or overheads costs

Model 3 - C/YP disability
One site returned data, noting that they were unable to sepa-
rate BtC costs or intellectual disability specific costs from
Community Nursing expenditure apart from staffing, which had
been reported separately.

Model 4 - Specialist BtC

Data was returned of varying completion by one site. On aver-
age, the direct operational costs for the sites was £1.2 million,
with costs accruing to land and capital estimated between
£200,000 and £250,000. Direct and indirect overheads were
relatively low, estimated together at approximately £5,000.

Model 5 - All age
No sites reported data for overheads and operational costs.

Staffing
This section provides an overview of the numbers and case-mix
of staffing configuration by service model site.

Model 1: CAMHS

Both sites returned data. Site one CAMHS had psychiatry serv-
ices with nursing and psychology support. The team com-
prised a Consultant Child and Adolescent Psychiatrist, a Nurse
Consultant, a Learning Disability Nurse Band 7 ACP appren-
tice, two Band 7 Learning Disability Nurses, a Band 3 Health
Care Assistant, a peer support worker, and a Psychologist. It
had eight staff in total, of varying seniority and expertise. All
roles were funded at 100% for children with BtC.

In comparison, the other CAMHS site comprised fifteen multi-
disciplinary staff. These included an Operational Lead who
oversees a Team Manager and a Psychological Lead. A Clini-
cal Psychologist provides consultation though is independent
of this structure. The team manager oversees a clinical lead, five
nurses, two support workers and an OT specialist lead. Three
psychologists are overseen by the Psychology Lead. The clini-
cal lead manages the speech and language therapist and the
OT Specialist Lead manages two Occupational Therapists.
Administrative support is provided by two medical secretaries
and one administrator.

Model 2: LD CAMHS

One site returned data. Staffing is delivered through Clinical
Psychology, Nursing, Psychiatry, Occupational Therapy, Speech
and Language Therapy, Music Therapy, and additional Sup-
port Workers. In total fourteen staff were listed as being part
of the multi-disciplinary teams which provided services across
two councils.
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Model 3: Children/Young People’s disability

Two sites returned data. In the first site, the team comprised a
clinical lead, a deputy team lead, support workers, and commu-
nity nurses’ posts which were currently vacant. All are funded
for children with BtC, with approximately equal (50/50) ratios
of direct to indirect time spent on client-related work.

The second site reported mostly nursing staff, comprising a
Band 6 team lead, a Band 6 nurse (part-time), Band 5 learning
disability nurse, nursing associate and trainee nurse associate.
This team is staffed according to whole service need with no
specific allocation for BtC. The team leader is responsible for
ensuring accurate triaging, staff allocations and ongoing super-
vision which equates to approximately 30% of that role. A
second Band 6 nurse rotates across the community and the
trust vulnerabilities teams. Generally, Band 6 nurses manage
all high priority cases, and Band 5 nurses may support a BtC
referral under guidance. A Band 4 post is currently vacant and
three trainee nurse associates supports the team. These may
support the Band 6 or Band 5 nurses with a BtC referral and
initial assessment or resource development.

Model 4: Specialist BtC

Three sites returned data. Twenty-seven multi-disciplinary
staff were part of the team for one site and the bands are part of
a local authority employment pay structure. Staff included a
Band 11 Principal Manager, six Band 10 Practice Managers,
four Band 9 Senior Behaviour Analysts, seven Band 8 Assistant
Behaviour Analysts, two vacant posts for Band 8 Assistant
Behaviour Analysts, two Band 3 Behavioural Practitioners,
two vacant posts for Band 3 Behavioural Practitioners, an
External Clinical Supervisor, a Clinical Psychologist and Admin-
istrative  Support. Supervision of staffing approximated for
forty percent of the Principal Manager’s role and the ratio of
direct to indirect time on client-related work varied by staff.
The Principal Manager had overall managerial responsibility
for the service. The Practice Managers have a dual clini-
cal and managerial role, and hold cases as behaviour analysts.
They lead assessments, develop PBS plans and intervention,
and oversee support provided. They also take responsibility for
line management of staff and area management as part of the
Service Level Agreements. There are four Senior Behaviour
Analysts that have a purely clinical role, and hold cases as
behaviour analysts. They will lead assessments, develop PBS
plans and oversee the treatment delivery. The seven Assist-
ant Behaviour Analysts assist the Senior Behaviour Analysts
and Practice Managers to progress clinical work, whilst the
Behaviour Practitioners provide direct support to caregivers
to put support plans and intervention in to practice. The team
has four vacancies (two Assistant Behaviour Analysts and two
Behaviour Practitioners). More recently the team have been
supported with administrative assistance.

The second site comprised a Consultant Psychiatrist, two Band
7 Nurse Specialists, Band 6 Community Practitioner, Band 4
Assistant Practitioner, Band 3 Assistant Practitioner, Occupa-
tional Therapist, eight Speech and Language Therapists, a Serv-
ice Lead, a Board-Certified Behaviour Analyst, and a Trainee
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Behavioural Therapist. Approximately fifty percent of a Con-
sultant Psychiatrist role is funded for children with BtC, with
all other staff roles fully dedicated to BtC. Management activi-
ties and supervision of staffing differed by staffing and grade,
primarily undertaken by the Band 7 Nurse Specialists and the
Consultant Psychiatrist. Ratio of direct to indirect time on
client-related work also varied, but tended to be split at around
50:50. Band three and four Assistant Practitioners spent the
greatest amount of time with the children and young people
with BtC, engaging in support of up to three visits weekly with
between two and twenty-four hours of support per week. On
average, the other staff spent approximately two hours with
children and young people.

In the third site, a Service Lead sits over a team of Board-
Certified Behavioural Analyst and Behaviour Technicians.
All other staff roles were fully dedicated to BtC. The service
lead spends approximately a quarter of their time in management
and supervisory responsibilities, and is responsible for supervi-
sion, network engagement, contract management and in pro-
viding direct support to families and clients. The staff provide a
day per week of client support, which includes family carers.
The average time spent providing treatment support to any
individual (and their support network) is approximately
twenty-four weeks.

Model 5: All age

One site reported two psychologists (Band 8a and 8b) provid-
ing service cover of 1.8 FTE and occupational therapy (Band
7 and Band 6) equivalent to 1.4 FTE. Five nurses provided a
total of 4.8 FTE and this team included a lead Band 7 nurse,
two Band 6 learning disability nurses and two Band 5 learning
disability nurses, with a bank nurse currently filling a vacancy.
The team was also supported by a clinical assistant (Band 4)
and administrative support. All staff roles were fully funded
for children with BtC, though the clinical psychologists and
the occupational therapists tended to spend more time engaged
in supervision and management responsibilities, with nurs-
ing staft delivering more direct client related work. The team’s
caseload at the time of data collection was 288 children and
young people with BtC, and the total number of referrals to the
children’s Community Team for People with a Learning Dis-
ability (CTPLD) in the previous twelve months was 262. On
average, the time spent providing treatment support to any
individual and their kinship-network is between three months
to a year. This support could be longer in duration but the team
are cognisant of ensuring equitable support for families on
the waiting list.

A second site had an in-post psychiatrist, commissioned for
a limited FTE per month and only for CYP with severe intel-
lectual disabilities. A gap exists for children or young people
with moderate intellectual disabilities whose treatment needs to
be individually commissioned to receive psychiatric support.
This is then provided by the psychiatry team in CAMHS,
although CYP who are admitted to hospital as inpatients receive
prompt psychiatric assessments. The site also had one clini-
cal psychologist, senior and junior nurses, and a support worker.
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General Speech and Language Therapy services are exter-
nal to the site and so families are referred on to other services
and are typically added to a waitlist. Families also wait for a
general paediatric occupational therapist to assess their home
environment, though a current vacancy exists for specialist
occupational therapist.

Table 2 presents the staffing complement by service model,
as reported by sites.

Table 3 presents the data from sites per model in the form of a
staffing case-mix for comparison. This report only shows
reported roles and where possible, the numbers of staff per
role. We did not obtain cost data for ranking, or thresholds for
seniority and structure.

The table above presents a matrix of the staff composition in
the different service models. All teams were multi-disciplinary
and with Band 6 and 7 nursing staff (including health care assist-
ants or support workers) the most common. Sites in model
one CAMHS and model four (Specialist BtC) provided Child
and Adolescent Psychiatry. The other sites were led by a
Consultant  Clinical Psychologist, and clinical psycholo-
gists were present in all models. Model 3 (C/YP Disability)
reported teams that primarily comprised nursing staff, and
were smaller in scale, reporting less staff per site. Model 4
(Specialist BtC) utilised behavioural practitioners as core staff,
complemented by a range of allied health professionals
(occupational therapists, psychologists and speech and language
therapists).

No sites with the exception of models one and four reported
professional staff in leadership (e.g. Team Managers) and
clinical leads seemed likely to perform combined -clinical
and managerial leadership and oversight. No sites provided
data in response to queries about other contractual arrange-
ments, recruitment incentives such as agency fees, or additional
staffing commitments such as on-call contracting.

Triage with Stage 1 Survey - Staffing data returns
The detailed data presented above is juxtaposed with a narrative
of staffing data returns from the Stage One Survey.

Model 1 - CAMHS

Stage One Survey used a structured template for document-
ing numbers of staff. The number of Psychiatrists was varied,
with one site having five, four sites having three, ten sites hav-
ing two, and thirty-six sites having one. Clinical Psychologists
and Assistant Psychologists were also represented across the
distribution, with twenty-nine sites employing one, ten sites
employing two, and the rest of the sites employing between
three and seven. Assistant Psychologists ranged between one site
employing five and twenty-two sites employed one. Learning
Disability Nurses, Mental Health Nurses, Occupational Thera-
pists, Qualified Teachers, Social Workers, Support Workers,
and Speech and Language Therapists were all frequently
represented. No sites reported physiotherapists, or dieticians.
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Table 2. Summary of staffing complement by Service Model.

