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Below we have listed some commonly used acronyms in this document and their

Glossary of terms

meanings:

1 A&E is Accident and Emergency

1 ACE team is Autism, Communication,
Education team

1 ADOS is Autism Diagnosis Observation
Schedule

1 ADHD is Attention Deficit Hyperactivity
Disorder

9 ARFID is Avoidant Restrictive Food
Intake Disorder

1 ASD/C is Autism Spectrum Disorder
Condition

1 BAME is Black and Minority Ethnic

1 CAMHS is Children and Adolescent
Mental Health Services

1 CBT is Cognitive Behavioural Therapy

1 CMFT is Central Manchester University
Hospitals NHS Foundation Trust

1 CYP/YPis Children and Young
People/Young People

M EHCP is Education, Health, and Care
Plan

1 ELSAis Emotional Literacy Support
Assistant

1 FASD is Foetal Alcohol Spectrum
Disorder

1 GMis Greater Manchester

T GMMH is Greater Manchester Mental
Health

1 GPis General Practitioner

HV is Health Visitor

= = = =

= =4 4 a4 -4 -9

HW is Healthwatch

ICS is Integrated Care System

LD is Learning Disability

LGBTQIA+ is Lesbian, Gay, Bisexual,
Transgender, Queer or Questioning,
Intersex, Asexual plus

MASH is Multi-Agency Safeguarding
Hub

MFT is Manchester Foundation Trust
MH is Mental Health

MHP is Mental Health Professional

NHS is National Health Service

OCD is obsessive compulsive disorder
PALS is the Patient Advice and Liaison
Service

PCNHSFT is Pennine Care NHS
Foundation Trust

PCF is Parent Carer Forum

PTSD is Post Traumatic Stress Disorder
SENDCo is Special Educational Needs
and Disabilities Coordinator

SEND is Special Educational Needs and
Disability

SENDIAS/S is Special Educational Needs
and Disability Information Advice
Support Service

SMS is Short Messaging Service, also
known as a text

SPD is Sensory Processing Disorder

TAC is Team Around the Child
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Executive Summary

In recent years, demand for mental health services for children and young people
has increased significantly' causing unacceptable delays in access and severe
challenges in communication across the care pathway. This is undoubtedly
affecting the experiences and outcomes of families accessing or attempting to
access, the pathway to CAMHS — with similarities made between current

experience and a game of snakes and ladders?.

Whilst referral pathways and CAMHS are, or have been, under review in most
localities, issues persist. As such, this project was planned to establish whether the
current mental health care journey is effective in identifying and helping children
and young people to access timely and effective support, leading to positive

outcomes for families and carers.

With joint efforts from Healthwatch across Greater Manchester, we have gathered
experiences of the pathway to CAMHS from the perspectives of children and
young people, parents/carers, and professionals. We have undertaken surveys,

held focus groups and recorded testimonies, resulting in over 1200 responses.

Through this project we have heard of the challenges parents/carers had
navigating the pathway: more than half found it ‘very difficult’ to find out how to
get support, and in our survey the maijority told us they were either ‘dissatisfied’ or
‘very dissatisfied’ with information provided to them about their child’s available
options. Through the case studies and focus groups parents told us how they
found the pathway confusing and often felt they weren't listened to,
acknowledged and/or believed. We also found many examples where parents
acted as the driving force behind their child’s access to care, and they told us of

the extent and type of support available when navigating the pathway.

We also heard about the impact on whole families. Parents often felt
overwhelmed by the process, and it impacted their own emotional health and
wellbeing. Parents felt scrutinised, and it had, in some cases, affected their
relationship with their child. Furthermore, many parents told us of the negative

impact their experience had made on their work and financial circumstances.
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Echoing findings from our 2019 report® on children’s mental health services, lack of
clarity and communication issues were highlighted by all groups of participants.
High proportions of children and young people and parents/carers cited barriers
such as being unsure who to contact and being worried about communication
between staff; professionals were more likely to rate communication as
‘somewhat effective’ or ‘not so effective’ between professionals themselves,
parents/carers, and children and young people. Communication concerns raised
by parents referenced disjointed services, the importance of follow-up between
professionals and families, a lack of adjustment made for children’s needs, and
feelings that decisions made by professionals about children and young people

were done without full understanding of the child’'s condition.

