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Foreword

The Education Policy Institute is an independent, impartial and evidence-based research institute
which aims to promote high quality education outcomes for all, through analysis that both informs
and influences the policy debate in England and internationally.

Over recent years there has been increasing understanding of the importance of young people's
mental health, as well as rising concern about the apparently increasing demand for such services
and difficulties for some young people in accessing support.

Unfortunately, in the past a proper understanding of the existing patterns of demand and service
provision has not been possible due to the lack of regular, reliable, and consistent reporting of
mental health demand and service access. Policy makers have pledged to improve the collection and
publication of mental health data to inform debate and lead to more informed policy making.

But promises about improved data and accountability have not, so far, been matched by the delivery
of consistent and transparent data reporting. The Education Policy Institute has sought to improve
the understanding of children's mental health prevalence and access issues by securing data from
individual service providers and publishing this, as far as possible at a consolidated national level.

This latest report looks at the increased demand for children's mental health services; what
proportion of those referred for support are not accepted and how they are then treated; and what
changes to service availability are emerging.

It is a cause of great concern that a large proportion of providers continue not to be able to make
available the basic information which we have requested, and in some cases the variation in
reported data from year to year also raises questions about both reliability and possible changes in
the basis of collecting and reporting data. This indicates to us that the government needs to do
much more to ensure reliable and transparent reporting of mental health demand and access. Until
we have this much improved data, we cannot be sure whether service standards are improving or
deteriorating, and we cannot know whether vulnerable young people are getting the support they
need.

As ever, we encourage comment and feedback on our report from all those interested in this
important area of policy and delivery.

Moot A fa

David Laws
Executive Chairman

Education Policy Institute



Executive summary

Based on prevalence estimates from 2004, only a quarter of children with a diagnosable mental
health condition are currently in contact with CAMHS.! The government’s target of 70,000 additional
children in treatment would increase this to a third. Meanwhile, evidence suggests the prevalence of
mental health difficulties among children and young people has risen over the last 15 years.2*

This report is the third in an annual series providing results from Freedom of Information (FOI)
requests to providers of specialist child and adolescent mental health services (CAMHS) in England.
We report on indicators of access to specialist services in the latest year, and, for the first time, on
changes to support services provided by local authorities (LAs) for children with mental health
difficulties who are not accessing specialist treatment.

Part 1: Access to child and adolescent mental health services

= According to newly collected data, the number of referrals to specialist CAMHS has
increased by 26 per cent over the last five years. By contrast, the population of young
people aged 18 and under increased by 3 per cent over the same period — indicating that
the rate of referrals has increased substantially. The government’s 2018 prevalence survey
will provide the first detailed and robust national assessment of levels of mental health
difficulty at clinical levels since 2004 and is due to be published this month. This will provide
the best information on underlying need to add further context these referral numbers.

= Our data shows that between one fifth and one quarter of children referred to specialist
services are deemed inappropriate for specialist treatment. The proportion of rejected
referrals was rising until 2015, and due to low response rates in areas with previously high
rates of rejection we cannot be sure that there has been any real improvement in 2018. A
conservative estimate of the number of rejected referrals in the latest year is 55,800, but
the true number will be higher than this due to providers that did not respond. There is
also wide variation between providers, with some rejecting approximately half of all
referrals and some reporting that they rejected fewer than one per cent of young people
referred this year. There is no consistent measure of how many young people are not
accepted into treatment making it difficult to compare across providers. Some may only
offer certain tiers of services, include a wider category of young people in their response or
filter referrals to other services in ways that result in them not being recorded as ‘rejected.’

= The most common reasons provided for rejecting a referral were that the young person’s
condition was not serious enough to meet eligibility criteria for specialist treatment or
that their condition was not suitable for specialist CAMHS intervention. Providers’
documented criteria for accepting referrals indicate that many services are limited in their
scope, with strong exclusion criteria in some areas. Some providers reported that they
would not accept young people into treatment without evidence that they had engaged
with other services. Others reported they would not accept those who only demonstrated
mental health difficulties in one area of life, e.g. at school or at home, or those who
demonstrated a ‘normal’ reaction to life events like parental divorce, bereavement or
abuse. In some cases, trauma associated with social care experiences is not supported by



CAMHS on the assumption it must be dealt with by social care authorities, effectively
excluding the most vulnerable children from specialist mental health treatment.

Overwhelmingly, providers reported no or limited follow-up after a referral was deemed
inappropriate — only a minority contacted other services deemed more appropriate and a
small minority checked whether the young person had accessed other support. These
findings emphasise concerns about what happens to children referred to, but not accepted
into, specialist treatment. There is no national data collected on these children and young
people, and no consensus on who is responsible for supporting young people with mental
health problems, but without access to specialist treatment. The fact that self-harm is not
always sufficient to trigger access to specialist services clearly signals that wider preventive
services are needed.

However, new data shows that there are not always good alternative services in place for
young people not accepted into specialist treatment. A quarter of local authorities who
responded to our FOI request (27 of 111) reported decommissioning or no longer providing
services related to young people’s mental and emotional well-being: these included sixteen
community-based universal or early intervention services, thirteen school-based
programmes to support children with mild to moderate mental health difficulties, and
examples of family counselling and mental health support for looked-after children, those
living with domestic abuse and other vulnerable or at-risk young people. Where good
alternative services are in place, those referring young people, like teachers and GPs, may
not be aware of them.