Model 1 Model 2

Consultant child and Clinical
Psychology,
Nurse Consultant, LD Nurse  Nursing,
Psychiatry OT, SLT,
Music Therapy,
Care Assistant Band 3, Peer Support Worker
support worker, Psychology (74 listed)

adolescent psychiatrist,

band 6 X2, LD Nurse Band
7 ACP apprentice, Health

(7 listed)

Operational lead.
Psychological Lead.
Consultation clinical
Psychologist. Team manager.
Clinical lead, 5 nurses,

Model 3

Team Lead and
Clinician, Deputy
Team Lead, Support
Workers, Business
Roles, Community
Nurses (vacant)

Band 6 Team Lead,
Band 6 Vulnerabilities
Rotational Nurse,
Band 5 LD Nurse,
Nursing Associate
Trainee Nurse

Model 4 Model 5

Band 11 Principal Manager, Admin 1.0

Band 10 Practice Manager 2 psychologists-
(6), Band 9 Senior Behaviour 1.8

Analysts (4), Band 8 Assistant 5 nurses- 4.8
Behaviour Analysts (7), Band 8  OT- 1.4

Assistant Behaviour Analysts Clinical
(vacant) (2), Band 3 Behavioural = assistant- 1.0
Practitioners (2) (72 listed)

Band 3 Behavioural
Practitioners (vacant) (2),
External Clinical Supervisor,
Clinical Psychologist
Administrative Support (27
listed)

2 support workers, an Associate
OT specialist lead and 3 Consultant Psychiatrist, Band 7
psychologists. 2 medical Nurse Specialist, Band 7 Nurse
secretaries and one Admin Specialist
(15 listed) Band 6 Community
Practitioner, Band 4 Assistant
Practitioner, Band 3 Assistant
Practitioner, Occupational
Therapist,
Speech and Language
Therapist (8 listed)
Service Lead, BCBA, Trainee/
BT
Table 3. Staffing case-mix.
Model 1 Model 2 Model 3 C/YP Model 4 Model 5
CAMHS LD CAMHS Disability Specialist BtC All age
Site Site Site Site Site Site Site Site  Site
two one two one two one two one two
Staffing (n)
Psychiatrist 1
Clinical Psychologist 1 1 3 1 1 1
Nurse Consultant 1 1
Speech and Language Lead 1
Occupational Therapy Specialist Lead 1 1 1 1
Operational Lead
Psychologist 1 1 1 1 3 2
Occupational Therapist 1 2 1 2
Speech and Language 2 1 1
Senior Behavioural Analysts 4
Band 9
Behavioural Analysts Band 8 7
Behavioural Analysts Band 7 2
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Model 1
CAMHS
Site  Site
one two
Nurse Band 7 1 4
(can also include ACP apprentice, LD nurse)
Band 6 Nurse or Community Practitioner 1 7
Band 5 Nurse
Nursing Associate or Assistant Practitioner
Band 4
Music Therapist
(Peer) Support worker 2
Band 3 Health Care Worker or Behavioural
Practitioner or Clinical Assistant
Community Worker
Team/ BusinessManager
Practice Manager
Medical Secretary 1 1

Administrator

A diverse range of other roles were also flagged without
title/salary grades or bands but that included Consultant
Paediatricians, Specialist CAMHS Clinician, Art Therapist,
Mental Health Practitioner, CAMHS practitioners, Creative
Therapist, Psychotherapist, Peer Support Worker, Specialist
Practitioners, Music Therapists, LD CAMHS Practitioner,
Behaviour Therapist, Non-Medical Prescriber, Systemic Prac-
titioner, Assistant Practitioner, and Behaviour Analyst. Further
roles included Behaviour Analysts, Counselling Psychologist
and Family Therapists, Health Visitor (HV), a Registered Sick
Children’s Nurse (RSCN), a Trainee High Intensity Therapist,
and an Educational Mental Health Practitioner.

Model 2: LD CAMHS

Of the sites represented, a significant number employed Clini-
cal Psychologists, with twenty sites having at least one. Clini-
cal Psychologists ranged per site from one to five. Learning
Disability Nurses are also widely employed, in nineteen sites.
The number of Learning Disability Nurses ranged from one to
eleven, with a median of three. Psychiatrists were employed
in eighteen sites and Mental Health Nurses in eight with
between one and two per site. Other professional roles were
present but in fewer sites, Assistant Psychologists are employed
in seven sites, with a range of one to four staff. Occupational
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Model 2 Model 3 C/YP Model 4 Model 5
LD CAMHS Disability Specialist BtC All age
Site Site Site Site Site Site Site Site
one two one two one two one two

1 1 1
2 1 1 6
2 1
1 1
3
1 3
2 1 1
1 5

Therapists were employed in eight sites, with a range of one
to three staff. Speech and Language Therapists are present in
five sites, ranging from one to two staff. Social Workers are
present in five sites, with a range of one to four staff. General
Nurses are present in three sites, with one to two staff. Health
Care Assistants are reported in five sites. Other roles included
Behaviour Therapists, Assistant Practitioners, and Psychothera-
pists. These roles are present in 19 sites, and the number of staff
per site is between one and two. No sites reported employing
an Assistant Social Worker, Dietician, or Physiotherapist.

Model 3: Children/Young People’s Disability

Support workers (averaging between 2-4 per site, and up to
fourteen) were the highest filled role employed followed by
Learning Disability Nurses (ranging between one and five per
site, extending to eight or twelve). Clinical Psychologists and
Social Workers were the next most frequently employed role.
Other roles included Occupational Therapists, and Health Care
Assistants. There was a lot of missing data in the returns for
these roles and so it is difficult to accurately report staffing
numbers by roles with confidence. Other noted roles included
Business Support Worker, Emotional Health Worker, Special-
ist SEND Health Visitors, Education and Short Break Sup-
port Staff, Children’s Nurses, Occupational Therapy Assistants;
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Residential Social Care Worker, Peer support, Portage Work-
ers, SCIP workers (Supporting Change in Partnership), Short
Breaks Reviewing Officer and Assistant Practitioner.

Model 4: Specialist BtC

Clinical Psychologists, Assistant Psychologists, Learning Dis-
ability Nurses and Support workers are highly prominent and
were well-represented across multiple teams. Psychiatrists and
Mental Health Nurses, Allied Health professionals such as
Occupational Therapists and Speech and Language Therapists
are also common. Roles unique and frequent in this service
model included Behavioural Analysts and Practitioners sup-
ported by Assistant Behaviour Analysts and Behaviour Analyst
Trainees. These roles are supported by Specialist worker, Inter-
vention workers for Early Years, Residential Care Workers,
Adolescent Support Services, Team Managers and Registered
Nursing Associates.

Model 5: All age

The three roles represented in this service were Learning Dis-
ability Nurse (the most numerous), Clinical Psychologist and
Support Workers and Health Care Assistants. Sites reported
fractional employment of Psychiatrists and Allied Health Pro-
fessionals (Speech and Language Therapist and Occupational
Therapists). Other roles employed in the sites included Paediatric
Nurses including nursery nurses.

A broad range of staff roles were documented across the five
service models.

Staffing as a cost driver

Staffing type, grade and configuration is a key cost driver in
a BtC service. Appendix 2, Table Al. provides an overview
of unit costs for the BtC staff reported in the service mod-
els. A few sites reported staff grades and salaries, but not all.
This data therefore provides the national average annual cost
and range of salaries attributable to all staff listed in Table 2.
It presents resource use items, with an associated unit cost
or range of unit costs (£), unit of analysis and the source of
the unit cost including the reference page and table number.
Unit costs were obtained from a variety of sources, to derive
the most accurate estimates of cost data. Costs were extracted
directly from published reports and were inflated to cur-
rent prices, primarily from the Compendium of the Unit Costs
of Health and Social Care 2023, Personal Social Services
Resource Unit (PSSRU) (Jones e al., 2023).

Salary estimates obtained from national data for lead clini-
cal and professional staff tend to be broadly similar - upwards
of £100,000. Allied health professionals of an equivalent grade
also tended to receive similar remuneration. Senior behavioural
analysts’ salaries were at the top of the range for allied health
professionals (£80,000 to £90,000), followed by behavioural
analysts, psychologists and occupational therapists. Core nurs-
ing staff in all sites tended to be provided by Band 7 and Band
6 nurses, though a full spectrum of nursing support was pro-
vided by Bands 4 to 8. These salaries tend to range between
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£25,000 and £50,000. Once salary on-costs, qualifications and
overheads were added to the benchmark salary, total estimates
for staff costs increased by two or three-fold.

The true staff salary costs will vary enormously due to contrac-
tual agreements, recruitment incentives in particular agency
fees, and unreported activities such as on-call contracting. There
is considerable variability in the actual salaries paid to staff
and in the monies accruing to sites due to flexible funding
arrangements. There was also variation in the types of supervi-
sion provided by staff, and diversity in their activities. Some
conduct home visits, school visits, work primarily from home
or from an office, with teams and groups and might host inpa-
tient and outpatient clinics. A psychologist may visit a school
to observe a CYP there, and to support the teachers with strate-
gies to help manage BtC. There was also substantial vari-
ability in the funding approaches to staff activity, and some
staff undertook significant travel. Training was highly variable
between trusts and roles, and most sites did not report on their
consumables.

Sites may not have provided comparable data, making inter-
pretation difficult. Broader staffing costs, such as those for
on-call, management, and administration, are highly vari-
able depending on how they were declared in the survey. It is
often complicated and difficult to separate out costs for shared
management, administration, and building-related expenses, par-
ticularly if these functions were part of a larger, higher-level
service architecture and were not fully included in the estimates.

It is also important to consider whether staff roles were
missed that were accessed through shared services across the
wider organization. For instance, while a service might not
directly employ a psychiatrist or an occupational therapist in
a dedicated role, they could still access the professionals from
parallel teams. Many survey responses were incomplete, and
the raw staff numbers presented are likely insufficient and
could be misinterpreted; the staffing cost data should therefore
be viewed cautiously due to significant missing information.
To provide a more accurate measure of the total workforce,
both staff roles that are dedicated and accessed through shared
services should be described in full-time equivalence (FTE).

Reported staffing organogram and associated costs

Exploring staffing configuration and cost data across services
models is known as benchmarking. It aims to provide granu-
lar insight into a service’s largest resource and usually greatest
expense, thereby enabling strategic, data-driven caparisons in
terms of staffing complement. When comparing similar health
and social care services (within model comparisons), decision-
makers are able to identify how their resources are allocated
compared to their peers to achieve similar objectives. This can
reveal differences in operational approaches to staffing activi-
ties, procurement or service delivery. Through documenting and
sharing data on performance metrics like staff costs, service
wait times, or quality of outcomes, decision-makers can strate-
gically review services and identify opportunities for continu-
ous improvement. By the same token, staffing differences across
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service models highlight the resources available within the data where possible, with estimates used from national aver-

broader complex health and care ecosystem. ages where the data was missing. Due to the lack of accuracy of
apportionment for overheads and operating costs, a pragmatic
The following tables attempted to present actual costings attrib- approach to apportion overheads to staffing was undertaken,

utable to staff in the different service models, and to represent estimated from the calculations provided in the Compendium
data returns. Costings reflect actual reported grade and salary of the Unit Costs of Health and Social Care.

Model 1 - CAMHS

Site one
staff role funding paygrade Salary %FTE Total £(WTE) adjusted*including salary, on Total £
type (£) costs, qualifications, management and capital adjusted for
overheads, and travel. %FTE
Consultant NHS Consultant 159,062 0.4 363,727 145,490
Psychiatrist
Nurse Consultant ~ NHS 8b 75,535 0.6 171,208 102,725
Clinical NHS 8b 64,783 0.6 154,816 92,889
Psychologist
Advanced Nurse NHS 7 43,742 1 100,669 100,669
Practitioner
Nurse Practitioner ~ NHS 6 42,618 1 97,355 97,355
Occupational NHS 6 35,392 1 87,976 87,976
Therapist
Medical Secretary  NHS 2 47,941 0.21 181,742 38,165
Total 1,157,496 665,273

* Unit costs of health and social care calculator:

Section 11.3.1 Unit cost component multipliers of hospital doctors, nurses and scientific staff

Table 12.4.2 (doctors), Table 12.4.1 (allied health professionals), Table 13.x.x (hospital-based nurses)
Total adjusted by baseline salary.