Professionals raised concerns about a lack of follow-up both with themselves and
directly with families as well as wider issues with the perception some families
have of CAMHS. Similarly, many calls for improvements were made via the survey
in relation to communication. These include requests for clarity on what the
pathway should look like and what the CAMHS offer is, and more personalised

communication as opposed to generic responses.

Parents/carers and children and young people shared the wait times they had

experienced and the impact these had (coupled with a lack of communication
and support), also similar to our 2019 report. The majority of responses revealed
waits of over one year between referral and initial assessment, and almost half
had waited over a year between assessment and intervention. During the wait,

parents and carers reported that their child’s condition progressed leading to

negative experiences, and a lack of communication and support.

In response to our survey, the majority of parents/carers told us they had either
accessed or considered accessing private care. Of those who did not go ahead
with this, many told us this was either due to the financial impact or concerns

about re-accessing the NHS pathway after the outcome of a private assessment.

From professionals we heard of challenges arising from referrals not being

accepted, and the action they took in these instances. Most frequently, we were

told professionals would pursue alternative support either within the existing

setting, by looking elsewhere and/or less often, or through advice/signposting in
6
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the rejection letter. Some comments indicated subsequent challenges such as
lack of resources and availability. We also heard from many professionals who
persist with accessing support for the child or young person via the pathway in
ways such as challenging the decision and/or re-referring. Other feedback in
relation to this includes the powerlessness and frustration professionals feel when
referrals are rejected, difficulties managing families’ expectations and concerns

with accessibility.

In addition to the calls for improvement to cormmunication mentioned above,
professionals made many more suggestions which cover an array of aspects of
the Pathway to CAMHS. These include calls to reduce wait times and to ensure
communication and support during the wait is effective for families, comments
relating to simplifying and speeding up the referral process and calls for
thresholds to be standardised, more clearly communicated and to be opened up
for increased access. Further suggestions were made for clarification of, and
additional funding, for alternatives to CAMHS, more recruitment and training for

staff, and ideas for increasing accessibility.

This report outlines what we did, including the methods used to capture data,
then presents the findings as a collective picture of the whole Greater Manchester
region. We have also made a number of recommendations based on our findings.
At the end of the report are borough profiles which show a breakdown of the data
gathered for each borough. Please note that we have not looked at the inpatient
care provided by the Greater Manchester Mental Health Trust known as Tier 4

provision, out of area placements or Social Services provision for children in crisis.
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Key Findings

i The main barriers to accessing services cited by both parents/carers and
children and young people were waiting times, uncertainty around who to
contact, appointment times/availability and concerns around
communication between staff.

U Most parents, carers, children, and young people told us it was difficult to
find out how to get support and they were dissatisfied with information
provided about the available options for support.

U The parental role is pivotal in getting a child access to care. Many parents
we heard from were the driving force behind ensuring progress along the
pathway.

U Accessing the CAMHS care pathway can have an overwhelming impact
on the wider family’'s emotional health and wellbeing and can also
negatively impact their work and financial circumstances.

il 95% of parents/carers were not kept up to date with the progress of their
referral.

U We were told services were disjointed which resulted in contradictory, out-
of-date information being shared, missing or incorrect information being
passed between professionals and parents having to repeatedly share
their story.

U Large proportions of families waited over 1year between assessment and
intervention, and lack of communication and support during the waiting
period had significant impacts such as deteriorating health and missed
schooling.

i Almost 80% of parent/carers told us they either accessed or considered
accessing private care.

U Over two thirds of professionals told us their overall experience of the
pathway was poor.

U Professionals call forimprovements in an array of areas including

communication, wait times, the referral process and more.
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Recommendations

Improve awareness of mental health support services available to enable all

stakeholders to make informed choices about where and how to access help

and support

i

Providing clear information about what support services are available
(including CAMHS), what they do, what the thresholds are, and who they
are appropriate for will ensure families are directed to the most suitable
services in the first place. This will help to reduce challenges in accessing
the pathway and in turn lead to fewer inappropriate referrals, which can
result in unnecessary demand on some services.

