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Executive summary 

 
Over the last 2 years, the NHS has been developing the mental health website MindMate, 
with involvement from children and young people in the city.  MindMate has been a crucial 
tool to provide children and young people with the information they need. 
 
It has however been recognised that support for parents and carers could be improved. 
Often situations escalate and these could have been prevented had parents and carers had 
the skills and knowledge to support their children. 
 
Research shows that parents and carers play a vital role in supporting their children and 
young people through mental health crisis and recovery. 
 
This engagement sought the views of parents and carers around services and support for 
children and young people with mental health issues, and aimed to find out what parents and 
carers in general would like should they have concerns about the mental health of a 
child/young person within their care. Findings from the engagement will be used to inform 
the development of solutions in response to identified needs. 
 
A survey was used to gather the thoughts and experiences of parents and carers. We asked 
about people’s satisfaction with the current service and for people’s needs and preferences 
around future services. The survey was shared widely, including with;  
 

 Parents’ and carers groups and networks in Leeds 

 The general public in community hubs, libraries and Leeds Kirkgate Market 

 Local organisations and groups via social media 

 Carers using local voluntary services 

 Clinical Commissioning Group (CCG) patient, public and voluntary sector networks 

 CAMHS clinics in Leeds. 
 

277 parents, carers and members of the public responded to the survey. The majority of 
respondents (n=154) had previously accessed support in relation to the mental health of a 
child or young person in their care. Although the scope of this consultation was to engage 
with a broad range of parents and carers, there were a considerable number of comments 
relating to the experiences of parents and carers of children with special educational needs 
and/or disabilities. Further work is needed in order to better understand how the co-existence 
of special educational needs and/or disabilities and mental ill health impacts on children and 
young people and their families seeking support in Leeds. 
 
Parents and carers had mixed views on some elements of existing services, with quality of 
support and staff knowledge most commonly identified as positive aspects of current 
support. The key areas most parents and carers identified as needing improvement were: 
 

 Ease of initial access – parents and carers told us that waiting times for initial 
assessment were far too long, with some children and young people waiting very long 
periods for an appointment. They also told us that referrals were too hard to get, 
especially for children and young people with learning disabilities and additional 
needs. 

 Accessibility (following initial assessment) – most parents and carers were 
unhappy with the waiting time from initial assessment to treatment and therapy, and 
with the lack of support whilst awaiting treatment. 
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 Communication – parents and carers told us that communication between services 
was disjointed, and communication with parents and carers was also lacking. 

 Connection with other support – parents and carers were unhappy with the lack of 
mental health support for children and young people with learning disabilities and 
additional needs, such as autism, ADHD, and those needing occupational therapy. 
Some parents experienced being passed around from one service to another, 
increasing waiting times and sometimes ending up with no treatment at all. 

 Understanding of additional needs and learning disabilities – parents and carers 
said there needed to be more knowledge and understanding from professionals about 
the specific support needs of children and young people with learning disabilities and 
additional needs, and a recognition that conditions such as autism increase a child’s 
or young person’s likelihood of experiencing mental health issues. 

 Feeling listened to – parents and carers reported feeling as though they were not 
being listened to regarding their child/young person’s mental health issues and 
support needs. Some parents told us that when a school disagreed with the parent or 
carer’s assessment of their child’s or young person’s needs, mental health 
professionals deferred to the school’s position rather than that of the parents and 
carers.  

 Lack of clarity around available services and support – parents and carers said 
there was confusion around the services and support available for their children and 
young people. They reported GPs being unclear on where they could refer children 
and young people, and schools being unsupportive and obstructive when parents and 
carers tried to access services for the child/young person within their care. Parents 
and carers suggested there should be a clear pathway to support, with all available 
options clearly indicated, and that this should be made widely available to the general 
public, GPs and schools, to enable parents and carers to work together with 
professionals.  

 
This report makes a series of recommendations to the project team who will use the findings 
of the engagement to inform the project development and delivery across Leeds. Feedback 
will also be used to inform a wider strategy for enhancing communication, access and the 
quality of services. 
 
The report will be shared with those involved in the engagement and the report will also be 
available on the https://www.leedsccg.nhs.uk/get-involved/ website. 
 