Site two**
staff role funding pay Salary %FTE Total £ (WTE) adjusted*including salary, on costs, Total £
type grade (£) qualifications, management and capital overheads, adjusted for
and travel. %FTE
Nurse Consultant =~ NHS 8b 56,907 Not 128,986
known
Clinical NHS 8a 49,149  Not 118,326
Psychologist known
Clinical NHS 8a 49,149  Not 118,326
Psychologist known
Nurse NHS 7 42,376 Not 97,526
known
Nurse NHS 7 42,376 Not 97,526
known
Nurse NHS 7 42,376  Not 97,526
known
Nurse NHS 7 42,376 Not 97,526
known
Nurse NHS 6 35118 Not 80,223
Practitioner known
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staff role funding pay Salary %FTE Total £ (WTE) adjusted*including salary, on costs, Total £
type grade (£) qualifications, management and capital overheads, adjusted for
and travel. %FTE
Nurse NHS 6 35118  Not 80,223
Practitioner known
Nurse NHS 6 35118 Not 80,223
Practitioner known
Nurse NHS 6 35118  Not 80,223
Practitioner known
Nurse NHS 6 35118 Not 80,223
Practitioner known
Nurse NHS 6 35,118  Not 80,223
Practitioner known
Nurse NHS 6 35118 Not 80,223
Practitioner known
Nurse NHS 6 35118  Not 80,223
Practitioner known
Occupational NHS 6 35118 Not 80,223
Therapist known
Assistant NHS 3 28,074  Not 64,493
known
Assistant NHS 3 28,074  Not 64,493
known
Medical Secretary  NHS 2 22,246 Not 50,848
known
Total 1,267,479

* Unit costs of health and social care calculator:

Section 11.3.1 Unit cost component multipliers of hospital doctors, nurses and scientific staff. Table 12.4.2 (doctors), Table 12.4.1 (allied health professionals),

Table 13.x.x (hospital-based nurses). Total adjusted by baseline salary.

** Salary bands provided by site, costs taken from the Compendium of the Unit Costs of Health and Social Care

Both sites employ a Nurse Consultant, Clinical Psycholo-
gist, Nurse Practitioner, Occupational Therapist, and Medi-
cal Secretary. Site One employs a Consultant Psychiatrist
and an Advanced Nurse Practitioner, roles not present at Site
Two. Site Two employs general Nurses (7) and Assistants (3),

Model 2 - LD CAMHS
Site one**

which are not listed at Site One. The tables provide FTE
and FTE-adjusted-costs for Site One, but this data is not
available for Site Two. Therefore, a direct comparison
of total FTE adjusted costs between the two sites is not
possible.

staff role funding pay Salary %FTE Total £ (WTE) adjusted*including salary, on Total £
type grade (£) costs, qualifications, management and capital adjusted for
overheads, and travel. %FTE
Clinical Psychology NHS 8b 104,450 0.56 244,082 136,685
Lead
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staff role funding pay Salary %FTE Total £ (WTE) adjusted*including salary, on Total £
type grade (£) costs, qualifications, management and capital adjusted for
overheads, and travel. %FTE

Clinical Psychologist NHS 8a 49,149 1 118,326 118,326
Nurse NHS 6 35,118 1 80,223 80,223
Nurse NHS 6 35118 0.75 80,223 60,167
Nurse NHS 6 35118 0.75 80,223 60,167
Nurse NHS 6 35118 0.75 80,223 60,167
Nurse NHS 6 35118  0.56 80,223 44,924
Nurse NHS 6 35118  0.56 80,223 44,924
Occupational NHS 6 34,736 0.75 86,346 64,759
Therapist

Occupational NHS 6 34,736 0.45 86,346 38,855
Therapist

Speech and NHS 6 34,736 0.56 86,346 48,353
Language Therapist

Speech and NHS 6 34,736 0.56 86,346 48,353
Language Therapist

Support Worker NHS 3 23,387 1 59,886 59,886
Total 1,249,016 865,789

* Unit costs of health and social care calculator:

Section 11.3.1 Unit cost component multipliers of hospital doctors, nurses and scientific staff

Table 12.4.2 (doctors), Table 12.4.1 (allied health professionals), Table 13.x.x (hospital-based nurses)

Total adjusted by baseline salary.

** Salary bands provided by site, costs taken from the Compendium of the Unit Costs of Health and Social Care

Site two**
staff role funding pay Salary %FTE Total £ (WTE) adjusted*including salary, on Total £
type grade (£) costs, qualifications, management and capital adjusted for
overheads, and travel. %FTE
Specialist Clinical NHS 8a 100,586 0.8 235,053 188,042
Psychologist
Specialist Clinical NHS 8a 100,586 0.6 235,053 141,031
Psychologist
Specialist Clinical NHS 8a 100,586 0.5 235,053 117,526
Psychologist
Clinical Lead/Speech NHS 8a 104,450 1 244,082 244,082
and Language Therapist
Child and Educational NHS 7 42,376 0.5 97,526 48,763
Psychologist
Highly Specialist LD NHS 7 43,742 0.6 100,669 60,401
Nurse / Trainee Nurse
Prescriber
Specialist Children’s NHS 6 35,118 1 80,223 80,223
Occupational Therapist
Specialist Children’s NHS 6 35,118 0.75 80,223 60,167
Speech & Language
Therapist
Psychological Therapies NHS 5 28,074  0.75 64,439 48,329

Practitioner
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staff role funding pay Salary %FTE Total £(WTE) adjusted*including salary, on Total £

type grade (£) costs, qualifications, management and capital adjusted for
overheads, and travel. %FTE

Psychological Therapies NHS 5 28,074  0.75 64,439 48,329

Practitioner

Specialist Children’s NHS 5 28,074 0.56 64,439 36,085

Occupational Therapist

Clinical Associate NHS 5 28,074  0.56 64,439 36,085

Psychologist

Clinical Coordinator NHS 4 22,246 1 50,848 50,848

Total 1,616,486 1,159,911

* Unit costs of health and social care calculator:

Section 11.3.1 Unit cost component multipliers of hospital doctors, nurses and scientific staff
Table 12.4.2 (doctors), Table 12.4.1 (allied health professionals), Table 13.x.x (hospital-based nurses)

Total adjusted by baseline salary.

** Salary bands provided by site, costs taken from the Compendium of the Unit Costs of Health and Social Care

The two sites have distinct differences in their workforce struc-
ture and costing profiles. While they both employ a Clinical
Psychologist, Nurses, Occupational Therapists, and a Speech
and Language Therapist. Site Two’s staff appears to have more
specialization and senior roles. It has three Specialist Clini-
cal Psychologists and a Clinical Lead/Speech and Language
Therapist, whereas Site One has a single Clinical Psychol-
ogy Lead. Site Two also includes a Clinical Coordinator and
Clinical Associate Psychologist, roles not present at Site One.

Model 3 - C/YP disability

In terms of staffing mix: Site One employs a Support Worker,
while Site Two employs Psychological Therapies Practitioners
and a Highly Specialist LD Nurse. Site One has more reported
full-time roles (2.5 FTEs), while Site Two has only one full-
time role (1 FTE). Site One’s staff seems to be primarily
part-time, with varying FTE percentages. Site Two’s total
adjusted cost is higher than Site One’s, reflecting the higher
overall cost of its workforce even when adjusted for part-time
work.

Site one**
staff role funding paygrade Salary %FTE Total £(WTE) adjusted*including salary, on Total £
type (£ costs, qualifications, management and capital adjusted for
overheads, and travel. %FTE
Team Lead and  ICB Not 100,586 0.94 235,053 220,949
Clinician recorded
Deputy Team ICB Not 82,843 1 195,078 195,078
Lead recorded
Support Worker  ICB Not 23,387 1 59,886 59,886
recorded
Support Worker  ICB Not 23,387 0.56 59,886 33,536
recorded
Support Worker  ICB Not 23,387 0.56 59,886 33,536
recorded
Business role ICB Not 47,941 0.5 181,742 90,871
recorded
Business role ICB Not 47,941 0.5 181,742 90,871
recorded
Community ICB Not 35,118 1 80,223 80,223
Nurse recorded
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staff role funding paygrade Salary %FTE Total £(WTE) adjusted*including salary, on Total £
type (£) costs, qualifications, management and capital adjusted for
overheads, and travel. %FTE
Community ICB Not 35118 0.6 80,223 48,133
Nurse recorded
Total 1,133,719 853,083
* Unit costs of health and social care calculator:
Section 11.3.1 Unit cost component multipliers of hospital doctors, nurses and scientific staff
Table 12.4.2 (doctors), Table 12.4.1 (allied health professionals), Table 13.x.x (hospital-based nurses)
Total adjusted by baseline salary.
** Salary bands provided by site, costs taken from the Compendium of the Unit Costs of Health and Social Care
Site two**
staff role funding pay Salary %FTE Total £ (WTE) adjusted*including salary, on Total £
type grade (£) costs, qualifications, management and capital adjusted for
overheads, and travel. %FTE
Team Lead ICB 6 75,535 Not 171,208
recorded
Vulnerabilities ICB 6 43,742 Not 100,669
Rotational Nurse recorded
LD Nurse ICB 5 35,118 Not 80,223
recorded
Nursing Associate ICB 4 28,074 Not 64,439
recorded
Trainee Nurse ICB 2 22,246 Not 50,848
Associate recorded
Total 467,387

* Unit costs of health and social care calculator:

Section 11.3.1 Unit cost component multipliers of hospital doctors, nurses and scientific staff
Table 12.4.2 (doctors), Table 12.4.1 (allied health professionals), Table 13.x.x (hospital-based nurses)

Total adjusted by baseline salary.

** Salary bands provided by site, costs taken from the Compendium of the Unit Costs of Health and Social Care

Both sites are funded by the Integrated Care Board (ICB),
and employ a Team Lead and at least one type of Nurse. Site
One has a larger workforce with 9 staff members, and a wider
variety of roles, including Deputy Team Lead, Support Workers,
and Business roles, which are not present at Site Two. Site
Two reports a workforce of five staff, and a more focused

Model 4 - Specialist BtC
Site one — service 1

nursing team, with specific roles like Vulnerabilities Rotational
Nurse, LD Nurse, Nursing Associate, and Trainee Nurse Asso-
ciate. Site One provides detailed FTE percentages for each
staff member. This information is not recorded Site Two, mak-
ing it impossible to calculate adjusted costs based on hours
worked.

staff role funding pay Salary (£) %FTE Total £ (WTE) adjusted*including salary, on costs, Total £
type grade qualifications, management and capital overheads, adjusted for
and travel. %FTE
Service Employee Not 40,000- 1 100,669
Lead stated 45,000
BCBA Employee Not 32000- 1 86,346
stated 39,000
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staff role funding

type

Trainee/ Employee

BT

Total

pay
grade

Not
stated

Salary (£)

27,000-
32,000

* Unit costs of health and social care calculator:
Section 11.3.1 Unit cost component multipliers of hospital doctors, nurses and scientific staff
Table 12.4.2 (doctors), Table 12.4.1 (allied health professionals), Table 13.x.x (hospital-based nurses)
Total adjusted by baseline salary.