Part 2: Waiting times for treatment

The average median waiting time reported in 2017-18 was 34 days to assessment and 60
days to treatment. However, there is wide variation across providers; the longest median
wait reported was 188 days and the shortest was 1 day. Waiting times across providers are
not necessarily comparable, as some providers may only offer certain specialist services.

Maximum waiting times to assessment in 2017-18 averaged 267 days, and to treatment,
345 days. Some of the longest waits may be due to individual reasons like a young person
not being able to attend appointments.

Previous EPI research has highlighted that these waiting times can also be due to a lack of
capacity. Indeed, the average median waiting time to treatment remains over twice as long
as the waiting time standard to be piloted in trailblazer areas following the government’s
green paper on children and young people’s mental health.

While it is difficult to compare performance between years given data quality issues,
there appears to have been progress since 2012 in reducing the longest waiting times.
Nevertheless, there remains a significant postcode lottery in waiting times to treatment,
and some unacceptably long delays for treatment.

Part 3: Data quality and transparency gaps



= The quality of the data provided to us make it very difficult to accurately assess service
quality and whether provision is changing across the country. Provider data is too often
incomplete or unreliable. Several providers which had previously sent us their data reported
that they were unable to this year. In some cases, these were providers with very high
referral rejections. Private providers are exempt from the Freedom of Information Act,
meaning that we cannot obtain data from them in relation to public services they provide.

= At the national level, the improvement indicators published quarterly by the NHS are not
fit-for-purpose and do not accurately reflect what matters for service quality. They do not
capture the level of need across the country and link this to outcomes for children, and do
not provide any information on specialist staffing levels or training that are essential for
meeting demand. The risk of weak data definitions, with no universal service eligibility
criteria, leading to ‘gaming’ of waiting time standards may be beginning to materialise —
with one example of increased thresholds for access to eating disorder treatment appearing
in this year’s FOI responses.

Conclusion

= Referrals to child and adolescent mental health services have risen significantly in recent
years. In response, the government has chosen a reactive approach: to focus on improving
specialist provision for the most acute cases. There are no credible signs that this strategy is
meeting current levels of demand.

= Meanwhile, some areas have lost early intervention services supporting children and
young people’s emotional and mental health and wellbeing, including those for children
that receive statutory support.

= Timely and high-quality specialist care will always be necessary, and more needs to be
done to ensure it is in place across the country. A successful approach must include:

1. A concerted strategy to build up the capacity of the CAMHS workforce.

2. Ensuring that funding is in line with current prevalence estimates and that all
committed funding is ring-fenced for CAMHS and reaches frontline providers.

3. The introduction of new national compulsory data reporting on key access and
outcome measures. Accountability measures must be accompanied by
consistent and stable thresholds for access to treatment across all providers.

= However, the wider focus must be on taking demand out of system. There is a strong link
between disadvantage, adverse child experiences including maternal mental ill health and
contact with social services, and mental health difficulties.® As such, an effective wider
strategy would include:

1. A concerted child poverty reduction strategy.

2. Ensuring access to high quality early intervention services in all areas.

3. Ensuring a well-staffed and experienced teaching and support workforce in all
schools to support pupils with additional needs.



Introduction

Since 2015, the Education Policy Institute has been investigating the state of child and adolescent
mental health services (CAMHS) in England. This year, we report on service access indicators in 2018
and the ‘treatment gap’ — the high number of children referred to specialist services but deemed
inappropriate for specialist intervention — identified by our previous research.

First, this section provides general information on CAMHS and the national ‘transformation’ of
services that began in 2015.

The network of services known as CAMHS is generally organised into four tiers:'

= Tier 1: universal services, including primary care, health visiting, early years services, and
school nurses

= Tier 2: targeted services, including youth offending teams, primary mental health workers,
and school and youth counselling (including social care and education)

= Tier 3: specialist outpatient treatment

= Tier 4: highly specialised inpatient units and intensive community services

Children and young people experiencing mental or emotional health difficulties are generally
identified by universal services, e.g. their GP or at school, or by a parent or carer, who consult Tier 1
agencies. The young person or family is then referred to specialist CAMHS if deemed necessary.

Commissioning and provision of CAMHS involves multiple agencies. Specialist services (Tiers 3 and 4)
are commissioned by NHS England and local Clinical Commissioning Groups (CCGs). Lower level
services can be commissioned by a combination of CCGs, local authorities, schools and/or agencies
responsible for other children’s health services. Providers of child and adolescent mental health
services include NHS trusts and foundation trusts, voluntary and independent agencies, and LAs and
schools for those with lower-level mental and emotional health needs.

In 2015, with the goal of achieving parity of esteem between physical and mental health, the
government launched a strategy for ‘transforming” CAMHS provision by 2020-21, including specific
targets of:

= treating at least 70,000 additional children and young people;

= treating 95 per cent of children with eating disorders within one week for urgent cases and
four weeks for routine cases;

= eliminating inappropriate inpatient placements; and

= adding 1,700 therapists and supervisors to the CAMHS workforce.

A total of £1.4 bn was committed over the five years. In order to receive funding, local areas
published transformation plans, led by CCGs and involving commissioners and providers across
relevant sectors, detailing their strategies to improve children and young people’s mental health in
their area.