 
 
 

 
 
 
 
 
 
 
 
  

https://www.leedsccg.nhs.uk/get-involved/
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1. Background information 
 
a. The NHS Leeds CCG  

 
NHS Leeds CCG is responsible for planning and buying (commissioning) the majority of 
health services for people in Leeds. Prior to April 2018, there were three clinical 
commissioning groups (CCGs) in Leeds: NHS Leeds West CCG, NHS Leeds North CCG 
and NHS Leeds South and East CCG. These groups have now merged to become NHS 
Leeds CCG. 
 
The CCG commissions a range of services for adults and children including planned care, 
urgent care, NHS continuing care, mental health and learning disability services and 
community health services. 
 
From 1 April 2016 the CCG began co- commissioning GP primary care services with NHS 
England. We do not commission other primary care services such dental care, pharmacy or 
optometry (opticians) which is done by NHS England through their local area team more 
commonly referred to as NHS England (West Yorkshire). NHS England also has the 
responsibility for commissioning specialised services, such as kidney care. 
 
Leeds is an area of great contrasts, including a densely populated, inner city area with 
associated challenges of poverty and deprivation, as well as a more affluent city centre, 
suburban and rural areas with villages and market towns. 
 
The most recent census (2011) indicates that Leeds has a population of 751,500 people 
living in 320,600 households, representing a 5% growth since the previous census of 2001. 
Leeds has a relatively young and dynamic population and is an increasingly diverse city with 
over 140 ethnic groups including black, Asian and other ethnic-minority populations 
representing almost 19% of the total population compared to 11% in 2001. There are 100 
GP practices in Leeds.  
 
Involving people and the public in developing and evaluating health services is essential if 
we want to have excellent services that meet local people’s needs. It is our responsibility, 
and one that we take very seriously, to ensure that our local communities have the 
opportunity to be fully engaged in the decisions we take. 
 
b. Engagement support 
 
NHS Leeds CCG commission Voluntary Action Leeds (VAL) to support with engagement 
work. VAL delivers the ‘Leeds Voices’ project to undertake public and community 
consultations on behalf of NHS Leeds CCG. There are three distinct elements to this project: 
 

 The Engaging Voices network of third sector organisations provides opportunities for 
seldom heard communities and vulnerable groups to get involved in consultation and 
engagement activities.  

 The Working Voices project offers opportunities for businesses to enable their 
employees to be involved in CCG engagement activities, allowing working people to 
volunteer their time to be involved in consultations within the workplace.  

 Volunteer Leeds Health Ambassadors directly engage with the public and patients 
at a range of venues, public events and activities across the city.   
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c. Background to the engagement 
 
Commissioners have been involving children and young people over the last two years on 
developing the mental health website MindMate.  MindMate has been a crucial tool to 
provide children and young people with the information they need.  However, in all areas of 
our work support for parents is recognised as currently being poor. Often situations escalate 
and these could have been prevented had parents had the skills/knowledge to support their 
children.  
 
Informing the ongoing development of these resources we previously conducted a piece of 
work engaging parents/carers of children and young people with autism or mental health 
issues (see https://www.leedsccg.nhs.uk/get-involved/your-views/autism-parenting-support/.  
Whilst this engagement project provided good insight into the experiences of parents/carers 
of children and young people with autism, there was recognition within the reporting of this 
engagement that more needed to be done to engage parents/carers with concerns about the 
mental health of the children and young people under their care, to find out what would be 
helpful to them when in crisis; and explore gaps and make improvements through enhancing 
existing resources and an investment in redesign. 
 
It was also recognised that more engagement was needed with parents and carers of 
children and young people who may need access to mental health services in the future, 
therefore a decision was made to engage again during the months of October and 
November 2018. 
 
The aim of this engagement is to find out from parents what information and help they need 
and how they need it in order to support their family when they experience mental health 
problems.  
 
Information and learning from this engagement will be incorporated into the plans in this area 
to ensure that future information, resources and support created meet the needs of 
parents/carers and their families. 
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2. How did we identify and engage people? 
 
a. Involvement of partner organisations 
 

It is recognised that the NHS need to work with voluntary sector partners to engage with 
groups who are unable to provide their views through existing NHS routes.  Voluntary Action 
Leeds conducted this engagement through the Leeds Voices programme.   
 
In total 11 charities and community groups supported the work.  These groups and 
organisations provide services and support to children and young people; parents and 
carers; people with mental health issues; children and young people with learning disabilities 
and additional needs and their parents and carers; and local communities.  
 