Site two™*

staff role

Principal Manager

Practice Manager

Practice Manager

Practice Manager

Practice Manager

Practice Manager

Senior Behaviour
Analyst

Senior Behaviour
Analyst

Senior Behaviour
Analyst

Senior Behaviour
Analyst

Assistant Behaviour
Analyst

Assistant Behaviour
Analyst

Assistant Behaviour
Analyst

Assistant Behaviour
Analyst

Assistant Behaviour
Analyst

Assistant Behaviour
Analyst

Assistant Behaviour
Analyst

Behaviour
Practitioner

funding
type

Not
recorded

Not
recorded

Not
recorded

Not
recorded

Not
recorded

Not
recorded

Not
recorded

Not
recorded

Not
recorded

Not
recorded

Not
recorded

Not
recorded

Not
recorded

Not
recorded

Not
recorded

Not
recorded

Not
recorded

Not
recorded

pay
grade

"

10

10

10

10

10

Salary

(£)
48,474~
51,515

44,428~
47,420

44,428~
47,420

44,428~
47,420

44,428~
47,420

44,428~
47,420

40,221~
43,421

40,221~
43,421

40,221~
43,421

40,221~
43,421

36,648~
39,186

36,648~
39,186

36,648~
39,186

36,648~
39,186

36,648-
39,186

36,648~
39,186

36,648-
39,186

23,500~
23,893

1

%FTE Total £(WTE) adjusted*including salary, on costs,
qualifications, management and capital overheads,

and travel.

Mid-
point

(£)
49,994

45,924

45,924

45,924

45,924

45,924

41,821

41,821

41,821

41,821

37,917

37,917

37,917

37,917

37,917

37,917

37,917

23,696

%FTE

Not recorded

Not recorded

Not recorded

Not recorded

Not recorded

Not recorded

Not recorded

Not recorded

Not recorded

Not recorded

Not recorded

Not recorded

Not recorded

Not recorded

Not recorded

Not recorded

Not recorded

Not recorded
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Total £
adjusted for
%FTE
64,439
251,454

Total £ (WTE) adjusted*including salary, Total
on costs, qualifications, management FTE

and capital overheads, and travel.

118326

100,669

100,669

100,669

100,669

100,669

97,526

97,526

97,526

97,526

86,346

86,346

86,346

86,346

86,346

86,346

86,346

59,886

N/A
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staff role

Behaviour
Practitioner

External clinical
supervisor BCBA- D,
Clinical Psychologist

Admin support

Total

funding
type

Not
recorded

Not
recorded

Not
recorded

pay

grade

3

Salary Mid-
(£) point
(£)
23,500- 23,696
23,893
100,586 100,586
22,246

* Unit costs of health and social care calculator:
Section 11.3.1 Unit cost component multipliers of hospital doctors, nurses and scientific staff

Table 12.4.2 (doctors), Table 12.4.1 (allied health professionals), Table 13.x.x (hospital-based nurses)
Total adjusted by baseline salary.
** Salary bands provided by site, costs taken from the Compendium of the Unit Costs of Health and Social Care

Site three**

staff role

Consultant
Psychiatrist

Nurse Specialist
Qualified Nurse

Community
Practitioner

Assistant
Practitioner

Assistant
Practitioner

Occupational
Therapist

Speech and
Language Therapist

Consultant
Psychologist

Assistant
Psychologist

Assistant
Psychologist

Psychologist

Total

funding
type

NHS

NHS
NHS
NHS

NHS

NHS

NHS

NHS

NHS

NHS

NHS

NHS

pay
grade

8¢

8a

Salary (£)

57,702

57,702
57,702
46,619

32,547

32,547

46,619

46,619

76,035

57,525

57,525

40,893

* Unit costs of health and social care calculator:
Section 11.3.1 Unit cost component multipliers of hospital doctors, nurses and scientific staff
Table 12.4.2 (doctors), Table 12.4.1 (allied health professionals), Table 13.x.x (hospital-based nurses)

%FTE

0.6

0.6
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%FTE Total £ (WTE) adjusted*including salary, Total
on costs, qualifications, management FTE
and capital overheads, and travel. N/A

Not recorded

Not recorded,

assumed
0.5% FTE

Not recorded

Total £ (WTE) adjusted*including salary,
on costs, qualifications, management and
capital overheads, and travel.

118,326

100,669
100,669
97,526

86,346

86,346

97,526

97,526

163,098

65,559

65,559

118326
1,197,476

Total £

adjusted for

%FTE
118,326

100,669
100,669
97,526

86,346

86,346

97,526

97,526

97,858

65,559

65,559

70,995
1,084,905
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All three sites have significant differences in their staffing and
costs, with Site Two having the most complex structure. All
three sites have a leadership role (Service Lead, Team Lead,
Consultant Psychiatrist), however there are no roles that are
identical across all three sites. Site Two has the largest team
with 21 staff members, followed by Site Three with 12, and
then Site One. Site One has a small, specialized team focused
on behavioural analysis, including a BCBA (Board Certified
Behaviour Analyst) and a Trainee BT (Trainee Behavioural
Technician). Site Two has a large hierarchy of management and

Model 5 - All age

NIHR Open Research 2026, 6:13 Last updated: 01 APR 2026

behavioural analysis roles, including multiple Practice Managers,
Senior Behaviour Analysts, and Assistant Behaviour Analysts.
It also includes Behaviour Practitioners and an Admin Sup-
port role. Site Three has a more traditional clinical team, with
a Consultant Psychiatrist, various Nurses, and different types
of Psychologists and Therapists. Site One and Site Three have
full-time staff, but Site Three also includes multiple part-
time positions. The FTE data for Site Two is not recorded. A
direct comparison of individual FTE costs is difficult due to the
differing staff roles and salaries.

Site one**

staff role funding pay Salary %FTE Total £ (WTE) adjusted*including salary, on Total £

type grade (£) costs, qualifications, management and capital adjusted for
overheads, and travel. %FTE

Principal Clinical NHS 8b 104,450 0.8 244,082 195,265

Psychologist

Senior LD Nurse NHS 7 44,973 1 100,669 100,669

Senior Not 7 58,212 0.4 103,935 41,574

Occupational stated

Therapist

Occupational Not 6 34,736 1 86,346 86,346

Therapist stated

LD Nurse Not 6 37,577 1 80,223 80,223
stated

LD Nurse Not 6 37,577 1 80,223 80,223
stated

LD Nurse Not 6 37,577 0.6 80,223 48,133
stated

LD Nurse Not 5 30,241 1 64,439 64,439
stated

LD Nurse Not 5 30,241 1 64,439 64,439
stated

LD Nurse Not 5 30,241 0.8 64,439 51,551
stated

Total 969,018 812,862

* Unit costs of health and social care calculator:

Section 11.3.1 Unit cost component multipliers of hospital doctors, nurses and scientific staff
Table 12.4.2 (doctors), Table 12.4.1 (allied health professionals), Table 13.x.x (hospital-based nurses)
** Salary bands provided by site, costs taken from the Compendium of the Unit Costs of Health and Social Care

Only one site in model 5 reported staffing data.

There is considerable uncertainty in the costs presented in
the data tables above due to ad hoc data completion and data
missingness. Actual salary data provided by sites tended to
be higher than costs estimated for the same band from the Unit
Cost Compendium. Total costs were adjusted to include sal-
ary, on costs, qualifications, management and capital over-
heads, and travel and these were derived from the Compendium,

based on either the original recorded salary or the reported
grade.

Benchmarking supports decision-makers to determine whether
the current distribution of resources (e.g. staffing) across the
broader service model is optimal. A valuable review will extend
an appraisal from “how much does this service cost?” to “how
is this service model structured to achieve its objectives, and
how can it become more effective?” A comparison of the five
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models reveals both similarities and differences in their staffing
and cost structures. There is a presence of specific clinical roles
across all models and nurses, psychologists, and therapists
(occupational or speech and language) which are found in at
least three of the five models.

e Model 1: CAMHS has a varied, generalist clinical team,
including Consultant Psychiatrists, Nurse Consultant,
and Advanced Nurse Practitioner and a large range of
diverse support roles.

e Model 2: LD CAMHS has a strong focus on specialist
roles, with multiple Specialist Clinical Psychologists, a
Clinical Lead, and a LD Nurse.

e Model 3: C/YP Disability has a split funding source and
a simpler structure. Site One focuses on general clinical
and support roles, while Site Two is heavily concentrated
on nursing roles at varying experience levels.

e Model 4: Specialist BtC has a unique focus on behav-
ioural analysis, with roles like a BCBA, Behaviour
Analyst, and Behaviour Practitioner with support from
Support Workers.

e Model 5: All Age is dedicated to ID with a team prima-
rily comprised of various ID Nurses and an Occupational
Therapist and paediatric nursing and support staff.

The models vary in size and cost. The large difference in total
costs and staff numbers highlights different operational scales
and service delivery models.

Whilst significant data were missing for staffing costs for this
section of the report, narrative data were provided by sites
for service configuration and reach to the community.

Service configuration and reach to the community
Model 1: CAMHS

The two CAMHS sites differed in approach to their fre-
quency of contact with families and associated activities, with
the first site reporting a varied and somewhat unstructured
approach.

The second site described a regular pathway with visits aver-
aging approximately an hour every three weeks, and an inten-
sive support pathway of weekly visits. On average, families
were enrolled for a year, though the longest enrolment period was
recorded as four years. Families or young people were invited
to complete an initial assessment within the 28 days, and com-
mencement is determined by internal wait lists which differs
by specialty. At the time of data collection, the waitlist delay
for nursing was two weeks, occupational therapy sixteen weeks,
speech and language therapy seven weeks and psychology
five weeks. Almost all eligible families engaged with the serv-
ice when offered consultations. Eighty-three young people
were open on the site’s caseload.

Stage One Survey data provided additional contextual infor-
mation for Model 1. On the average the current total active
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caseload averaged 120 CYP with BtC, with a large range (mini-
mum of 7CYP and a maximum of 835 CYP). Forty percent
of sites had an active caseload of between one and a hundred
CYP with BtC, and another ten sites had between a hundred
and two hundred CYP with BtC.

One site reported almost 4000 referrals (new and re-referrals
in), another 2750 and a third 1250. Three sites had referrals in
of between five hundred and seven hundred CYP, and another
three of between 250 and 400. Approximately fifteen sites
received between 100 and 200 referrals annually, and thirty-five
of up to a hundred a year.

Model 2: LD CAMHS

Staff allocated approximately eighty-percent of their working
week to direct clinical activity. The mean time to starting
treatment from referral varied by specialty (between one week
and three months), but on the average would commence within
three months. The average duration of contact is approximately
fifteen months.

In site two, commencement of treatment from referral aver-
aged between six and twelve months, but can vary due to clini-
cal need and presentation, including the risks to the children
due to their moderate to severe intellectual disability and BtC.
Service uptake is high, with at least ninety percent of eligi-
ble users commencing treatment when offered. A waiting
list is reviewed on a weekly basis, and waiting times can be
reduced with escalations in treatment if necessary. There are no
additional delays between diagnosis and treatment. The time
frames for service delivery are variable and may be non-ending
if psychiatry prescribe medications as part of the CYP’s
treatment regimens. These will then be extended due to ongoing
monitoring.

Feedback for the Stage One Survey for model 2 showed a
quarter of sites are designed exclusively for CYP with BtC.
The majority report that their services are not exclusively for
this group, indicating that they manage a broader caseload
that include individuals with other or co-occurring needs.
Sites specified that they catered to children and young people
(CYP) with a learning disability and moderate to severe mental
health difficulties. These included a wide spectrum of presenta-
tions such as anxiety, depression, low mood, emotional regu-
lation 1issues, self-harm, and sleep problems, ADHD, autism
spectrum disorder (ASD) assessments, OCD-type behaviours,
eating/feeding issues, and toileting/continence problems.