Each Greater Manchester borough should make available a list of provision
in their area. This local directory should also include details of self-help
materials and support groups as well as information about the option to
obtain a private assessment.

A commitment to continued support by professionals for children and

young people and parents/carers if a referral is rejected.

Provide clear information for families and other professionals on what the

CAMHS Pathway is and what can be expected

il The majority of both parents/carers and children and young people told
us it was difficult to find out how to get support, and over half of children
and young people told us they didn't understand what to expect at
each stage of the pathway. Having easily accessible information
available to both families and professionals will help to manage the
expectations families have around what will happen. This in turn should
ease families’ experiences and ensure staff working at various stages
along the pathway can devote time and resources more effectively.

il Information should include how complaints/queries should be handled.

Action needed to ensure equal access to the care pathway

U Our findings suggest both families and professionals are concerned
about the accessibility of the pathway. As well meeting young people’s
accessibility needs, parental needs should be considered as we have
identified the huge part the parental role plays in navigating care. More

flexibility and adjustments should be considered in terms of the

9
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environment in which referral appointments take place and the times
available. Care should be taken to ensure information and

communications are accessible for families with additional needs.

Create a Single Point of Entry for Greater Manchester

U Having a Single Point of Access for children and young people,
parents/carers and professionals, agreed by all providers, would help to
resolve many of the issues reported; families not knowing where to go
for support, services having been found to be disjointed, families having
to repeat their story numerous times, issues with missing or inaccurate
information being passed between services and issues with contacting
CAMHS. A specification should be co-produced for this service to ensure

the needs of all stakeholders are met.

Improve communication and support during the waiting period

U The majority of parents told us they weren't kept up to date with the
progress of the referral and lacked support with their child’'s health
during the waiting period.

i Communication was cited by parents/carers as being key to their
ongoing understanding of the process. Good communication reduces
frustration and allows for more informed choices (for example, if the
likely wait time was felt to be too long). It also reduces the likelihood of

parents/carers feeling overwhelmed.

Treat parent/carers as equal partners in their child’s access to the Pathway

i We heard from many parent/carers who felt they had not been listened
to or believed and had been ignored. We also heard how many felt they
were not involved in decisions made about their child’s care. Addressing
this and involving families in the care for a child or young person can
have a positive impact on outcomes and in turn, ease the process for

many families.

10
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Project background

The Healthwatch in Greater Manchester partnership began this project after
hearing (through local intelligence and external research) that demand for
children and young people’s mental health services had increased and that as a
result, long waiting times for appointments and interventions were having an

impact on the mental health and wellbeing of young people.

Overall, performance in Greater Manchester is in decline. From the data we have
access to, we know that national targets are not being met. In GM, that target is to

see a national median of 5125 children and young people per month*.

We know that the Integrated Care Board, the 10 borough partners in Greater
Manchester, and NHS and voluntary sector providers have all looked at children’s
mental health at some point in recent years and whilst there have been some

improvements, these are insufficient to effect the significant change required.

Commissioned community services treated over 420,000 children and young
people in 2020/21. Treating nearly 40% of children and young people with a
diagnosable mental health condition, means the NHS over-achieved on the Five

Year Forward View commitment of 35%.°

Lord Darzi recently published independent investigation of the NHS in England
which states that the nation’s mental health has deteriorated most significantly in
children and adolescents, over the past decade. Mental health referral rates for
this group have “increased by 11.7 per cent a year from around 40,000 a month in
2016 to almost 120,000 a month in 2024,

The Children’s Commissioner report ‘The State of Children’s Mental Health
Services” found that between 2018/19 and 2021/22 there was an 84% increase in
referrals to children and young people’s mental health services. It also found that
75% of young people experiencing mental health problems waited so long that
their condition worsened or were unable to access any treatment at all; in 2021-22
one in three children referred were turned away by specialist services. The CQC
2020/21 State of Care report® found that mental health services for young people
have struggled to meet demand since COVID. There was mixed communication

between services and families, with many unaware of what help was available.

1
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They also raised the risks of online support, such as missing physical cues and

possible risks within the home.