Some providers are currently moving away from a tiered model of care to a single, integrated service focused
on individual need and preferences of young people and their families.
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Since then, the government has announced additional plans focused on boosting mental health
support in schools and improving referral pathways, including incentivising schools to identify a
mental health lead, establishing mental health support teams for groups of schools and colleges, and
introducing a four-week waiting time standard for any treatment. These are to be rolled out to at
least a fifth to a quarter of the country by the end of 2022-23.

The evidence is clear that effectively addressing mental ill-health in children and young people
would reduce the burden of mental health problems across society. According to one estimate, the
cost of mental health problems to the UK economy is between £70 and £100 bn per year.® Mental
health problems are strongly associated with poor labour market outcomes and a reduced life
expectancy of up to 20 years.”® Three quarters of lifelong mental health conditions are established
by age 18.°

However, based on prevalence estimates from 2004, only a quarter of children with a diagnosable
mental health condition are currently in contact with CAMHS.! The government’s target of 70,000
additional children in treatment would increase this to a third. Meanwhile, existing evidence
suggests the prevalence of mental health difficulties among children and young people has risen
over the last 15 years.2* Findings from the latest prevalence survey for children and young people
will be published later this year. There is no data collected nationally on the number of children and
young people with difficulties that do not meet diagnostic thresholds.

Over the last three years, EPI research has identified important barriers to improving provision for
children and young people, including wide variation in the quality of local transformation plans,
funding not reaching frontline providers, a significant proportion of referrals to specialist treatment
being deemed inappropriate and a postcode lottery in waiting times for treatment.

Methodology

This year, we sent a Freedom of Information request to 60 public child and adolescent mental health
services providers (all those we identified) across England. We received 54 responses by August 31%,
a response rate of 90.0 per cent. Of these, one cited an exemption due to the risk of prejudicing a
procurement process.

We also sent an FOI request to all 152 local authorities and received 111 responses by August 31, a
response rate of 73.0 per cent.

We asked CAMHS providers for:

1. Their threshold criteria documents for acceptance into their services;

2. The number of referrals to their services over the last five financial years for which
figures were available;

3. The proportion of referrals deemed inappropriate or rejected in the last financial
year;

4. The median and maximum waiting times to assessment and treatment in the last

financial year;
5. Reasons for referrals to their services being rejected. Response options included:

= condition not serious enough to meet threshold for access to service

11



= duration of condition not long enough (please state if you have a specific time
limit)

= condition or situation not suitable for CAMHS service intervention (e.g. child
does not have a diagnosable mental health condition)

= service lacks capacity to support the patient at this time

= existence of co-morbidity which excludes support from your service (e.g.
substance misuse)

= young person over the age of 18

= other (please state).

6. Their procedure for referrals not accepted into specialist treatment. Response
options included:

= No action taken once referral is rejected or deemed inappropriate;

= Inform referrer that young person was not accepted into treatment;

=  Signpost young person/parent/carer/young person’s school/young person’s GP
to another service that is more appropriate;

= Contact signposted agency on behalf of the young person/parent/carer;

=  Follow-up with young person/parent/carer/school/GP about whether the young
person is accessing the signposted service or another service; and

= Other (please state).

We asked local authorities to list the services they had stopped commissioning or providing over the
last eight years, in the areas of:

= promoting children and young people’s mental wellbeing;
= preventing CYP mental health difficulties; and
= interventions for CYP mental and emotional health.

We also analysed the ‘Mental Health Forward View ‘Dashboard,” an NHS dataset with indicators
along which the performance of Clinical Commissioning Groups (CCGs) against improvement targets
is measured.

The lack of strong mandated standards for CAMHS data reporting raises questions about the quality
of the data we received and of official published data.

12



Part 1: Access to mental health services

Referrals to child and adolescent mental health services

Providers were asked to report the number of referrals to all services for each of the last five
financial years for which figures were available. Thirty-three provided comparable data for the last
five years (a response rate of 55.0 per cent), providing data across four regions. As seen in Figure 1,
there has been a substantial increase in number of referrals to CAMHS among these providers. Nine
providers reported comparable referral numbers for a subset of these years; among these, five
reported an increase over time.

Figure 1. Number of CAMHS referrals by region
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Note: Error bars indicate 95 per cent confidence intervals.

Based on our data, the number of referrals to specialist CAMHS has increased by 26.3 per cent
over the last five years: 39.4 per cent among providers in the North of England, 31.0 per cent in
the Midlands and East of England, 24.6 per cent in London, and 11.4 per cent in the South. By
contrast, the proportion of children and young people aged 0 - 18 has increased by 3 per cent over
that period, meaning the rate of referrals has increased significantly.'°

This increase may be due, in part, to a rise in the number of individuals seeking treatment for mental
health difficulties related to a reduction in stigma and better screening and identification of mental
health problems. However, evidence points to a rise over time in the prevalence of mental health
difficulties, specifically common mental health disorders, among children and young people,
particularly among girls. One provider in the Midlands noted a ‘considerable rise in the number of
urgent and complex self-harm cases, and increasing numbers of looked after children, a large
proportion of whom will have an emotional and/or mental health disorder.’
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Referrals rejected or deemed inappropriate

Providers were asked what percentage of referrals to CAMHS had been rejected or deemed
inappropriate in the last financial year. Forty-five providers responded to this question (a response
rate of 75.0 per cent).