Similarly, the active caseloads show a broad distribution. Sev-
eral services maintained caseloads of between two hundred
and fifty to three hundred CYP. The lowest reported active
caseload was eighteen, while the highest is 440. Most caseloads
were between sixty and a hundred and sixty CYP.

The number of annual referrals (new and re-referrals) received
by the services varied. Referrals in a typical year varied
between twenty and up to 1300, highlighting a large dispar-
ity in service demand and capacity. Other services reported
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numbers of around two hundred, with many in between sixty
to a hundred and fifty referrals in per year.

Model 3: Children/Young People’s Disability

Site three has a clinic-based network across a fairly large
area covering a number of local authorities with variability in
practice and approach. A key eligibility criterion for a CYP
is an IQ of less than 70. Thresholds for engagement and sup-
port were determined by the Signs of Safety tool, with indi-
vidualised care plans subsequently developed. However, the
average time to starting treatment following referral is within
18 weeks’ (4-5 months), and uptake is generally good. Chil-
dren and young people are triaged at initial referral, and
are allocated high, medium, or low priority. BtC is usually allo-
cated as high priority. The average number of sessions per
child is between eight and fourteen. Staff are up to date with
the waitlist as all caseloads are reviewed monthly for acu-
ity and safety, and its therefore unlikely that a child may be
in the waitlist system for long periods of time. A BtC treat-
ment approach may include strategies and resources, and dis-
charge may be offered in as little as six weeks with family,
carer and education team engagement and support. Key sup-
port themes include toileting, sleep, fussy eating, behaviour,
challenging behaviour, puberty and self-care. Discharge does
not take place until all strategies are implemented and consist-
ently maintained across CYP’s usual environment. Parents
and carers of a CYP can be referred to a face-to-face or vir-
tual workshop with other families, to include behaviour man-
agement techniques. Escalation for additional family support
might include social care services, short break support with
local services, additional health need support via children’s
continuing care services and mental health or psychology sup-
port in CAMHS. There are generally no long-term patients
of beyond twelve months in the caseload. Re-referrals are
accepted after a six-month period for further review. The team
offers telephonic support to families, and/or a new referral
can be opened. Pressure on the service is immense with
concerns that specific vulnerable cohorts are not receiving
sufficient care. These include the age 16+ cohort, families
where English is not the first language and families with learning
disabled parents.

A more structured summary of the treatment pathway is detailed
here. Patients are referred into the service, where they are
offered functional behaviour and specialist sensory assess-
ments; relationship and sex education (RSE), emotional and
well-being work, and sleep assessments. Home and school
observations are conducted. The referrals are screened, and
thereafter evaluated for suitability. They are then placed on a
waiting list.

Staff review initial assessments following family visits and
decide on the treatment supports. One or multiple treatment
pathways are offered to the patient depending on their need,
although there are two primary pathways. The first is a clinic-
based pathway in which children undertake play-based thera-
pies or sensory assessments; the second is ‘out of clinic’ which
is usually undertaken at school. Both treatments are delivered
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across five weeks. Family-based outreach is additionally deliv-
ered, supporting families through their implementation of treat-
ment plans. This is usually conducted across several sessions,
thereafter the case will be closed.

Data from the Stage One Survey show there is variation in
the number of CYP with BtC on waiting lists and as active
caseloads across the services. The active caseload data, shows
almost a third of the services manage up to fifty cases, with
another third managing up to a hundred cases. The remaining
services manage higher caseloads, with a few having over two
hundred active cases, including one with a caseload of over
1000.

The referral-in range is similarly broad, spanning a low of
twenty-three to 5,200 referrals (an extreme outlier). A more
representative measure is the median, which is approximately
one hundred and fifty referrals per year. This significant vari-
ance in demand across the services may highlight a potential
imbalance in capacity and need within different regions. For
waiting lists, a few services reported no one on their wait-
ing list, while others reported up to twenty-five. A small
minority have up to fifty CYP people waiting, and only two
services reporting more than fifty.

Model 4: Specialist BtC

In one site, the levels of consistent engagement can vary but
it is rare for someone not to take up the treatment, and wait-
ing times are high. Caregivers of the CYP placed on the
waiting list are offered a training course. The training course is
an introduction to positive behaviour support and basic train-
ing in the functional understanding of challenging behav-
iour. In some locations (depending upon local arrangements),
caregivers may be directed to other services for support.

In the second site, initial consultations and subsequent treat-
ment referral takes less than six weeks. As waiting times are
high, care givers may be directed to other services for sup-
port, or provided with online training. Service commission-
ers attempt to ensure that service capacity is available to meet
the demand, and referral pathways are managed through a
dynamic support register (DSR). Eligible referrals are placed
on the DSR; with the multidisciplinary team meeting monthly
to review all cases. Approximately seventy young people and
children are supported through the service annually, and at
least eighty-percent of families who are offered treatment
will engage. The average treatment duration is approximately
six months, and other services in the borough may be
signposted if considered to be more appropriate. The team
may make initial assessments and then provide referral and
recommendations to a treatment network outside of their own
services.

Stage One Survey data showed that current active cases for
CYP with BtC ranged between three and seventy cases per
site, with a median of eleven. Most (ten sites) sites had no-one
on the waitlist, and the few sites that did ranged from three
to twenty-seven CYP with BtC. The referrals-in ranged from
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a minimum of four referrals to a maximum of two hundred
and fifty referrals per annum. The average number of referrals
is approximately thirty-eight (a median of 30).

Model 5: All age

The first site reported that their total referrals in the previous
year were 262 and their current client caseload was 288. The
average time from referral to assessment was approximately
forty-five days with the DNA rate being very low. The average
treatment duration is three months to a year, with fami-
lies usually discharged within sixteen months because the
team are cognisant of providing equitable services for fami-
lies on the wait list. As part of the waitlist process, letters are
sent to families to offer a speedier escalation and triage in
the case of deterioration. The level of demand for the service
is proving challenging and the team note they are constantly
reviewing their resources to assess capacity and efficiencies.
Unmet need is sometimes filled by trainee clinical psy-
chologists and/or substitute offers of preventative short-term
PBS-focused support.

The second site operates an open referral system, so any-
one can be referred or can self-refer. Most referrals accrue
from local schools and paediatricians. The CYP must meet
the criteria for intellectual disability to be eligible for treat-
ment. Patients are screened within twenty-four hours follow-
ing referral to identify immediate risks, and assessments are
conducted by paediatricians, with staff additionally engaging
with schools. The team hold weekly review meetings, over-
seen by a clinical lead, nurses and psychologists. The fami-
lies are then placed on the wait list, which is very long. Triage
appointments are offered to families, with a nurse reviewing
the treatment pathway. The treatment pathways that are offered
differ, with behavioural interventions offered on the behav-
iour pathway delivered in line with NICE guidance. The serv-
ice offers sensory and psychological support, and a sleep
pathway delivered via a sleep clinic. Parent group workshops
are recommended for lower level support for example provid-
ing information on emotional well-being, or through a teenage
parenting programme called ‘Riding the Rapids’.

The Stage One Survey data noted that the current active
cases for CYP with BtC ranged between zero and two hun-
dred and ten cases per site, with a median of twenty-three. Data
for the waitlist was missing. The referrals-in ranged from a
minimum of two referrals per annum to a maximum of five hun-
dred and fifty. The average number of referrals was approximately
two hundred and forty (a median of 165).

Discussion - strengths and limitations

This report interrogates the configuration of service deliv-
ery and the associated costs accrued to sites in the five serv-
ice models for children with ID and BtC. It builds on previous
research undertaken within the broader programme of work,
which had defined service models in order to identify their
characteristics. Quantitative approaches to data collection were
complemented by qualitative feedback via free text data
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responses and online meetings, providing insight into service
design, configuration and activity. The survey findings
were mapped to the data captured from survey 1, to provide
contextual relevance to the findings. This research is the first
of its kind; an exploratory narrative in the current evidence
gap to discover the data that can be collected and how to best
interpret it, and to investigate which gaps remain.

Various considerations emerged from this review and are
discussed in further detail below.

Cost estimation for the service models

The objective of this review was to undertake a cost analy-
sis of BtC service models, which involves identifying and
measuring the costs of infrastructure, staffing, operations and
other service investments adjusted by caseload throughput, to
provide early insights into the provision of services for fami-
lies with BtC. Across the five service models, some data was
provided regarding cost and service organisation, however
significant data gaps emerged resulting in full or partial cost
data missingness, and with insufficient data for meaningful
imputation. Full costing for the services was not possible for
most of the sites, and operational and overheads costs were
almost completely missing. Staffing configuration, a key cost
driver of services tended to be fairly well completed, though
the data reported by some sites lacked granularity, such as total
staff count or full-time equivalence in working hours. There
was a lack of information about the heterogeneity of clients
and thresholds for eligibility criteria, and sites did not report
on their client case-mix throughput across the domains of
mild, moderate or severe intellectual disability with BtC. This
meant that it was not possible to estimate a generic cost of
each service model, adjusted by patient severity.

Data readiness

It proved extremely challenging to collect the data for this
review. Significant effort was invested in reaching out to sites
through persistent contact across a year. The work-related
demands on frontline staff leaves them with little capac-
ity to respond, exacerbated by a lack of readily available data
to complete the survey. Furthermore, services are integrated
to the point of not being distinct, and a complexity of this
entanglement meant data precision was traded for guesstimates.

Whilst service integration has been a policy directive and optimal
service design for BtC was identified as a national priority
a decade ago, it is imperative that decisions for funding
and staffing arrangements are informed through accurate
and current data. Service level data is notoriously difficult to
collect and to disaggregate, due to service integration or due to
historic legacy organisational or funding arrangements. Yet this
data is needed to identify a real-time assessment of community
services and supports, population to service planning frame-
works, workforce modelling, and persisting service and inte-
gration gaps. A minimum dataset of service characteristics that
includes funding flows and arrangements, staffing magnitude,
case-mix and configuration, jurisdictional integration, population
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heterogeneity and population reach will enable real-time moni-
toring for the interventions, treatments and broader changes
needed to deliver positive outcomes for families with BtC.

The establishment of routine data capture approaches could
be used to investigate service model attributes such as person-
centred care, service integration, family support and the profes-
sional skills and competencies required. Routine linked data
could additionally be used for modelling the parameters of costs
and the thresholds for optimal service design.

Service model jurisdiction and arrangements

The first mapping exercise was undertaken to explore the
organisation and provision of BtC services across England
(Taylor et al., 2023). It was able to identify and classify serv-
ices, although precise mapping of the geographic locations was
not undertaken because the service boundaries were unclear. The
distribution of aggregate services varied across England; a fifth
were in London, the North-East and the North-West; approxi-
mately fifteen percent were in the Midlands and the South-East,
and with around ten percent in the South-West and the
East of England (Taylor er al., 2023). ‘Population served and
reached” was simultaneously explored in this costing study, but
was generally inconsistently completed. Neither survey fully
explored jurisdictional and governance structures, such as
agreements and standards in a local area that could facilitate a
national, whole-of-system framework for consistent and quan-
tifiable services. There is a possibility that a ‘hub and spoke’
model of care operates across services in geographic regions
as referrals between sites were reported, but the variability in
services implies that a whole-of-system coverage is unlikely.
While some sites reported clear eligibility criteria, many did
not. The heterogeneity of the service model clientele is likely
to significantly impact on service configuration, types of sup-
ports offered and key cost-drivers, and it was not possible to
disaggregate these with greater granularity.