In March 2024, the Children’s Commissioner published findings® sourced from NHS
England that showed there were still 270,000 children and young people waiting
for support following a referral to CAMHS with nearly 40,000 waiting over two
years. It was also found that while 32% of those referred received support, 39% had
their referral closed before accessing support. This is an increase from findings
published by the Education Policy Institute in 2019, which found that 26% of
referrals to specialist CAMHS were rejected as they did not meet thresholds. A
study from early 2022 analysing the experiences of young people on mental
health service waiting lists" found that there were many consequences to long
wait times: “delays in treatment were found to exacerbate existing mental and
physical health symptoms and attempts to cope with these long waits ranged
from adaptive to maladaptive strategies. Seeking out alternative forms of
intervention was also reported, and young adults might opt for medication,
private or university services to get support quicker and help sustain them while

waiting for psychological therapies.”

Further detail is found in the National Children’s Bureau’s 2022 report ‘Storing Up
Trouble™, which found significant variation in the thresholds applied to referrals.
More than 80 per cent of Directors of Children’s Services surveyed as part of the

inquiry said that there were variations in thresholds for accessing early help.

In the process of conducting the project we have been made aware that more
evidence has been reported, both by commissioned organisations® and via

mainstream media', further justifying the need for our research.

This project follows on from a 2019 Healthwatch report looking at experiences of
CAMHS in Trafford, Bury, Rochdale and Oldham. While there were compliments
relating to individual staff members, there was overwhelming concern about
access, the difficulty of getting a referral, and thresholds being too high for
acceptance. People were unable to reach CAMHS or, if they did, get answers to
questions between consultations. Readers will see that similar concerns continue

to this day.

12
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What we did

Methodology

We used a mixed-methods approach for this project. The aim of the quantitative
method used (surveys) was to enable a large population of Greater Manchester
residents to provide feedback on their experiences and for us to draw trends from
this. Qualitative methods (focus groups, case studies and interviews) allowed us
to gain a deeper understanding of the real-life experiences of families and
professionals. The combination of these two approaches enabled us to
triangulate the data and present a comprehensive reflection of experiences and

impressions of the pathways to CAMHS.

Sections below outline methods used, how these were implemented, inclusion

criteria, how participants were recruited, and the process of analysis we followed.

Surveys

In February 2024, we launched three different surveys each aimed at capturing
experiences of children and young people, parents and carers and professionals.

Inclusion criteria included:

consent provided from children and young people, parents and carers, and
professionals to take part
- participants who lived or worked in the Greater Manchester area
- participants who accessed the pathway within the past 2 years (for
parents/carers and children and young people)
- participants having worked in relation to the pathway within the past 2
years (for professionals)
- aged 13 and above (for children and young people)’
In order to provide the widest possible opportunity for people to take part, the

surveys were shared in the following ways:

'The lower age limit was decided following consultation with the Information
Commissioners Office (ICO) due to this being the age from which individuals can provide
their own consent for their personal data to be shared.

13
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- via contact lists of key professional contacts both at regional and borough
levels
- the social media pages of local Healthwatch across GM
- promoted locally to key stakeholders at meetings, events and more.
Healthwatch Wigan and Leigh ran their own project on access to CAMHS which
meant they conducted their own survey for the area. As such, findings from their
survey are presented separately but are referred to throughout the analysis, given

the similarity in the questions asked.”

Data gathered from the surveys helped to inform the next stages of the project as
key issues such as waiting times and communication were established, and

therefore follow-up questions were formulated to provide depth.

Focus Groups and Case Studies

Parent/carer focus groups and case studies were held by local Healthwatch
teams across Greater Manchester'. Participants were recruited via both an opt-in
selection within the surveys, and through local advertising. Documents were
created to standardise the data capture process, however, there was flexibility
within this to enhance the accessibility for the greatest number of participants.
Groups were held in person, online, and through conversations with individuals

over the phone or face-to-face.

Interviews

We held one-to-one interviews with professionals in job roles linked to the

pathway or directly part of the pathway itself. Inclusion criteria included:

- consent provided to take part
- professionals who had worked in a role which has involved supporting
children and young people

- had worked in the above role within the past 2 years

i A small number (3) of respondents to the survey we ran were Wigan and Leigh residents
and these are included in the overall Greater Manchester data we present.
i No focus group or case study data was collected from Wigan and Leigh.