Additional support with the promotion and delivery of the project was also provided by 
organisations including: 
 

 Leeds CAMHS. 

 Dewsbury Road Community Hub  

 Leeds Central Library  

 Leeds Kirkgate Market  
 
 
b. Methods 
 
A range of engagement methods were adopted throughout the data collection period, using 
a structured questionnaire as the primary means of collecting data.  These included:  
 

 Distribution of a paper version of survey through VAL’s Engaging Voices network of 
charities and community groups, working intensively with organisations engaged on a 
regular basis with priority groups.   

 Distribution of the online survey across the Working Voices network, a group of 
employers who have consented to receive communications relating to NHS 
engagements and consultations. 

 Distribution and administration of the paper survey in public spaces, supported by 
Leeds Health Ambassadors. 

 
Throughout the engagement project, the Leeds Voices team drew upon the skills of Leeds 
Health Ambassadors to deliver the activities.  Leeds Health Ambassadors are a group of 
volunteers who have dedicated their time and skills to enhance engagement work across the 
city. 
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3. Who replied? 
 
In total 277 parents and carers contributed to the engagement.  A full break down of 
demographic information for survey respondents is available in Appendix A.   
 
Of those answering the question (n=274), the majority of respondents (69.34%, n=190) had 
experienced concerns about their child or young person’s mental health. 
 
Respondents were asked to provide the age(s) of all the children and young people in their 
care.  As illustrated in chart 1, the age range was evenly spread across the range, from 3 to 
18.  Parents and carers of adults who had experienced mental health issues as children and 
young people also responded.  

 
Chart 1 – Ages of Children/Young People 
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4. What did people tell us? 
 
The survey asked a range of questions designed to help commissioners understand which 
services parents and carers were accessing on behalf of their children and themselves and 
what they thought of those services. We also asked what parents and carers would like from 
future support in order to understand their needs and preferences. Feedback has been split 
into three categories – information about the child/young person and their mental health; 
services parents and carers have accessed regarding their child/young person’s mental 
health; what parents and carers would like from future support. There was also a section in 
the survey where parents and carers could give us any further information they felt was 
relevant to enable us to better understand their support needs.  
 
c. About the child/young person’s mental health 
 
We asked parents and carers who had experienced concerns about their children’s 
young/person’s mental health to tell us how the mental health issues were presented. 
‘Feeling stressed or worried’ (80.95%, n=153), ‘Feeling angry’ (67.20%, n=127) and ‘Feeling 
very low or extremely sad’ (62.43%, n=118) were the most common manifestations of mental 
ill health (see chart 2). Other manifestations included suicidal thoughts and attempts, violent 
episodes, anxiety, and respondents also referenced behaviours linked to other diagnoses 
such as autism. 
 
A difference was noted between parents and carers who had, and hadn’t accessed support 
with regard to this particular question. 44.81% (n=69) of respondents who had sought 
support stated that the child or young person in their care had felt ‘like hurting themselves’, 
whereas only 8.82% (n=3) of respondents who had not accessed support reported this. 
There was also more reported misuse of drugs and alcohol in the children and young people 
of respondents who had sought support (9.74%, n=15) when compared to the children and 
young people of those who had not sought support (2.74%, n=1). 
 
 
Chart 2 – Manifestations of mental ill health in Children/Young People 
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d. Support Accessed 

 
Respondents who stated that they had previously experienced concerns about the mental 
health of a child or young person in their care were asked if they had previously accessed 
support in relation to the mental health of a child/young person in their care. 
 
Of those answering the question (n=189), 81.48% (n=154) stated that they had accessed 
support (see chart 3). 
 
18.52% (n=35) of parents and carers answering this question stated that they had not 
accessed support. There was no provision within the survey for them to tell us why they had 
not accessed support. We have provided further analysis later in the report of the views and 
perspectives of parents and carers who had not accessed support.  
 
Chart 3 – Proportion of Parents/Carers accessing support.  

 
 

We asked parents and carers who had experienced concerns about the mental health of a 
child or young person in their care what support they had accessed (see chart 4).  Support 
through the school (accessed by 61.03%, n=83), Child and Adolescent Mental Health 
Services (accessed by 59.56%, n=81), and support from a health professional (accessed by 
58.09, n=79) were the most commonly reported forms of support accessed.  Other sources 
of support included support from local charities, adoption services, private counselling and 
psychology services, and guidance from books.  
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Chart 4 - Support accessed by parents and carers 
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v. Additional training 
 
Twenty-nine parents and carers had received additional training. Most parents and carers 
who specified which training they had accessed had attended Cygnet training provided by 
STARS, however it was noted that there was a long waiting list for this training. 
 
