Research Inspired by Service Experts

Do waiting list times for CAMHS lead to
worsening mental health in young
people?

Key findings:
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What did we find?

In 2016 NHS England set standards for people waiting to access psychological therapies; 75% o
people referred should be seen and treated in six weeks and 95% within 18 weeks! Children and
young people with more severe problems such as psychosis or eating disorders should be seen
even quicker. 2

However, unfortunately there are huge variations in waiting times across CAMHS trusts in
England. One study found waiting times ranged from 0 days to 4 %2 years, with an average of just
over seven weeks.? Those who had been referred from primary care, such as a GP, had longer
waiting tismes than those referred from specialist health services or Accident and Emergency
services.

More people need CAMHS than the s%rvice can support, with waiting lists getting longer,
especially since the COVID pandemic. There was a 94% increase in the number of children and
young people referred to CAMHS in May 2021 compared with May 201 9.% This has affected
services across the NHS with reports of worsening symptoms and poor outcomes due to
delayed treatments. With waiting lists increasing, it is important to understand the impact of
being placed on a waiting list for treatment.

The Government have set out how they plan to improve the long wait times in CAMHS, including
a new proposed target of everyone being seen in four weeks. % However, they mainly focus on
changing services and reducing costs rather than how reducing waiting times might stop young
people’s mental health from getting worse.
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Despite many people saying that long waiting lists lead to worsening mental health, we
could not find many studies that have investigated this in detail. We couldn’t find any looking
at what the long-term outcomes are of being on a long CAMHS waiting list for people’s
mental health.

One study interviewed CAMHS users to learn about their experiences of being on waiting
lists.” The researchers interviewed seven young people aged between 19-21. They were all
at university so had access to university support services. They all had a range of different
mental health difficulties. The study found three main messages:

e Young people had to find and rely on other ways to support themselves whilst they
waited for treatment. This included accessing additional psychological treatment or
medication, developing coping mechanisms, and relying on their social support. Some of
the coping mechanisms used were positive (such as meditation, yoga). However, others
turned to self-harm or substance abuse.

e Young people said the delay in getting treatment negatively affected their everyday life,
including the ability to work or study, take part in activities, and their physical health.

e Waiting also negatively affected young people’s feelings and beliefs, including feeling
angry, believing that they would never get help or didn't deserve help, and feeling
hopeless.

The study suggests that the uncertainty around when a young person will get to be seen
exacerbates any existing mental health concerns. The young people felt their mental health
declined whilst waiting for treatment because they believed the services didn’t think their
issues were severe enough as they weren't seen more quickly. In fact, one participant went
on to more destructive behaviours in the unfounded hope that they would be seen more
quickly.
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Other research findings

In another study, children and young people who were interviewed about their views of
CAMHS services said they felt their mental health had deteriorated whilst waiting to be
assessed and then allocated to a therapist. 1°

Parents were also interviewed in this study and said they were distressed by waiting too as
they were unsure when their child would be seen. The same study found that some CAMHS
services had started to contact those on the waiting list to reassure them that they hadn't
been forgotten about. They also found that some places had a staff member whose role
was to support those waiting to be seen. *°

Both studies interviewed young adults. We could not find any work with children or
younger teens. Also, the studies both asked for the young people’s views. We could not find
any studies that compared assessments of children or young people’s mental health from
when they are placed on the waiting list to when they are seen.

Other impacts of being
on a waiting list

How long people are on the CAMHS waiting lists seems to have an impact on children and
young people’s engagement with treatment when they are seen.

Two studies found that families have less satisfaction with the services they received from
CAMHS the longer they were on a waiting list. .12

Another study found that when families wait for a long time, they are more likely to refuse
services, and may be more likely to drop out of treatment before it is complete.13 Faster
access to treatment was found to increase children and young people’s motivation to engage
with the therapies they were offered. "°

Families are also more likely to try to find help from other services if they face a long wait, but
this is only an option for those in areas with multiple services and those with the ability to
pay for private therapy. "“Not everyone can do this, which puts help out of reach for many.

m gh . . C UNIVERSITY OF
Devon Partnership N I H R National Institute A r/\ EXETER

for Health Research Chidren & YoungPeoies

NHS Trust

January 2024 v2



Our conclusions

Waiting lists for CAMHS services are getting
longer and longer so more children and
young people are waiting to be seen.

However, we could not find much research to
say how being on these waiting lists affects
their mental health. Research that asked
children and young people about their time
in CAMHS said their mental health
deteriorated whilst waiting to be seen.

Children and young people said that waiting
affected their everyday life, and they started
to believe they would never get help. These
young people had to find other ways to
support themselves whilst waiting, such as
social support, coping mechanisms, and
accessing other treatments.

Research has also found when children and
young people wait a long time for treatment,
they are less satisfied with their treatment.
They are more likely to refuse services or
drop out of treatment.

This could mean that children and young
people might not be able to benefit from
CAMHS if they wait a long time before they
start therapy. It might also mean that a long
wait could lead to poorer outcomes.

Children and young people were more
engaged with treatment when they had
quicker access. This shows the importance of
trying to reduce waiting list times.

There has been a lot of work looking at how
to reduce the overall wait time across
CAMHS, with the Government proposing to
bring in four-week targets for treatment.

Hopefully some of this may reduce the
impact of waiting for treatment. But more
research is needed to understand the impact
of long waiting times for CAMHS on children
and young people’s mental health.
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What did young people asK us?

Young people who have used Child and Adolescent Mental Health Services (CAMHS) in Devon
were asked to take part in a workshop about their experiences. We asked them what
research questions they would like us to answer.

One of these questions was, “Do waiting list times for CAMHS lead to worsening mental
health in young people?”.

What did we do?

We searched for any past research on waiting for CAMHS and mental health outcomes.

We searched several scientific databases including MEDLINE and APA PsycINFO to find
evidence for this summary. The searches were last updated in March 2022. Further evidence
was identified by Google Scholar searches in May 2023.

We asked experts in child and adolescent mental health research and a young CAMHS service
user to review the summary to make sure it is accurate and easy to understand.

This was not a fully comprehensive search; as this was a rapid review, we only spent half a day
searching the databases, so there is a chance that we may have missed something.
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