14



healthwatch

in Greater Manchester

- had worked within the Greater Manchester region

To recruit participants, we mainly used purposive sampling. This involved inviting
a cross-section of survey respondents who had volunteered to take part. This
purposive sampling included using data we had on job titles and the boroughs
that individuals worked in to invite an even cross-section of people. In total, we
invited 41 of 68 volunteers to interview, four of whom accepted, and an additional

volunteer was recruited directly through their local Healthwatch.
Sampling

The self-selective sampling nature of all elements of the research we have
carried out means that participation was limited to those who volunteered to take
part. We acknowledge that this could have resulted in more extreme experiences
shared with us compared to others who may not have chosen to participate. That
said, we have attempted to ensure that the data we have gathered is presented
accurately and would assert that it is necessary to bring to light all cases -
particularly those of an acutely negative nature - in order to make

recommendations for improving services for all.

15
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The CAMHS Care Pathway

What is a referral pathway?

A referral pathway is the journey undertaken by an individual and/or their carer
when accessing support. This involves identifying the needs of the individual then

ensuring they have access to the most appropriate sources of help and advice.
What is CAMHS?

Child and Adolescent Mental Health Services (CAMHS) are specialist NHS services
that help children and young people up to the age of 18. They offer assessment,
diagnosis, treatment, and support for young people who are experiencing

problems with their emotions, behaviour, or mental health.

The range of issues that CAMHS can help with includes sadness low mood or
depression, anxiety or worry, low self-esteem or confidence, problems with eating,
relationships, anger management, trouble sleeping, repeating the same actions

or behaviours, hearing voices, or seeing things, and suicidal thoughts or feelings.

How are services delivered in Greater Manchester?

Mental health services for children and young people in Greater Manchester are
delivered in line with the THRIVE framework (i-THRIVE refers to the implementation
of the THRIVE framework principles.). Children and young people can and do enter

the care pathway via different routes and at different stages of their condition.

“The THRIVE Framework is an integrated, person centred and needs led
approach to delivering mental health services for children, young people
and families which conceptualises need in five categories; Thriving,
Getting Advice and Signposting, Getting Help, Getting More Help and
Getting Risk Support. Emphasis is placed on the promotion of mental
health and wellbeing, and for children, young people and their families to
be empowered to be actively involved in decisions about their care

through shared decision making.” '°
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Those who need advice Those who need focused
and signposting goals-based input

Those whose
current need is
support to maintain
mental wellbeing
through effective
prevention and
promotion
strategies

Those who need
more extensive and

specialised goals-
based help

“All Child and Adolescent Mental Health Services (CAMHS) in Greater Manchester are now
using the I-Thrive Model to navigate Children, Young People and their Carers to the most
appropriate mental health or wellbeing services.”

-CMFT CAMHS SERVICE: GUIDANCE AND REFERRAL FORM VG April 21"

How should pathways work?

Pathways are multi-agency and generally follow a prescribed sequence of
events. Once concerns adre raised about a child’s mental health, each local area
will have a procedure to follow which usually results in a decision being made
about whether a referral to CAMHS is appropriate. Referrals may come from
health and care professionals such as GPs, health visitors, youth or social workers,

or via school/education, and in some areas, self-referrals are accepted.

It may be that other options are explored while waiting for a CAMHS referral to be
processed, or as an alternative source of support. The resources available in
Greater Manchester are detailed later in this section and range from self-help

digital resources to voluntary sector organisations, to paying a private provider.

Whilst the precise pathways may differ between boroughs and providers, the
overarching principles and approach will be largely the same. The example given

in the following graphic is from MFT by way of illustration:

17



healthwatch

in Greater Manchester

I ! I I I I I Central Manchester University Hospitals [\/75]

NHS Foundation Trust

Routine Referral Flowchart for Specialist Mental Health Interventions (CAMHS) w2 & f al yOKS & SNJ

@ Child / Parent presenting
with difficulties

[ Identified Mental Health need]

Is the Child
aged under
16 or over?

Under 16 years Discuss and agree referral with

parents and obtain their consen

Over 16
years

Does the Child/YP have ment:
health difficulties which have be:
present for at least 1 month an
are severe enough to negative!
impact upon YPs day to day
functioning that is beyond suppc
from other professionals e,g,
school nurse or educational
psvcholoaist?