On average, 21.1 per cent of referrals to specialist CAMHS were rejected or deemed inappropriate.
Applying this rejection rate to the numbers of referrals reported to us this year by 50 providers that
responded to this question (264,733), we estimate that at least 55,800 children were referred to but
not accepted into specialist services. This is a significant under-estimate of the real number as we
did not receive referral data for all providers.

This represents a drop of five percentage points from last year.!* There are several possible reasons
for this decrease. First, the same providers did not reply each year. As seen in Figure 2, two that did
not respond this year, despite successive follow-ups, had among the highest proportion of rejected
referrals in 2017. In addition, a number of providers with high rejection rates last year reported a
large decrease in the proportion of referrals rejected or deemed inappropriate this year. We asked
these providers what they thought might be the reason for the decrease; one replied that the drop
was due to a review of their CAMHS referral criteria, and another that referrals are ‘no longer
rejected’ and instead filtered through a paediatric panel into another service. Some other possible
reasons include:

= |nconsistent data collection and reporting, linked to the lack of strong national mandated
data reporting requirements or data validation processes.

= The introduction of different referral models with a single point of access, meaning that all
referrals are funnelled through a central process involving all relevant agencies. This may
result in referrals no longer being classified as ‘rejected’ from a provider. For example, of
the providers that reported a significant drop between years, Nottinghamshire Partnership
is in the process of implementing this kind of model, which includes Primary Mental Health
Teams as a first port of call before a referral to CAMHS, with the goal of reducing the
number of referrals to CAMHS deemed inappropriate. Rotherham, Doncaster and South
Humber have also been moving to a single point of access model for all services since 2015.
Models like these have the potential to be more inclusive, however they can make it more
difficult to assess who is and is not accessing treatment.

14



Figure 2: Comparing responses for ten providers with the highest rejection rates in 2016-17

Provider Proportion of referrals Proportion of referrals rejected
rejected from CAMHS (2016- | from CAMHS (2017-18)
17)
Norfolk and Suffolk NHS Foundation 64.1% 0.0%
Trust
Hertfordshire Partnership 63.5% No response
Nottinghamshire Partnership' 61.0% 20.2%
South Staffordshire and Shropshire 58.7% Now part of Midlands
Partnership, which reported
13.5% of referrals rejected
Cambridgeshire and Peterborough 58.3% No response
Cornwall Partnership 54.9% 51.7%
Berkshire Healthcare 53.4% 44.9%
Rotherham, Doncaster and South 40.2% 21.0%
Humber
Dorset Healthcare 40.0% 33.0%
Sussex Partnership Sussex CAMHS 40.0% 40.7%

We are reporting a rejection rate of between one fifth and one quarter this year due to the

uncertainty resulting from these data completeness and accuracy issues.

The raw data submitted indicated a 21.1 per cent rejection rate in 2017-18, but if we impute last
year’s data to eight providers that did not respond this year, and to one provider that reported an
implausible drop (from 64.1 to 0 per cent), this results in a rate of 24.2 per cent, which is well within
the 95 per cent confidence interval for last year’s responses. Many providers reported relatively
consistent figures from 2012-13 to 2016-17 so it is plausible that these would not have changed

drastically in the latest year.

Given the potentially biased response within the raw data, we believe the adjusted 2017-18 figure
with imputed figures for missing or suspect responses is the better estimate, meaning it is uncertain
whether there has been any real reduction in rejection rates, although the central estimate

represents a small reduction.

i In response to our enquiry about the large decrease in rejected referrals between 2016-17 and 2017-18, this
provider corrected the 61% figure they provided last year to 39%.
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Figure 3: Mean percentage of referrals rejected or deemed inappropriate
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Figure 4 shows the smaller spread of data this year compared to previous years, due to the high level
of non-response from providers with the highest rejection rates in 2016-17. The percentage of
rejected referrals this year ranged from 51 per cent to negligible.

Figure 4. Distribution of referrals rejected or deemed inappropriate since 2012-13
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Note: Chart shows distribution of responses from providers. Dots indicate outliers, tails indicate
the 5th and 95th percentile and box edges indicate the 25th and 75th percentile.

As seen in Figure 5, there is some regional variation between providers. It is clear from the data that
the proportion of rejected CAMHS referrals are consistently higher in the South of England and
relatively low in London. However, the drop between this and last year in the North and the
Midlands and East is mainly due to non-response being more concentrated among providers in these
regions, as well as several providers reporting a large decrease between years. There is no consistent
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measure of how many young people are not accepted into treatment making it difficult to compare
performance across providers.

Figure 5. Regional variation in referrals rejected in 2016-17 and 2017-18
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Reasons for rejected referrals

Twenty-four providers reported their reasons for rejected referrals in 2017-18; fourteen reported
they did not hold or record this information. As seen in Figure 6, the most common reasons selected
were:

= Condition not serious enough to meet threshold for access to service;

=  Condition or situation not suitable for CAMHS intervention (e.g. child does not have
diagnosable MH condition); and/or

= Young person older than age 18

17



Figure 6. Reasons for referrals being rejected or deemed inappropriate in 2017-18
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This mirrors EPI research from previous years which found that the most common reason providers
did not accept referrals was that they did not meet thresholds for specialist treatment. According to
one provider this year:

‘There are constraints on many of the wider services which can mean that cases not meeting
CAMHS criteria are referred to CAMHS due to lack of alternatives. This can lead to frustration
for families who feel that there is nowhere to turn for support and intervention.’