“Ha Ha! We have been on the 2-year waiting list for Cygnet training. The only other training 
we (the parents) have been offered is restraint training...Really? Is this the best you can do 

for a highly anxious 13 year-old!” 
 
Some parents and carers reported attending training on Violent and Challenging Behaviour 
delivered by a trainer with expertise on Special Educational Needs and Disability (SEND) 
Violent and Challenging Behaviours (VCB). 
 
vi. Support from family and friends 

 
Seventy-one parents and carers said they received support from family and friends, and a 
significant number of those specified receiving support from parents of children with similar 
needs.  
 
vii. Support from a health professional 
 
Seventy-nine parents and carers had received support from a health professional. The 
majority received support from their GP, and a large number had received support from 
CAMHS. Other sources of professional support included Social Services; paediatricians; 
various specialists such as Occupational Therapists and Speech and Language Therapists; 
and private counsellors.  
 
viii. Support through a school 
 
Eighty-three parents and carers reported receiving support through a school. SENCOs were 
the main source of school support, followed by learning mentors, heads of year, and 
teachers. Some parents mentioned specialist educational settings such as Lighthouse 
School, Queenswood Education Centre, and West Oaks SEN Specialist School and College.  
 
Some parents were dissatisfied with the level of support received from schools. 
 

“School offered no help and support for a son who was self harming, they choose to "not 
see" what was happening and blamed my sons MH on poor parenting” 

 
“Not support but has IEP, CAMHS think a HCP is needed school refused” 

 
“School not helpful to bullying even though eventually it was proven it happened!” 

 
ix. Child and Adolescent Mental Health Services (CAMHS) 

 
Eighty-one parents and carers had accessed support from CAMHS. Of the parents who 
elaborated on their experiences of CAMHS, all expressed dissatisfaction with the level of 
support they received.  
 
“Refused to support his self harm and I begged for s behaviour plan, took s year and a half 

to get and I wrote to the head of children’s services saying CAMHS were breaking the law by 
not contributing to my son’s EHCP. That got them involved!” 
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“Only via assessment process no help offered” 

 
“CAMHS were very helpful and understanding until they spoke to school, then they offered 
no further support even though they believed my son potentially has ADHD/autism. He was 

still self harming and suicidal when they discharged him.” 
 

“Got referred but wasn’t bad enough apparently” 
 

“CAMHS only after I requested to go back and went through complaints procedure as mind 
mate was rubbish and school refused to support now he’s at high school things are so bad” 

 
“Daughter did not meet eligibility criteria for CAMHS aged 7 to 11, as only showing problems 

at home. Severe breakdown at age 11. Saw CAMHS but no sufficient support” 
 

“CAMHS refused to accept the referral twice” 
 
 
 
e. Perceptions of Support Accessed  
 
We asked parents and carers to tell us what aspects of the services they had previously 
accessed were positive.  Staff knowledge was cited as a positive quality by 40.35% of 
respondents (n=46), quality of support by 35.96% of respondents (n=41), and 
communication by 27.19 % of respondents (n=31).  28.95% (n=33) of respondents selected 
‘other’ however a large proportion of these stated that there were no positive aspects. The 
remainder cited charities and community groups and individual professionals as providing 
positive support.  Accessibility and connection with other support (joined up) were selected 
by the fewest respondents (both 19). (see chart 5 for summary).  
 
Additional analysis, breaking down data by services used showed that respondents who had 
accessed online information liked the ease of access, whereas support provided by CAMHS, 
the school and health professionals was rated higher for staff knowledge and quality of 
support.    
 
Chart 5 – Positive aspects of support accessed by parents/carers 
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most commonly cited areas of improvement, selected by 60.0% (n=72) and 53.33% (n=64) 
of those answering the question, respectively.   
 
Chart 6 – Improvements to support
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“The ability for health care professionals to really listen to the concerns of parents” 
 

“Listening to child” 
 
Parents/carers who felt that they had not been listened to suggested that there was lack of 
understanding about the child/young person’s special needs or learning disability, or that 
professionals did not believe that the child/young person had special needs or a learning 
disability. This reflected a wider theme - that parents and carers felt an overall lack of 
understanding around special needs and learning disabilities. 
 