CompleteCAMHS LocalifReferral
Discuss and agree referral w Form#**
young person s

Complete theCAMHSEmerge referral
form **
Or request that they Self Refer

\ Next
Consider directing to other agencies, -
i.e School Nrse, 429 Street or Educational Psychologi

Notes: * Please also see emergency access pathway via Duty CAMHS Practitioner if any urgent concerns
Safeguarding concerns direct to Social Services.
** Referral forms can be downloaded from : http://www.cmft.nhs.uk/childrens-hospitals/our-services/child-and-adolescent-mental-health-services

(CMFT CAMHS SERVICE: GUIDANCE AND REFERRAL FORM VG April 21)3

18



healthwatch

in Greater Manchester

Available Resources and Support in Greater Manchester

Commissioned Services:

f The ICB commission Kooth" and the SilverCloud platform' on behalf of the
10 Boroughs in Greater Manchester. Digital services offer key advantages
including anonymity, variety of support, low or no waiting times and easy
accessibility, including out of hours support".

 The ICB also commissions 42" Street'® within Greater Manchester, which
provides tailored support for young people aged 13-25 (including face to

face support where appropriate).

In person help and support:.

1 Primary Care - some GPs provide support and/or make referrals to NHS or
voluntary sector services commissioned by the ICB.

1 Schools, some of which provide direct support or through their teachers,
Special Educational Needs Coordinators (SENCo0), Educationall
Psychologists and other professional staff who either support or refer for
additional help.

f Some individual boroughs, including Children’s Commissioning groups
(NHS/Local Authority) choose to invest in some counselling services in the
voluntary sector in their locality.

1 Public Health directorates (based in local authorities) identify needs,
provide guidance and in many cases also commission health visitors and
school nurses.

! Community health services, including doctors, psychologists, nurses and

allied professionals

v Online mental health support for young people: https://www.kooth.com/

v Online mental health support for adults which offers programmes for parents supporting
their child through mental health difficulties:
https://gm.silvercloudhealth.com/onboard/greatermanchester/

19
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1 Child and Adolescent Mental Health Services provided by either
Manchester University NHS Foundation Trust, Pennine Care NHS Foundation

Trust, and Greater Manchester Mental Health NHS Foundation Trust.

Additional providers:

1 Private providers - clinics who charge for their services (for example
assessment of conditions such as ADHD and Autism).

1 Local voluntary sector organisations.

1 National charities.

{1 Digital resources: These platforms are very broad and cover different areas,
but findings show that most young people are not aware of all the support

that is available and would like to know more. "

Provider case study: 42" street

In addition to the increase in demand for services there have also been
challenges with funding that have affected the ability to meet demand. For
example, 42" Street experienced an incremental increase in need from young
people dating back to before the pandemic, particularly with young people who
feel able to access with the service as a result of experiencing complex
psychosocial issues, discrimination, structural inequity and trauma. Although the
charity was able to offer high quality comprehensive support throughout the
pandemic, they experienced a sharp increase in referrals following the pandemic
- tripling in some areas. The charity received some additional non-recurrent NHS
investment for two years, but this was not enough to meet demand or address
the surge and backlog of young people waiting. The charity has now secured
more short-term funding from a variety of resources which is being used to target
support to some of the most vulnerable and disadvantaged young people

adversely impacted by increased thresholds and gaps in mainstream services.
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Overall findings for Greater Manchester

This section presents findings based on the data gathered from across the

Greater Manchester region.

Who we heard from

Parents and carers

90% respondents described themselves as White
- British, 1% as White - Irish, and 1% as White -
other. A further 1% told us they were Asian or

Asian British — Pakistani, and 0.3% as Asian or

Asian British — Chinese. 1% respondents told us

they were mixed race.

2% of respondents were aged 66-79 || 88% of people who took part
31% were aged 45-65 identified as straight/heterosexual

51% were 35-44 1% identified as lesbian

13% were 18-34 3% as bisexual, and
1% as other

59% people told us they were married or in a civil partnership. 3%

were cohabiting, 24% were single, and 7% were divorced or

widowed. 2% chose ‘other’.