One provider stated that they offer services for children and young people aged up to 16 years. It
was not clear from their response what provision is in place for 16- to 18-year olds in this area.

One provider, of Tier 4 (inpatient) services, cited lacking capacity as a reason for not accepting
referrals — which could result in inappropriate placements of young people including into adult
wards or into out-of-area units.

Thresholds for access to treatment

Providers were asked to provide their threshold and referral criteria documents used to filter
referrals to their services. We analysed the documents from 41 providers and found examples of
strong exclusion criteria for treatment, including:

=  Services that only accept self-harm referrals if accompanied by another mental health
condition, like anxiety, depression or suicidal ideation.

= Weight thresholds for community specialist treatment for eating disorders, commonly
between 10 and 15 per cent deficit from an ‘ideal weight.” This contravenes NICE guidelines,
which state that single measures like BMI should not be used to determine whether to offer
treatment for an eating disorder.

= Services requiring that the young person engage with early intervention services through
schools, GPs or the voluntary sector, and in some cases provide evidence of doing so, along
with waiting a certain length of time, before they would be accepted into specialist
treatment

18



= Services that did not provide support for children with family issues, and that instructed the
referring party to encourage parents to resolve problems before referring the child to
specialist treatment.

= Referrals for mental health difficulties that are associated with a normal reaction to recent
life events e.g. parental separation or divorce, bereavement or abuse. Previous EPI research
has highlighted that children coping with loss and attachment issues often would benefit
from therapeutic interventions, however may not meet thresholds based exclusively on
mental health diagnosis.!? As there is no agreed definition for a ‘normal’ reaction to
experiences like these, it is likely that many children miss out on the support they require.

= Mental health difficulties like anxiety, or challenging behaviour, that are only present in one
area of life, e.g. at school or at home. Only if the difficulties are present in multiple domains
in a significant way would a child be accepted. As noted in our previous report, given that
children with school-related issues would be referred by their school, this suggests a lack of
suitable support for these children.

Comparing threshold criteria obtained this year with documents obtained in 2016, we found that
one provider had significantly increased their threshold for treatment for anorexia, from
approximately the fifth percentile, meaning that the service would accept a young person in the
lowest five per cent of the weight distribution for their age group, to the second, meaning that the
young person would have to be in the bottom two per cent to be treated. This may be related to the
introduction of the national waiting time standard for eating disorder treatment in 2016, and
underscores the concern that services lacking capacity may raise thresholds to comply with national
standards. Waiting time standards are only meaningful if there is a consistent and stable threshold
for treatment across providers, otherwise figures may be easily manipulated in order to comply with
standards.

Many providers specified that certain young people’s mental or emotional health needs should be
met by other services, for example:

= Young people engaging in mild to moderate self-harm as a coping strategy for strong
emotions and difficult experiences and not associated with an underlying mental health
condition. School nurses, counsellors or other school staff were deemed to be responsible
for responding to these children.

= Young people who are homeless, or those who have parents with problems including
domestic violence, illness, dependency or addiction, as their needs will be met by children
and young people’s services.

As highlighted in previous EPI research, difficulties faced by children and young people often do not
fit into clear diagnostic boxes and therefore do not meet service criteria.'? These exclusion criteria
highlight that, in many areas, children that do not neatly match a diagnosis or fit into an available
service may not receive the help they require.

These criteria also raise concerns about effective support for children with multiple interlinked
vulnerabilities, whose needs fall under the remit of different services. Experiences like
homelessness, domestic violence, parental illness or substance misuse are strongly associated with
mental health issues.’®> However, siloed health, care and other local children and family services may
result in borderline cases being pushed between agencies.
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In addition to providing their referral criteria, one provider of inpatient services noted serious
infrastructure issues, including:

= |solation, i.e. not being located with any other inpatient mental health facilities, meaning
that support in the event of an incident would be limited;

= Absconding risk and being situated next to a train station with high speed trains running
through it; and

= Static ligature risks that cannot be removed and must be monitored daily.

This raises questions about quality of inpatient care across the country; previous EPI research has
highlighted that, on average, inpatient units fail to meet seven per cent of the minimum standard for
quality of care.'

There were also many examples of services that had adopted or were in the process of adopting a
tier-free model of care under a single point of access, meant to improve access to care and reduce
waiting times. Thirteen providers reported they had a single point of access, meaning that young
people could come to one place to get access to support or treatment; research has shown that
well-designed and managed single points of access result in more timely referrals.’® Several more
providers stated they had or were in the process of implementing a tier-free model focused on the
needs and preferences of young people and their families. These models may be more inclusive, but
we are not able to effectively assess their impact on outcomes without further research.

Procedures for children and young people not accepted into specialist treatment

Child and adolescent mental health services continue to be characterised by a significant ‘treatment

gap’ —the large proportion of children referred to specialist treatment but then deemed not to meet
thresholds. Some of these children may have difficulty accessing support due to a lack of information
about alternative services in their area, or a shortage of early intervention provision.