Many sites reported significantly long waiting lists and delays
in treatment provision that allude to significant unmet need.
This suggests that the overall BtC service is under-funded and
aligns with the findings of Hassiotis et al. (2020; 2022), that
families struggle to identify or enrol their children in local serv-
ices. Waiting lists for care services have significant implications
for human costs in terms of deteriorating health for patients,
and provider burnout. Delays in diagnosis and treatment can
lead to a worsening of symptoms, which may become more dif-
ficult to manage or even irreversible over time. Parents and
caregivers bear a significant emotional burden including high
levels of psychological distress, including anxiety, helpless-
ness and frustration. Families and caregivers may experience a
loss of productivity, lower wages, covering the costs of private
healthcare to avoid long waits, and increased reliance on
social support systems. Waiting lists also hinder the efficiency
of services, creating a backlog in care pathways which pre-
vent new patients from being seen. Ultimately, long waiting lists
can exacerbate health inequalities, as more affluent individu-
als may be able to afford care, while those who rely on public
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services face prolonged waits (Brown et al, 2002; Care
Quality Commission, 2024; NHS Confederation, 2023; Wisk
& Witt, 2012).

Feedback for this report provided by parents and carers revealed
a pattern of inconsistency in access to Child and Adoles-
cent Mental Health Services (CAMHS), widely described as a
‘postcode lottery’. Families reported having to navigate com-
plex and opaque referral systems in which eligibility, assess-
ment, and follow-up depend heavily on local availability rather
than clinical need. Young people that were initially accepted
for review were discharged after a single assessment, before
their needs were fully understood. Such early discharges, often
justified by incomplete information or narrow eligibility crite-
ria, contributed to disengagement and frustration among fami-
lies who felt excluded from decision-making. Parents described
scenarios in which multiple referral letters were submitted
for the same child—sometimes by different professionals
—with only one reviewed before discharge. In one illustra-
tive case, five referrals were recorded, but the attending cli-
nician accessed only one. Procedural fragmentation leads to
inconsistent clinical judgments, resulting in an emotional toll on
families characterised by anxiety, and a sense of being unheard.
These experiences point to a need for improved coordination,
transparency, and accountability across the referral and triage
process.

Difficulties in diagnosis were cited as a source of systemic delay
and inequity. Ambiguous presentations across autism spectrum
conditions, attention-deficit/hyperactivity disorder (ADHD), and
BtC meant diagnostic uncertainty delayed intervention and case
ownership. While multidisciplinary team (MDT) working was
acknowledged as beneficial, participants noted that MDT func-
tioning was undermined by variability in staffing. Workforce
instability was a central limiting factor with services nominally
staffed but in practice constrained by long-term vacancies, high
sickness absence, and difficulties in recruitment and reten-
tion. The shortfall creates a structural mismatch between com-
missioned service capacity and actual delivery. Families felt
they were referred to services that technically exist but were
functionally dormant due to unfilled posts. The workforce inad-
equacy was particularly acute in rural and remote regions,
where small health-board areas operated with limited ecriti-
cal mass to provide specialist provision, leading to a geo-
graphically uneven system in which the scale and scope of
available services differed across health boards and local
authorities.

Service fragmentation was also considered to be compounded
by the mobility of children and families, especially those requir-
ing out-of-county placements or transitions between education
and care settings. Boundary crossings introduced new refer-
ral requirements, additional assessments, and renewed waiting
times. The cumulative effect resulting in a cycle of delay and
discontinuity. Families described being caught between admin-
istrative jurisdictions, with services appearing to “work for the
system rather than for the family.” Waiting lists for out-of-area
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CAMHS provision can extend for many months. The needs
of CYP with complex communication challenges were flagged
as misunderstood or minimised due to communication barri-
ers, and a lack of accessible advocacy mechanisms for these
children represents an equity gap.

The participants perceived funding mechanisms to be arbitrary
and inconsistent, varying within commissioning bodies. Deci-
sion-support tools used to allocate care packages were described
as formulaic with funding inconsistencies producing diver-
gent outcomes for similar cases. Inpatient care was widely
regarded as an unsuitable solution for most cases, suggesting
the need for a funding re-balance towards community-based
care including social-prescribing, with wrap-around family sup-
port. Such a shift would align financial flows with preventive
and person-centred models of care, transforming the current
safety net into a coherent continuum of support.

Given that the rationing of health care though waiting lists is
pervasive across England, and the integration of services is
inconsistent and lacks co-ordination across community serv-
ices, gaps in the provision of services for BtC are likely to exist,
and they are potentially under-reported and persistent. It is
therefore also likely that inequities in access to services exist
due to misalignment between service types, and levels of inten-
sity and integration when compared to the size and needs
of sub-populations (Brown et al, 2002; Care Quality
Commission, 2024; NHS Confederation, 2023; Wisk & Witt,
2012). Future regional commissioning could consider stream-
lining services across geographic areas through greater
co-ordination between sites, and by sign-posting treatment
pathway options by patient severity and need.

A person-centred approach to estimating BtC treatment
pathways

The research was limited to the scope of exploring service
model organisation and costs through a lens of staffing con-
figuration for service delivery — and it did not extend to capture
the full cost funding for CYP with BtC, which would include
the costs of CYP care packages. Significant variations in treat-
ment options for CYP with mild, moderate or severe physical
or intellectual disability exist which impact on treatment demand,
and subsequent costs. The heterogeneity in presentation needs
to be central to care planning for appropriate supports; one
child may present with a mild form of intellectual disability
and BtC, whilst another could perhaps have a genetic condi-
tion where the associated phenotype includes being non-verbal
with cardiac problems, musculoskeletal difficulties leading to
poor exercise ability and tolerance, and be experiencing depres-
sion. The majority will be receiving care whilst living in the
community with their families, accessing SEND schools as
well as a package of care which may involve intermittent car-
ers and short breaks/respite (based on expert consultation in
semi-structured interviews with practising clinicians).

While sites did not report cost shifting between services, there
is an interplay between social care services, education and
health depending on how and where treatment is delivered, in
part due to the decision support tools used by local authorities
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to assess thresholds for healthcare funding. The funding can
be allocated to education, health and/or social care budg-
ets at different proportions. A person-centred approach to BtC
funding, whilst out of scope here, would capture these broader
BtC funding implications. In particular, an approach that cap-
tures severity of need would likely alter the costing narrative
and would consider the full spectrum of support packages, use
of social care services, intensity of care support such as care
ratios, judicial reviews of bespoke child care plans, and multi-
disciplinary team oversight. Children with severe physical
and intellectual disabilities with BtC may also cycle between
social services such as child in need (CIN), child protection
orders (CPN), and dynamic support registers in CAMHS settings
and health care (based on expert consultation in semi-structured
interviews with practising clinicians).

Local authorities will use less of some services and more
of others, by level of need and by the current availability of
services. Reviewing case-mix within sites as well as across
sites will also enable commissioners to explore optimal serv-
ice configurations. (The Kings Fund, 2023). A stepped model
of care may provide best practice treatment pathways in some
contexts, whereas front loading senior clinicians for diagno-
sis, staff supervision and safeguarding in a more comprehensive
intensive model of care may better suit others. Efficiencies
within some services may improve with an approach favour-
ing episodic ‘acute’ care management to include discharge,
as opposed to ongoing psychological support and continu-
ity of care. Yet approaches for service design need to account
for the developmental needs of a child, which may change
during adolescence, thus a person-centred approach to fund-
ing investment, would enable an evaluation of cost-saving mod-
els of care. An example is the development of the “Ealing Model
of Care” for CYP with complex needs, which also includes
the multi-agency collaboration, the “Ealing Brighter Futures
Intensive Engagement Model” (Munro et al., 2017). The design
of an Ealing person-centred service-model led to the iden-
tification of key priorities that included early intervention,
family-centred engagement with personalised care planning,
and intensive support for complex needs. Such an approach
might be considered ‘invest to save’, where the cost of invest-
ment in an intervention in the immediate period accrues ben-
efits (measured by changes in outcomes) in the longer term or
across the lifespan.

Estimating outcomes that inform cost-effectiveness of
service model design

A potential approach would extend beyond a cost analysis or
ROI, to compare the cost of an intervention to the health or
social benefit gained, considering factors beyond monetary
value. Evaluating services for BtC for future cost-effectiveness
analysis requires data on costs and outcomes. Whilst not
in scope for this review; measuring and valuing the changes in
outcomes for the children and young people (and their fami-
lies) would enable services and healthcare providers to assess
the effectiveness of their treatments, make informed decisions
about treatment plans, track progress over time, and identify
areas for improvement for well-being and quality of life. Vali-
dated instruments have been developed to estimate the changes

Page 27 of 39



in both the quantity and quality of health-related quality of
life gained. The Child Health Utility 9 Dimensions (CHU-9D),
is a paediatric generic preference-based measure of health-
related quality of life is suitable for 7 to 17-year olds
(Stevens, 2010). Another instrument, the Paediatric Quality of
Life Inventory is validated to explore physical, emotional,
social and school function for CYP from two years upwards
(Varni et al., 1999). A third instrument, the EuroQol Five
Dimensions for Youth and Three Levels (EQ-5D-Y-3L) com-
prises the following five dimensions of mobility, self-care,
usual activities, pain/discomfort and anxiety/depression (Devlin
et al., 2020).

There are also validated instruments that measure outcomes for
children with disabilities. The Cerebral Palsy Quality of Life
Questionnaire (CP QoL-Child) assesses quality of life in chil-
dren with cerebral palsy (CP) aged between four and twelve
years of age (Chen et al., 2013). The Generic Children’s Quality
of Life Measure (GCQ) measures quality of life in children
aged between six and fourteen and was developed to allow
comparison between with the general population, for children
with specific health or social difficulties, especially chronically
ill children (Collier et al., 2000). The KIDSCREEN tool is a
validated instrument for measuring health related quality of life
in children and adolescents aged between eight and eighteen,
measuring physical well-being, psychological well-being,
autonomy and parent relations, peers and social support, and
the school environment (Ravens-Sieberer er al., 2010). Finally,
the Pediatric Quality of Life Inventory Duchenne Muscular
dystrophy (PedsQL DMD) has been designed to evaluate
for quality of life outcomes in children and adolescents with
neuromuscular diseases (Uzark er al, 2012). A systematic
review of multidimensional childhood patient-reported outcome
measures summarises all the generic non-preference based and
preference-based measures, their characteristics and where
relevant, their accompanying value sets provides comprehen-
sive insight into approaches to estimate Health Related Quality
of Life for the child (Kwon et al., 2022).