Most respondents identified as female (95%).
_ 'ﬁ“ﬁ“ﬁ”ﬁ‘ 2% as male, and 1% identified as non-binary,

2
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" 13% people told us they could not work due to a
disability or ill health, and 1% were seeking
_ﬂ employment. 11% were unemployed and not Q
seeking work. 66% respondents were employed
ﬂ‘ 2% students, and 2% were retired.

28% parents who responded considered themselves to have a %
disability, and 66% did not. 6% preferred not to say. =

58% of respondents described themselves

\ as carers.

Professionals

When asked where they worked, the professionals who took part in our survey

responded as follows:

Unspecified GM Bolton

12% 8% Bury

Wigan & Leigh 1% 5%

Manchester
9%

Trafford
8%

Oldham

. 4%

Tameside
1%

Rochdale
9%

Salford

Stockport
13%

20%

22
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86% professionals had worked in

A Greater Manchester for over two

,’ years. 7% within 12 months and two

’ years, 5% between six months and a
P year, and 2% for less than six
/ months.

Responses came from people across the professional
spectrum and different fields of expertise. We heard
from people including family/community workers (14%),
SENCos (14%), mental health workers (10%), social
workers (8%), GPs (6%), school nurses (4%), teachers
(3%), head and assistant headteachers (3%), nurses

(3%), safeguarding leads (3%) and youth workers (2%).

We asked people to tell us what age groups they 0-4 (Early Years) ]

worked with, and to tick all that applied. Most

respondents (73%) had worked with Key Stage 2 (ks2)
children, aged 8 to 11 years. 69% had worked with KS3
) 12-16 (KS3)
(12-16-year-olds), and 65% with KS1 (5-7-year-olds).
54% had worked with 0-4-year-old children, and 59%
with 17 to 18-year-olds. Only 32% worked with those 19 m

to 25 years, and 14% answered ‘unspecified’. Unspecified
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Children and young people

From our children and young people’s survey: () i%
13.8% told us they were employed, 6.2% were el

unemployed due to disability or ill health, 9.2% ”'
were seeking employment, and 64.6% were ' *

students.

79% of respondents identified their ethnicity as White
British, Irish, or White other. 2% told us they were Black

Caribbean. 2% said they were Indian, 9% Pakistani, and

2% said they were Asian or Asian British other.

24.6% respondents
identified as male, 67.7% 7N /@ N

I ° ~ ‘ '
identified a female, and 3.1% /0\ - A IA;

/
as non-binary. \-

60% of people said they were heterosexual/straight, 2%
said they were gay, 3% told us they were lesbian, and

24% responded that they were bisexual.

-~ rd
I'd -~ /7 ). -
= ’,‘ L 37.3% children and young people told us they
-7 / A were disabled, and 17.6% said they were carers.
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What we heard from parents/carers and children and young people
Given the interconnectivity of the experiences of parents/carers and children and
young people as well as the similarities in what we heard, we have presented the
findings together. We first outline the conditions we were told children were
diagnosed with or were on the pathway to be assessed for, then we show the
services families accessed for support. We then show themes identified around
navigating the pathway, the impact on family, wait times, commmunication and
accessing private care. We indicate within each section, where the perspectives

presented are those of parents/carers or children and young people.

Conditions we were told about

Below is a word cloud of the conditions children and young people were being
assessed for or had been diagnosed with. These were reported within both the
parents/carers and children and young people’s survey, and the larger the words
appear, the more often they were mentioned. As illustrated, we heard mostly

about experiences in relation to autism, anxiety, depression, and ADHD.

depreSS|on

a Sleep Issues sch\zophremc
ts

tourettessyndrome SU\C\dO\ though
\/SpFClXIC]
d uttcchmentd\sorder

eating disorderI dyslexia

spdocd

select\ve mut|sm
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Services Accessed

Who did you first speak to for support? (n - 475)

@ Other

m | spoke to another
parent/carer 3% 1%19,

| Looked online
Social worker
47%

| | completed the referral

myself

@ Doctor, nurse or other

medical professional

@ Someone at
school/college/
(SENCo/teacher/teaching

assistant/councillor)

We can see that school/college and doctors were mostly likely to be the first port
of call for parents looking for support for their child/children. Although this reflects
the CAMHS pathways across the region, many parents and carers told us of
experiences where they had been signposted between services and couldn’t
understand why. For example, after difficulties finding support through their child’s
school, one case study participant from Bolton told us they visited their GP but

were redirected back to school:
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“I couldn’t understand why a medical doctor couldn’t help my child with a

medical condition.”