CAMHS providers were asked about their procedure for referrals deemed inappropriate for specialist
treatment. Forty-four providers answered the question. Figure 7 presents the breakdown of actions
taken. The most common response was to inform the referring party and signpost the young person,
their family or the referrer to a service deemed more appropriate (thirty-one providers did both).
Twenty-three reported contacting the signposted agency on behalf of the young person, and eight
reported following up with the young person or their carer/school or GP about whether they were
accessing the signposted service. Four providers reported in some cases taking no action following a
referred young person not being accepted into treatment.

Overwhelmingly, there was no or limited follow-up involving the providers — only a minority
contacted other services deemed more appropriate and a small minority checked whether the
young person had accessed other support.
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Figure 7: Action taken in response to rejected referrals in 2017-18
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One provider highlighted:

‘No one in CAMHS is denied treatment. Clients are signposted to other services
(voluntary/external) if the clinician feels they would benefit from those services more than
going through CAMHS and are always encouraged to come back if they still feel that they
want more help.’

In order for this to be effective, high quality inter-agency working and effective lower-tier or early
intervention services must be in place. One provider highlighted that their response to inappropriate
referrals depended on local arrangements, while another noted:

‘Since school systems have become more independent via academies, etc. [...] the referrals
process and engagement with school environments has become more challenging.’

The lack of clarity of referral pathways in some areas means that it can be difficult for young people
and their families to access the right support. Recognising this, some providers had modified their
approach. One stated that:

‘Al referrals that do not meet CAMHS criteria are no longer rejected, instead they are taken
to a multi-disciplinary paediatric panel and assessed into the most appropriate service.’

Another reported that signposting referrals had historically created ‘disjointed approaches to care’
and in response was introducing a single point of access working with Tier 2 providers and local
authorities.

Early intervention and lower tier services

There has been a considerable decrease in local authority expenditure on early intervention and
preventive services for children and young people since 2010.1%' We wanted to get a sense of how
commissioning and provision of local services related to children and young people’s mental and
emotional health and wellbeing had changed over that time — especially as many children with
mental or emotional health difficulties are not accessing specialist CAMHS.8
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Of the 111 local authorities (LAs) who responded to our FOI request (a response rate of 73.0 per
cent), 27 reported de-commissioning services they deemed to be related to the mental health and
wellbeing of children and young people over the last eight years (Figure 8).1

Figure 8. LA services related to children and young people’s mental health and wellbeing

Response category Number of LAs

Have not decommissioned or stopped providing 39
Have decommissioned or stopped providing 27
Don't hold information, not applicable or referred to CCG or NHS trust 15
Poor quality response or unclear 11

Have increased investment

CCG or other agency now provides the service(s)

Replaced by different service offer

=Wl |

FOI exemption cited

Of those services no longer available, those in the category of early help (including support for young
people with mild to moderate mental health problems, and behavioural and emotional issues,
activities for children and young people supporting the early identification and prevention of mental
health issues, and early years therapeutic support) were most reported, followed by programmes
focused on children in school, including those displaying emotional or behavioural difficulties and
mental health issues including anxiety. Several LAs also reported no longer providing services such as
counselling for vulnerable children, including those in care, care leavers and those who had
experienced trauma, including domestic violence (Figure 9).

Figure 9. Types and number of services no longer offered by number of LAs

Number of Number of LAs that no

services no longer | longer commission or
Type of service available provide service
Community-based universal and early intervention 16 10
School-based early intervention 13 9
Support for vulnerable young people 6 5
Support for looked after children 5 4
Family support services 6 4
Advocacy 1 1
Training 1 1

In most cases, LAs did not specify why these services were no longer offered; one explained that two
school-based programmes had previously been funded by ‘external grants that have been since been
cut as part of central government cuts for local government.’ In other cases, they may have been
deemed ineffective, or other services may have taken their place; many LAs, however, specified in
their responses if services they no longer provided or commissioned had been taken over by another
agency. Nine authorities reported increasing investment in specific services addressing young
people’s mental and emotional wellbeing, while others mentioned the general increase in CAMHS
investment via Clinical Commissioning Groups and transformation plans.

it This does not include LAs that listed services they no longer commissioned or provided that had been re-
commissioned by another agency.
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There have been considerable changes to the system over this period, including the creation of CCGs
and the transfer of public health responsibilities to LAs in 2013. Many LAs reported that CCGs were
responsible for commissioning services related to children and young people’s mental health and
wellbeing, belying the role that other local services - related to families, vulnerable young people
and those with moderate emotional health difficulties, for example - play in supporting mental and
emotional health. It is concerning that some LAs do not see their responsibility for public health as
including responsibility for public mental health. The responses indicate wide variation between LAs
in their understanding of mental and emotional health provision, and which agencies are responsible
for the mental health and wellbeing of children at every degree of severity.

In addition, while evidence shows that statutory children’s services have been maintained over the
last eight years, these findings show that support services for looked after children in some areas
have been cut.'® Alongside cuts to services supporting other groups of vulnerable or at-risk children
and young people, this is of particular concern as these children are at substantially higher risk of
developing diagnosable mental health conditions.®
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Part 2: Waiting times

Once children are deemed to meet the threshold for specialist treatment, it may be a long time
before treatment starts. Last year, our analysis found very wide variation in length of time to
treatment between providers across the country.

This year, we again asked providers to report their maximum and median waiting times to first
appointment and to start of treatment in the last financial year. First appointment is often an
assessment appointment, and research has shown there can often be a significant wait from
assessment to start of treatment.?° However, some providers specified that they considered the first
appointment to be the start of treatment.