Extending outcomes measurement to families would enable data
to be captured for parents and children. Parental health-related
quality of life outcomes can be collected separately using the
EQ-5D-5L. It is a multi-attribute generic instrument and it has
been translated into more than 150 languages and is recom-
mended by the Health Technology Assessment (HTA) bodies
such as the National Institute of Health for Health and Care
Excellence (NICE). Another widely used, generic patient-
reported outcome measure (PROM) of health-related quality of
life is the 12-Item Short-Form Health Survey (SF-12 (Walters
& Brazier, 2003)). It has eight dimensions, which explore
limitations in physical activities, physical or emotional problems,
and /or usual role activities because of physical or mental
health problems. More broadly, it also considers bodily pain,
general mental health, vitality and health perceptions.

It is anticipated that quality-adjusted life year (QALY)-based
approaches are not yet sufficiently developed to capture all the
effects of BtC interventions for both parents and children together,
due to methodological challenges surrounding aggregation
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of disparate benefits for parents and children in a single
metric. To combine disparate outcomes for parents and chil-
dren in a single preference-based outcome measure would be
a methodological opportunity for a future economic evaluation.

Recommendations for commissioners

While service model configuration and costs have been
explored in this research, the following issues should be con-
sidered when contemplating BtC service-model funding and
investment, which would also require a thoughtful application
to local and regional context.

e Consider collecting a minimum dataset of current
services. This could include service characteristics of
funding flows and arrangements, staffing magnitude, case-
mix and configuration, jurisdictional integration, service
coverage and patient heterogeneity, in particular across
mild, moderate and severe BtC.

e Consider mapping primary service and specialist serv-
ice gaps, to support the streamlining of services across
geographic areas through greater co-ordination between
sites, and by sign-posting treatment pathway options
by patient severity and need.

e Consider the design of a person-centred service-model
prioritising early intervention, family-centred engagement
with personalised care planning, and intensive support
for complex needs.

e Capture longer term changes in outcomes for CYP with
BtC and their families, which will inform treatment
effectiveness and feed into cost-effectiveness analyses
for models of care.

Measuring and valuing the changes in outcomes for the children
and young people (and their families) treated by the services
would enable healthcare providers to assess the effectiveness
of their treatments, make informed decisions about treatment
plans, track progress over time, and identify areas for improve-
ment for well-being and quality of life. A key message from
this research is that there seems to be little oversight generally
of what is delivered for BtC, how, or how effective it is.

Implications for future research

This is the first-time research of this nature has been attempted
with these types of services, meaning there is an exploratory
element to the work wherein we are considering what type
of data it is possible to collect and what can be interpreted
from the data. Further research aims to explore the connection
between outcomes for children and young people, their fami-
lies and service models; within MELD another study is under-
way to estimate the cost-effectiveness and cost-consequences
following a referral into a specialist BtC service compared to
other models of services. The health economics data will be
gathered from individual families to complement the top-down
approach in this report — because the data will be more varied
in terms of the services and supports that different families
receive from the same service. The cost-effectiveness analy-
sis aims to estimate the incremental cost per reduction in
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behaviour problems, as measured by the Behaviour Problems
Inventory Short Form. (BPI-S) (Total Score) (Rojahn et al., 2012).
The BPI-S is a carer-reported behaviour rating instrument for
intellectual disabilities with three sub-scales: self-injurious
behaviour, stereotyped behaviour and aggressive/destructive
behaviour. Cost-consequences analyses will additionally be
undertaken, as they are recommended for complex interven-
tions that may have multiple implications (Drummond et al.,
2005), and for public health interventions which may have an
array of benefits that are difficult to synthesise in a common
unit (NICE, 2013). They present disaggregated costs and dis-
aggregated consequences (primary and secondary outcomes)
in a disaggregated form, together with the estimates of the
mean costs of the comparator interventions with appropriate
measures of dispersion.

Broader resource consequences and associated economic costs
will be informed by Client Service Receipt Inventory (CSRI)
completed by each child’s primary parental caregiver at base-
line and at a 12-month follow-up. These will consider health
care costs to families and carers (e.g. medication, community
health care, inpatient or outpatient care) and broader costs to
families (e.g. time off work, time spent travelling to appoint-
ments). Data items will be captured in disaggregated units
where possible, and micro-costing will be performed to capture
variance in costing patterns.

The cost-consequences analysis will derive incremental val-
ues for all relevant categories of secondary outcomes including
child-related outcomes, family-carer-related outcomes, serv-
ice-level outcomes and other stakeholder-related outcomes.
Child-related outcomes, will be completed by family carers and
will include child quality of life measures including EQ-5D-Y
(Wille et al., 2011) and the Paediatric Quality of Life Inven-
tory (PedsQL) (Varni er al., 2011). Family-carer-related out-
comes will use the EQ-5D-5L Health Questionnaire (van Hout
et al., 2012) for changes in quality of life. It is anticipated that
this additional research will address some of the evidence gaps
that have emerged from this ‘top down approach’ to the cost-
ing of the service models, and the costing data obtained here
will feed into the future evaluation.

Study registration
Trial Registration: Current Controlled Trials ISRCTN88920546,
Date assigned 05/07/2022.

Ethics declarations
Ethics approval and consent to participate

All methods were performed in accordance with the relevant
guidelines and regulations. This study received approval from
the Humanities and Social Sciences Research Ethics Commit-
tee at the University of Warwick (REF: HSSREC 91/20-21).
Informed consent was obtained from all participants and
participating organisations.

This research complies with the Declaration of Helsinki: https:/
www.wma.net/policies-post/wma-declaration-ofhelsinki/

NIHR Open Research 2026, 6:13 Last updated: 01 APR 2026

Data availability

The data underlying this study were provided in confidence by
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operationally sensitive financial information relating to staffing,
service overheads, and cost structures. The specialist nature
of the services and small sample of sites means there is a high
risk of identification of particular services in the study were
the data to be provided at a level with any more detail than
is currently in the manuscript.

- a description of the restrictions on the data;

These data were accessed under strict data-sharing agreements
that prohibit onward sharing or public release of either raw or
aggregate figures beyond those reported in this article. The data-
sets therefore cannot be made publicly available for reasons
of organisational confidentiality and data-protection obligations.

All analyses presented in the paper are based on anonymised
and aggregated data supplied under these agreements. Only
the summary statistics and findings reported in the article may
be shared publicly.

- the relevant Institutional Review Board (IRB)

This study’s research programme and data collection method-
ology received approval from the Humanities and Social Sci-
ences Research Ethics Committee at the University of Warwick
(REF: HSSREC 91/20-21).

- necessary information required for a reader or reviewer to
apply for access to the data and the conditions under which
access will be granted.

Researchers who require further information about the study
design or analytic approach may contact the corresponding
author for clarification, but access to the original data would
require new data-sharing agreements with the contributing local
authorities.

Extended data

Extended data associated with the manuscript “Community-
Based Service Models for Children with Intellectual Dis-
abilities and Behaviours that Challenge (BtC) in England:
Configuration, Costs and Evidence Gaps”, undertaken as part
of the Mapping and Evaluating Services for Children with
Learning Disabilities and Behaviours that Challenge (MELD)
programme, are available as “MELD OSF Extended Data”.
These data are underlying the results reported in this article
and are available via the Open Science Framework (OSF).

The extended data comprise the survey instrument, unit cost
data, and a data completion summary for the Report. The data
are available under a Creative Commons CCO 1.0 Universal
licence.

Data can be accessed at: https://doi.org/10.17605/0SF.I0/CJWBM
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Massachusetts, USA

Overview:
This is an important policy-relevant paper addressing a major service gap for children with
intellectual disabilities and behaviours that challenge (BtC) in England.

The paper attempts to move beyond broad policy discussion and describe how community
services are configured, funded, and costed across five service models: (1) Child and Adolescent
Mental Health Services (CAMHS) (43%); ID CAMHS (17%); Children/Young People Disability (16%);
Specialist BtC Support (17%); and All age (7%). It makes a useful contribution, particularly because
the authors situate the work within the context of Transforming Care, NICE guidance, and current
efforts to reduce inappropriate institutional care and strengthen community provision.

The principal strengths are the project’s national scope, its attempt to link typology and costing, its
inclusion of Parent Advisory Group input, and its honest acknowledgment that routine service-
level costing data are very difficult to obtain in real-world systems. The paper is especially valuable
as a description of the present state of data availability and fragmentation in this field.

A major recommendation is for authors to more clearly frame the paper as an exploratory,
service-mapping study rather than a robust comparative costing analysis. The central concern is
not the importance of the question, but the degree of missingness and heterogeneity in the cost
data, which substantially limit the strength of the inferences. For example, the manuscript itself
states that 278 services were identified; 161 informed the typology; 19 sites were selected for
detailed costing; and only 10 sites returned some data. In its current form, the manuscript risks
overstating what can legitimately be concluded from the available data. Because the detailed
costing phase yielded responses from only 10 of 19 sites, with substantial missingness within and
across sections, very limited overhead data, and inconsistent full-time equivalent (FTE) posts
devoted to the service being costed reporting. Given the lack of meaningful case-mix adjustment
by severity, the paper should be framed more explicitly as an exploratory scoping or feasibility
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study of service models and data readiness, rather than as a robust comparative costing analysis.

Recommendations:

1. The paper should be reframed more explicitly as exploratory and oriented toward
feasibility. The strongest contribution is not that it provides definitive comparative costs of
five service models, but that it shows how difficult such costing currently is in this service
landscape. The manuscript itself acknowledges that full costing was not possible for most
sites, that operational and overhead costs were almost entirely missing, and that case-mix
by severity was unavailable. Under those circumstances, conclusions about service-model
optimisation and cost structure should be substantially softened. I would encourage the
authors to state earlier and more consistently that this is a top-down, exploratory mapping
and costing exercise whose main output is the identification of evidence and data gaps.

2. The sampling flow and analytic denominators need a clearer presentation. The manuscript
reports on several denominators: 278 potentially eligible services, 161 respondents to the
typology survey, 19 sites selected for detailed costing, and 10 sites that returned some
follow-up data. This is important but currently difficult to follow. A flow diagram is needed.
The authors should also explain more clearly how the 19 sites were selected as
“representative,” how representativeness was judged, whether there were systematic
differences between responders and non-responders in the costing phase, and what
implications this has for inference. Without this, the reader cannot judge how far these site-
level costing observations can be generalized.

3. The transition from Latent Class Analysis (LCA) to five final service models requires more
methodological transparency. The paper states that LCA identified two service models, and
that descriptive analysis, broader survey, and interview data were used to inform the final
classification into five models. That may be entirely reasonable, but the process is not
adequately explained. The authors should spell out which variables entered the LCA, how
the number of classes was chosen, why the LCA yielded only two classes, and by what
explicit decision rules the final five-model typology was produced. At present, the process
appears to be partly statistical and partly interpretive, but the balance between them is
unclear.

4. The manuscript needs a clearer separation between Stage 1 and Stage 2 findings
throughout the Results section. The paper repeatedly combines detailed follow-up costing
observations from a very small number of sites with broader descriptive observations from
Stage 1. This is sensible in context, but it is not always clear which claims derive from the
larger mapping dataset and which from the sparse costing dataset. The phrase that the
Survey 2 data were “triaged with” the Stage 1 data is also not sufficiently clear
methodologically. The Results would be stronger if each section were explicitly
distinguished: (a) findings from Stage 1 mapping data; (b) findings from Stage 2 costing
returns; and (c) interpretive synthesis across both.