Navigating the pathway

From the survey, almost 40 percent of parents/carers and over 40 percent of
children and young people selected ‘unsure who to contact’ as a barrier to them
accessing the Pathway to CAMHS. For Wigan, 30 percent of parent/carers

selected this option.

Finding out how to get support was:

0% 20% 40% 60% 80% 100%

@ Very difficult g Quite difficult g Neutral Quite Easy g Very Easy

In Wigan, responses to this were mixed with only 18% finding it ‘very difficult’ to get support and a

further 13% finding it ‘quite difficult’.

The majority of both parents/carers and children and young people surveyed told
us they found it to be either ‘very difficult’ or ‘quite difficult’ to find out how to get
support. Initially finding out how to get support was found to be easier for children

and young people.
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How satisfied were you with the information
provided throughout about the available

options for support?

0% 20% 40% 60% 80% 100%

m Very dissatisfied g Dissatisfied g Neutral Satisfied g Very Satisfied

Responses to this question in the Wigan survey were mixed with 24% feeling ‘dissatisfied” and 22%
‘very dissatisfied'.

Over half of children and young people and over two thirds of parent/carers told
us they were either ‘dissatisfied’ or ‘very dissatisfied’ with the information provided

about the available options for support.

Difficulties navigating the pathway were highlighted by our case study and focus
group participants. People told us where the pathway was confusing to parents,
the extent to which parents felt listened to, acknowledged and believed when
accessing the pathway, examples of parents as the driving force behind their
child’'s access to care and the extent and nature of support parents were able to

access to navigate the pathway.

Pat hway Confusi on
Many parents told us it was difficult to understand how to initially access the

pathway to CAMHS. A Bolton parent reflecting on their overall experience told us
“[they] did not understand the process.” Following the referral of their child, a
further parent said there was “no explanation as to what would happen next.” HW
Bury found the parent in their case study was confused by the referral process,

and per the Bolton focus group:
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“You don’t hear anything, you don’t know who you're speaking to, you don’t
know what the assessment stages are, you don’t know what support is

available”

Parents in the Stockport focus group expressed confusion over who could initiate
referrals (e.g., whether schools or GPs could refer directly to specialist services),
what the steps were, and what criteria needed to be met. Concerningly, HW
Stockport also found parents were worried about inequality in the system. Some
families seemed to get faster or better services based on how they navigated the

system or due to geographical differences.

We heard from many parents who felt professionals didn't sufficiently explain
process to them in an accessible way. Families felt abandoned navigating the

complex referral and diagnosis process:

“We did not receive any information at all. A very sketchy overview was

provided by the school SENCO but this was not clear” (HW Stockport)

“You are told you will hear from us, but you are not told what the process

is.” (HW Salford)
“There is a complete lack of ‘what happens next’ or ‘what happens if”

“Didn’t understand anything. No help or where to get support” (HW

Tameside)

Within the HW Bury focus group parents called for the referral process to be
streamlined by removing unnecessary bureaucratic steps to make the

experience easier for parents:

“I think understanding the pathway and what it looks like as some form of

a timeline visual would be helpful for parents.”

There was confusion around what support children were or were not eligible for
while they were on the pathway. In reference to Safezone, one Rochdale parent

said:
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“Whilst we were waiting on our first assessment from CAMHS was told we
could not attend this although we were on a waiting list. | am not sure this

info from CAMHS was correct?”

Conversely, there were some occasions where parents were able to understand
the process. The focus group held in Oldham found that out of five participants,
four understood the initial process and in the Tameside focus group one parent
told us they understood the entire process. The parent in the Tameside case study
told us their school SENCO did explain the process to them, and in Trafford one

parent said their GP did the same and that practice reception staff were helpful.

Parents not l'istamaeld bel i egadr ed

parents

“”

“”

”

“”
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