Forty-seven providers responded to the question about median waiting times to first appointment
or assessment and forty-six to the question about waiting times to treatment (response rates of 78.3
and 76.7 per cent respectively). Four providers that reported their median waiting times last year did
not answer the question this year — reasons included that they record the information, but not in an
easily reportable format, or that compiling it would exceed the FOI time exemption.

Figure 10 presents the average median waiting times for the last six years. The average median
waiting time to treatment in 2017-18 was 60 days. While there is substantial variation from year to
year, and performance worsened over the last financial year, there appears to be a general slight
downward trend in median waiting time to treatment over time.

Figure 10. Average median waiting times for CAMHS (days)"
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As seen in Figure 11, there is some variation between regions in average median waiting times for
treatment, with young people in London waiting the longest for treatment. Regional averages mask
wide variation within regions, which was also the case in 2016-17. Between providers, median

v For providers missing data this year, we assigned data provided to us in 2016-17. This resulted in 14
‘imputed’ cases for average median waiting time to assessment and 13 for average median waiting time to
treatment. For providers that reported their median waits this year, both average median waits to assessment
and to treatment were the same (34 and 60 days respectively).
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waiting time for treatment varied from 1 to 188 days. It is unclear whether waiting times are
measured differently across providers, making it difficult to compare performance.

Figure 11. Regional averages for median waiting times for treatment
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Figures 12 and 13 show the ten providers with the shortest and longest median waiting times for
treatment this year, with last year’s figures for comparison.

Figure 12. Ten providers with the shortest median waiting times to treatment in 2017-18

For comparison:
Provider Median wait to treatment (days) | 2016-17 figures
Sussex Partnership Sussex CAMHS 29 37
Isle of Wight 28 14
Lincolnshire Partnership 28 58
Somerset Partnership 26 25
Rotherham, Doncaster and South 75
Humber 23
Southern (eating disorder service) 20 -
Midlands 15 -
Norfolk and Suffolk 6 14
South Tyneside* 6 85
Greater Manchester (Tier 4 inpatient) 1 -

*This provider reported their median wait to assessment was 92 days. This may be an error, and actually mean a median
wait to treatment of 98 days.




Figure 13. Ten providers with the longest median waiting times to treatment in 2017-18

For comparison:

Provider Median wait to treatment (days) | 2016-17 figures
Alder Hey 188 -
Northumberland, Tyne and Wear 145 21
Worcestershire 127 14
Birmingham and Solihull 126 -
Sussex Partnership Hampshire* 124 120
Leeds Community Healthcare 111 49
South West London and St. George's | 92 28
Dudley 90 -
Leicestershire Partnership 86 21
Barnet, Enfield and Haringey 82 -

*This provider was only able to report the mean and not the median waiting time.

Thirty-nine providers responded with their maximum waiting times until assessment and thirty-eight
responded with their maximum wait to treatment (response rates of 65.0 and 63.3 per cent

respectively).

We calculated the mean of maximum waiting times across all providers. It is important to note that

the figures provided may include some outliers or represent one person — some maximum waits are
due to patients not being available for appointments, or the provider not receiving enough

information from the referring party.

Six providers who responded to this question on last year’s FOI request did not provide data this

year. Reasons for this, where they were provided, included ‘that the data quality is poor and

therefore misleading,’ that it would require extensive service validation which would entail work

exceeding the appropriate limit specified for FOI requests, and the information was recorded but not

in an easily reportable format.

Figure 14 shows that average maximum waiting times both to assessment and treatment have fallen

significantly over time."

v For providers missing data this year, we assigned data provided to us in 2016-17. This resulted in 10 ‘imputed’
cases for average maximum waiting time to assessment and 9 for average maximum waiting time to
treatment. For providers that reported their maximum waits this year, both average maximum waits to
assessment and to treatment were comparable but slightly lower (246 and 334 days respectively).
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Figure 14. Average maximum waiting times for CAMHS (days)
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Part 3: Data quality and transparency gaps

As research has consistently highlighted, gaps in data availability and a lack of transparency are key

barriers to high quality mental health care for children and young people.?

In order to improve these areas, NHS Digital began publishing national and local level information on

children and young people’s mental health services in January 2016.22 NHS England has established

a quarterly data release called the ‘Mental Health Forward View Dashboard’ to chart progress

against national targets.?® The 11 dashboard indicators are:

A CCG improvement score based on: whether CCGs have updated and republished their
Local Transformation Plans, access and waiting times for eating disorder services, quality
assessment network membership, the development of collaborative commissioning plans
for specialist CAMHS, the publication of joint agency workforce plans, and CAMHS spending
increase.

The number of children and young people (CYP) receiving at least two contacts in NHS-
funded community services.

The number of new CYP under 18 receiving treatment in NHS-funded community services.
The proportion of CYP with eating disorders seen within one week (urgent).

The proportion of CYP with eating disorders seen within four weeks (routine).

The total number of bed days for CYP under 18 in CAMHS inpatient wards.

The total number of admissions of CYP under in 18 in CAMHS inpatient wards.

The total number of CYP bed days under 18 in adult inpatient wards.

The total number of CYP under 18 in adult inpatient wards.

The total planned spend on CYP mental health, excluding learning disabilities and eating
disorders.

The planned spend on CYP eating disorder treatment.