“no-one would understand PDA, would not listen to me, the LA would not listen to our 
strategies” 

 
“Needed more intensive support earlier: needed to be heard by CAMHS that an autism 

assessment was appropriate” 
 
There was also a feeling that when there was a conflict of opinion between schools and 
parents/carers, schools were listened to and believed rather than the parents and carers. 
 
“All areas need massive improvements - they seem to forget children can mask behaviours 

at school. Why does it has to be final if the school disagrees.” 
 
 
Communication was reported as an area for future improvement. Parents and carers felt that 
communication between themselves and services was lacking, as well as communication 
between different services, and between services and schools.  One parent/carer suggested 
that this lack of communication and joined up working introduced further struggles.   
 

“we had to do all of the forcing of connection and communication when we were already 
struggling” 

 
“CAMHS poor communication and contract” 

 
“left hand not knowing what right are doing” 

 
Lack of parental support was an issue for many parents and carers. Some reported their own 
mental health had suffered as a result of the process of getting support for their child/young 
person. 
 

“My mental health has been put under enormous strain battling for any support fopr my 
daughter. It is unbelievable.” 

 
Some parents and carers reported having to pay for private assessment and treatment for 
their children and young people due to difficulty in accessing services through the NHS, or 
dissatisfaction with the services provided.  
 
“The only help I received was from STARS. CAMHS were completely useless and offered no 
help whatsoever. After 6 long years they eventually diagnosed my son with Autism but would 

not assess for ADHD. I eventually found a reputable private doctor in Stratford who 
assessed and diagnosed my son. This was extremely expensive, upsetting for my son and 
time consuming but we now have him on medication and he is able to access school. None 

of this would of been possible without the support of friends, local groups/parents and a 
credit card!” 
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f. Future Support 
 
We asked all parents and carers responding to the survey to state what kind of support they 
would like to access if they were worried about the mental health of a child or young person 
in their care.  The most commonly cited sources of support parents/carers wanted to access 
were support from a health professional (63.72%, n=137) and support through school 
(59.07%, n=127).  
 
Chart 7 – Future Support Wanted 

  
 
We asked parents and carers about the specific features and qualities they would like to see 
in the above forms of support suggested above.  Summaries of these suggestions, including 
selected quotes, are provided below. 
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ii. Online information 
 

Forty-five parents and carers provided further information on the sort of online information 
they would like to receive in future.  
 
The most commonly cited quality was clear, simple information detailing what help and 
support is available and how to access it. Other priorities included ease of access; 
information in a child friendly format; and practical advice on how to deal with mental health 
issues in children and young people and how to tackle situations which arise as a result.  
 
iii. Telephone advice/support 

 
Thirty-nine parents and carers provided further information regarding telephone support.  
 
Parents and carers suggested that they wished for telephone support to be easily 
accessible, providing quick access to a person who understood mental health problems in 
children and young people and who would listen to them.  
 

“a number where i could ring and talk to a real person immediately for advice and options” 
 
Parents also prioritised being able to access practical advice on how to help their children 
and young people and themselves; signposting to other services and support; for telephone 
support to be accessible 24 hours a day; call backs and courtesy calls for ongoing support; 
and a dedicated crisis line for people with additional needs or severe mental health issues.  
 
iv. A support group/network 

 
Thirty-nine respondents provided additional information about support wanted from a support 
group or network.  
 
Of those who offered further information the main priority was being able to access peer 
support, for themselves, as well as for their children and young people with mental health 
problems, and also for the child/young person’s siblings.  Parents expressed a wish for 
groups and networks to be local and easily accessible, and to be able to access them for 
practical advice and signposting to other services and support.  
 

v. Additional training 
 
Thirty-one parents and carers provided further information around what they wanted from 
training.  Parents and carers talked about wanting to learn how to effectively help and 
support their child or young person.  
 

“Parents [are] usually [the] main resource, [they] need better training with how to help” 
 
Some parents and carers also wanted training in additional needs and learning disabilities, 
and some suggested better training for school staff.  
 
vi. Support from family and friends 

 
Seventeen parents and carers provided additional information around what they wanted from 
support offered from family and friends.  
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A strong theme emerging from this information was that family and friends don’t always 
understand mental health issues in children and young people and as a result some parents 
and carers lack a support network around them, resulting in feelings of isolation and 
loneliness.  
 