5. The costing tables will benefit from a revision to improve precision. This is a central issue.
The tables present apparently ‘precise’ cost totals. Still, many of these are based on
incomplete salary/FTE information, national band-based estimates from the PSSRU
compendium, and a “pragmatic” apportionment of overheads when real overhead data
were unavailable. In several instances, the paper itself notes that direct comparisons are
not possible due to missing FTE data. I think the tables should visually distinguish: (a)
observed salary/cost data provided directly by sites; (b) band-derived or benchmark
estimates; (c) assumed or imputed components; and (d) totals not suitable for direct
comparison. Otherwise, the reader may over-interpret these totals as actual comparable
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10.

costs rather than partial modelled estimates. The authors should consider presenting these
as illustrative resource profiles or indicative cost ranges rather than precise comparative
service costs.

. Case-mix and severity are insufficiently developed for the conclusions drawn. The paper

correctly notes that service populations are heterogeneous and that the study could not
adjust for mild, moderate, or severe intellectual disability, nor for the severity or the
behaviors that challenge. This is an important limitation. It means that one cannot make
strong claims about whether one service model is more or less costly or efficient than
another, because the populations served may differ substantially in complexity. This
limitation should be moved earlier in the paper and explicitly incorporated into the abstract
and conclusions.

. The paper often argues that long waiting lists suggest underfunding, unmet need, service

inequity, or structural inadequacy. These are plausible interpretations and may well be
correct, but the study design is descriptive and does not directly demonstrate causation.
Given the sparse and incomplete cost data, I would encourage the authors to use more
cautious language. For example, “are consistent with,” “suggest,” or “raise concern about,”
rather than more definitive causal statements. The same applies to broader claims about
optimal service design and the implications for future commissioning.

. Discussion includes detailed statements about parent experiences, postcode lottery effects,

early discharge after a single assessment, fragmentation across jurisdictions, workforce
dormancy due to vacancies, and inequity in rural and remote regions. These are important
observations, but the reader needs to know more precisely where they came from. Were
these findings from the Parent Advisory Group, free-text survey responses, online meetings,
a distinct qualitative component, or a synthesis of stakeholder consultation? The methods
section currently does not support that level of specificity in the Discussion.

. Terminology should be standardized: The manuscript says it will use “intellectual disability”

consistently, but “learning disability” still appears, especially in the MELD programme title
and in the Discussion of guidelines and services. Some of this is unavoidable in UK service
naming, but the manuscript should distinguish between retained formal service titles and
the authors’ preferred descriptive terminology.

Some additional minor suggestions to strengthen clarity and consistency include: a) The
title should explicitly mention both intellectual disability and England. As written, it sounds
broader than the actual study. b) Tables need all abbreviations to be defined beneath each
table, including FTE, WTE, ICB, CCG, LD, CAMHS, BtC, BCBA, PBS, and CTPLD. It should also
be clearly stated whether “Salary” refers to the annual salary and whether the adjusted
totals include on-costs, qualifications, management overheads, capital overheads, and
travel. The tables currently require too much back-and-forth with the text. c) There appear
to be typographic and internal consistency issues in the tables. Examples include spacing
and punctuation inconsistencies in cost figures, unclear labels such as “Total FTE N/A,” and
what appears to be an implausible “assumed 0.5% FTE" for the external supervisor, which
may in fact mean 0.5 FTE. These should be carefully checked. d) The phrase “section seven
provided free text for miscellaneous information” should be clarified. It would be better to
say what kinds of information were sought there, for example, unusual service features,
contextual information, non-standard staffing arrangements, or uncaptured costs. e)
Service model descriptions could be made much easier to understand. A summary figure or
one-page comparison table would help, with columns for each model and rows for
eligibility, age range, core disciplines, typical interventions, funding basis, waitlist profile,
and data completeness. The current narrative is rich but dense. f) The exclusion of special
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school services should be justified more explicitly. Given the role schools often play in
supporting children with challenging behaviours, the rationale for exclusion should be
clearer. g) The phrase “first of its kind” should be softened: A more defendable phrasing
would be “the first national exploratory overview” or “the first national top-down service-
model and costing exercise of which we are aware” for community-based services in
England for children with intellectual disability and behaviours that challenge. h)
“Recommendations for commissioners” may be too strong. Given the exploratory nature of
the work and the acknowledged missingness, “Implications for commissioners” or
“Considerations for commissioners” would be more appropriate than formal
recommendations.

Implications for future research:

I would recommend adding the following closing comment: This policy-relevant paper addresses
an understudied yet highly important area. Its value lies primarily in national service mapping,
early refinement of typology, and candid exposure of the current limitations of service-level
costing data. With revision, the paper stands to make a strong contribution as an exploratory
study of service configuration and data readiness. To achieve that, however, the authors should
narrow some of their claims, improve methodological transparency, more clearly separate Stage 1
from Stage 2 findings, and revise the costing tables to reduce false precision and improve
interpretability.

Is the work clearly and accurately presented and does it cite the current literature?
Partly

Is the study design appropriate and is the work technically sound?
Partly

Are sufficient details of methods and analysis provided to allow replication by others?
Yes
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Are all the source data underlying the results available to ensure full reproducibility?
Partly

Are the conclusions drawn adequately supported by the results?
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Queens University Belfast, Belfast, Ireland

This is a timely and important paper, given the increasing policy and service emphasis on
supporting children and young people with intellectual disability who present with behaviours that
challenge, and the associated demands placed on families and services. The study addresses a
clear gap in understanding service configurations and associated costs in England.

I have a small number of minor suggestions to strengthen clarity and consistency:

Title and Abstract
o The title should explicitly state that the study focuses on children with intellectual disability
and was conducted in England
Please ensure consistent use of the term intellectual disability throughout, rather than
learning disability
> Avoid abbreviations where possible; terms such as behaviours that challenge and
intellectual disability should be written in full
Background
o This section is well written and provides a strong overview of the current legislative and
policy context in England.
> In describing the five service models, it would strengthen the paper to 1) Specify the
professional groups involved in each model (noting that this is only partially described, e.g.,
nursing in Model 2) Outline the types of interventions/therapies delivered within each
model (e.g., behavioural and psychological support is only explicitly referenced in Model 4).
Ethical approval was obtained

Data Collection
o Clarify that Stage 1 survey findings have been reported elsewhere.

> This paper reports Stage 2 (follow-up survey and interviews), which aimed to collect more
detailed data on staffing, overheads, and cost structures.
Nineteen sites participated in this phase but only ten responded.

o The purpose-designed data collection instrument (seven sections) completed by clinical
leads/team managers and finance staff is appropriate
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o The involvement of a PPI group (including parents, children and young people, the
Challenging Behaviour Foundation, and a Parent Advisory Group) are a strength.
Results
> Data completeness is a key limitation: only 10/19 sites returned data, and only two sites per
model provided complete datasets. This is appropriately acknowledged
Funding structures and flows are clearly described and well supported with tables

o Operational and overhead costs are less complete; Models 2 and 5 provided no data, and
other models provided limited information
Staffing data are clearly presented, demonstrating substantial variation in professional
composition across sites and models
Reported staff costs vary and appear sensitive to contractual arrangements, agency use,
and on-call requirements

o The inclusion of staffing organograms and associated cost tables is useful; however,
interpretation should be cautious given the extent of missing and inconsistently reported
data

> The description of service configuration and community reach across models is informative

Discussion

> This is a novel and valuable contribution, providing insight into the configuration and costs
of service models for this population in England
Limitations are clearly acknowledged, particularly the extent of missing cost data and the
inability to undertake robust or complete economic analyses

o Full costings were not possible for most sites, and overhead/operational cost data were
largely unavailable for some
Site engagement was limited (10/19), which may affect representativeness

> The recommendations for commissioners and future research are appropriate and helpful

Overall, this paper makes a strong and valuable contribution to an under-researched but policy-
relevant area. Its key strength lies in attempting to systematically characterise and compare
service models and associated costs for children and young people with intellectual disability and
behaviours that challenge, an area where empirical evidence is notably limited. The inclusion of
multiple sites, engagement with stakeholders including PPI contributors, and the transparent
reporting of challenges in data completeness all enhance the credibility and usefulness of the
work. Despite limitations in the dataset, the study provides important preliminary insights that can
inform commissioners, support service planning, and lay the groundwork for more robust future
economic and implementation research in this field.
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Sunil Karande
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In England there is now a national policy approach to shift care for people with intellectual
disabilities and autism from hospitals to community settings. Keeping this national policy in mind
the Authors have attempted to document the ground realities of implementation of this policy.
The Authors have written an extensive and detailed manuscript which explores the structure and
associated costs of community-based services in England that support children with intellectual
disabilities and behaviors that challenge (BtC). The Authors have made a sincere attempt to
describe the configuration of local “service models”, identify cost drivers, and clarify

data requirements for commissioning and evaluation. The Authors faced lots of problems in
getting the data and many a times the data was inadequate. I applaud the Authors efforts to
venture onto such a complex research objective. Not surprisingly the Authors, at the end of their
data collection and analysis, found critical and persistent gaps between policy goals and the reality
of service delivery. These are my comments which are meant to help the Authors improve their
manuscript:

1) Addition of a flow diagram showing the objectives, displaying that 278 services were identified
across England and only 161 services participated in the study. The flow diagram can show the five
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distinct service models identified and under each service model the most important findings of the
present study should be stated. This flow diagram would improve the readability of the
manuscript.

2) The Authors should clarify why attempts to complete collection of the data were not made by
actually visiting these services after getting the incomplete data by email or over the phone.

3) Why was the service excluded if it was a special school service? Please elaborate the reason for
this exclusion criteria.

4) The Authors should add a brief paragraph about the care given to children with intellectual
disabilities and BtC in the areas in England where the community based services are not yet
functional or are still not optimally functional. The Authors should clarify whether the old system
of hospital based treatment is still being followed or it has been completely stopped.

5) The Authors have stated that 'section seven provided free text for miscellaneous information,
to inform a comprehensive understanding of the variation in key service components, items or
costs". I request the Authors to simplify this sentence and clarify what is being meant by
'miscellaneous information'.

6) The Authors have stated that "Model 5 - All age:

No sites reported data for overheads and operational costs". This reinforces my earlier comment
that a personal visit by one of the Authors would surely have helped in documenting this data.
This is a limitation of the present study and it may not be due to less than optimal implementation
of the national policy.

6) The Authors should improve the Tables. In general the information displayed in a Table should
be understood by a reader without reading the text. Accordingly, I request the Authors to give the
full form of each abbreviated word in the Tables; for example FTE, WTE, Salary (is it per month or
yearly), give a reference for how the pay grade is decided. This can be stated below the Table in a
smaller font size.

7) The reader should be able to understand the difference between the term Vulnerabilities
Rotational Nurse, LD Nurse and Associate Nurse.

8) The Authors should not claim that "This research is the first of its kind; an exploratory narrative
in the current evidence gap to discover the data that can be collected and how to best interpret it,
and to investigate which gaps remain". At best the present manuscript is a pilot research study. To
get all the relevant data as stated in the objectives of the present study - the Authors should have
had a more thorough methodology in collecting the data; they should have interviewed parents of
afflicted children, got the costs of running the service with stronger efforts, etc.

9) In my opinion, the Authors should change the term: "Recommendations for commissioners" to
"Suggestions for commissioners". The methodology of the present study is not that robust to
justify the use of the word "recommendations".
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