Since NHS England has only been collating and publishing this data since 2016, and only for some

indicators, it is not yet possible to accurately measure progress over time. The latest data release
shows that in Quarter 4 of 2017-18, nationally:

78.9 per cent of CYP with eating disorders requiring urgent care were seen within one week.
79.9 per cent of those with eating disorders who require routine treatment were seen
within four weeks.

53 young people aged 18 or younger were being treated in adult inpatient wards.

£640.5 million committed to CYP mental health, excluding learning disabilities and eating
disorders.

The wide variation in other indicator data between releases suggests they are not reliable.

Moreover, there are significant gaps in the list of chosen indicators, including no data on:

Outcomes against treatment: unlike the adult mental health ‘Dashboard’, the CYP indicators
do not include recovery rates or information on types of treatment.

Waiting time standards for all mental health conditions: the inherent problem with
prioritising timely treatment for one condition over others in a context of limited capacity is
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that resources may be diverted and young people requiring treatment for other conditions
may receive poorer quality care as a result.

= The CAMHS workforce: this makes it impossible to measure progress against the
government target of 1,700 additional therapists and supervisors by 2020-21. Previous EPI
research has found recruitment difficulties in NHS mental health trusts as well as a
deterioration of workforce standards in inpatient care.'* This remains a crucial shortcoming
of the national CAMHS ‘transformation’ so far.

=  Children and young people with a clinically significant mental health condition not accessing
CAMHS and those with lower level needs.

Finally, poor data quality at this level is a barrier to transparency across the whole system, as
independent providers are not obliged by law to response to FOI requests.

While public CAMHS providers are obliged to respond to these requests, this report highlights clear
issues with the data collected and reported by providers. Many could not provide data in response
to our questions about basic access indicators (Figure 15).

Figure 15. Levels of non-response by CAMHS providers for each FOI request question

FOI question Proportion of non-responders
Number of referrals 2012-13 to 2017-18 45.0%
Percentage of referrals rejected 2017-18 25.0%
Reasons for not accepting referrals 2017-18 60.0%
Threshold and referral criteria 2017-18 31.7%
Protocol for rejected referrals 2017-18 26.7%
Median waiting times to treatment 2017-18 23.3%
Maximum waiting times to treatment 2017-18 36.7%

Some providers reported that they did not hold the data requested, or if they did, it was not in an
easily reportable format. Others highlighted the poor quality of the data and stated that to report it
to us would be misleading. Of the providers that reported their data, large variation between years
might indicate underlying quality issues.
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Conclusion

The demand for child and adolescent mental health services has risen significantly in recent years.
Despite substantial investment, the development of improvement strategies at the national and
local level, and evidence of good practice in some areas, the same problems that characterised
CAMHS when the national ‘transformation’ was launched still exist three years on.

The data shows that many children and young people continue to have difficulty accessing
treatment; there continues to be a significant postcode lottery in the proportion of referrals
accepted into specialist care and waiting times to treatment, with long waits in some areas. It also
emphasises the concern that children with moderate difficulties or those who are not accessing
specialist CAMHS may have difficulty accessing alternative support.

Our findings also clearly highlight that CAMHS data is not fit-for-purpose. This is the most
transparent the system has ever been — yet the data system fails to provide a clear picture of service
quality and how it may or may not be changing.

Not covered by this report, but fundamental to performance on the access measures we investigate,
is the state of the CAMHS workforce. We have seen no evidence that the government’s commitment
of recruiting additional therapists and supervisors has been translated into action. It is not clear how
this, along with introducing local mental health support teams working with schools and colleges,
will be achieved in practice given existing recruitment difficulties.

Timely and high-quality specialist care will always be necessary and more needs to be done in order
to ensure it is in place across the country. This must include a concerted strategy to build up the
workforce to meet current demand, high-quality joined-up working in all areas, ensuring that
committed funding reaches frontline providers, and the introduction of national compulsory data
reporting on key access and outcome measures. The government should look again at the FOI
exemption applied to private providers when they are providing a publicly funded service. Stable and
consistent definitions of who is eligible for treatment and time to both assessment and treatment
must accompany the introduction of accountability measures to avoid ‘gaming.’

However, the prioritisation of specialist services above early intervention and prevention will not
improve the mental health of children and young people. Wider focus must be on taking demand
out of the system. Contextual factors are hugely important for children and young people’s mental
health: the well-being of their families, the communities in which they grow up, the schools they
attend, and their social networks. Adverse childhood experiences, including maltreatment and
neglect, but also more widespread experiences like parental ill-health or separation, are prevalent in
the population of children and young people and strongly associated with poor lifelong mental
health.

These experiences are more common and more likely to be cumulative in families living in
challenging social and economic circumstances. According to the Institute for Fiscal Studies’ relative
poverty measure and a new, comprehensive measure devised by the independent Social Metrics
Commission, a third of English children live in poverty.”?* Children in contact with social services,
also on the increase, are at particularly high risk of emotional health issues.
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The evidence suggests that a good starting place for effectively addressing mental and emotional
health difficulties in children and young people would include a concerted child poverty reduction
strategy, as well as ensuring access to high quality early intervention services in all areas. This should
be combined with a ‘whole school approach’ to well-being in all schools, necessitating a well-staffed

and experienced teaching and support workforce that can effectively address individual pupils’
barriers to learning.
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