“None of my family support my child” 
 

“This is so important but not everybody is lucky enough to have support from family and 
friends and mental health is very isolating.” 

 
vii. Support from a health professional 

 
Fifty-six parents and carers provided further details on the features and qualities they wanted 
from support offered by a health professional.   
 

 
 
Respondents talked about wanting easier, flexible access to mental health services for their 
children and young people and joined up services. 
 

 
“Better and quicker referral process where a definite issue is identified, reduce the pathway 

to access CAMHS” 
 
Respondents also suggested that GPs needed to have more knowledge of mental health 
issues and the services available and be more understanding about mental health issues in 
children and young people.  
 
“GP seemed completely unaware of available services other than a CAMHS referral agreed 

at initial appointment that urgent help was needed, but only chased up referrals when we 
contacted him for updates resulting in delays of several months overall. There is also no 
sensory OT provision here, yet we have never actually been told this just had referrals 

repeatedly rejected. Communication is so important!” 
 
Other themes included the ability for GPs to make direct referrals to counselling and support 
services; more understanding of special needs and disabilities; and access to home visits.  
 
viii. Support through a school 
 
Sixty-three respondents provided further information on specific features and qualities that 
they required from support through the school.  
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Respondents said that they wanted schools and staff to have more training on mental health 
issues in children and young people and how to deal with them, and more knowledge of the 
referral process and support pathways available.  
 

“Schools to have better understanding, training and empathy for children who have mental 
health needs” 

 
Parents and carers also expressed a wish for schools to have skilled individuals such as 
counsellors, mentors and key workers available on site for children and young people to 
access. 
 

“Counselling available in schools” 
 

“Access to mental health worker” 
 
 
Parents and carers told us they would like schools to have greater understanding and 
training on special needs and learning disabilities.  
 
“School should follow diagnosis suggestions quicker and listen to parents more. They should 

be more accepting of Sen.” 
 
Parents and carers spoke of school staff displaying a lack of understanding of how children 
and young people can mask their symptoms at school, resulting in parents not being 
believed regarding their children’s and young people’s mental health issues. 
 

“To feel listened to, our child builds all day long and then explodes once home/with us, 
because she doesn’t hit/threaten to stab people at school it doesn’t mean she doesn’t do it 

away from the setting and the lack of belief makes it harder for us to trust them to help” 
 

“I would like school to support and understand my child . In school he's good so they say 
nothing is wrong with my son.” 

 
Parents and carers also felt that schools should place less of an emphasis on attendance 
when they are aware a child has mental health issues. 
 
“Schools should be more understanding about difficulties of setting anxious teens to attend. 
Absences should be marked as medical and parents no threatened with fines and courts” 
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ix. Child and Adolescent Mental Health Services (CAMHS) 
 
Fifty people provided further information on specific features and qualities that they required 
from support through CAMHS 
 
 
 
 
 
 
 
 
 
 
 
The most commonly reported feature was shorter waiting lists.  Some parents also 
expressed a wish for support and practical advice whilst waiting for an appointment.  
 

“Once a referral has been made for complex cases give some targeted support/practical 
advice for whilst parents are waiting, the list is very long and you feel abandoned and in 

limbo, there’s acknowledgement that there’s an issue but no help for it until you see 
someone else” 

 
“We have spent 21 months since referral at the info gathering stage and are now only being 
offered therapeutic support. Several times we have been told an internal referral would be 

made and this has not happened.” 
 

“Mindmate Spa then a too long wait. Then triage appointments, then a further long wait. It is 
too much waiting while mental health rapidly deteriorates.” 

 
Some respondents talked about needing easier access to services, staff and professionals.   
Others expressed a wish for more flexible times for appointments to take place, and some 
asked for easier access to telephone support and a direct telephone number for a 
counsellor.   Parents/Carers also talked about their child or young person being unable to 
access support due to high eligibility criteria.  
 

x. Other 
 
Ten respondents provided further details of their preferences for other support. 
 
There were no dominant themes emerging from these responses. Drop in centres, access to 
local counsellors (not through CAMHS), and more support and services for children and 
young people with special needs and learning disabilities were suggested.  
 
 
xi. Comparison of responses from parents/carers who had not accessed support 

and parents/carers who had accessed support 
 
We did not collect data on the reasons some parents and carers did not access support for 
their children or young people, therefore it is difficult to draw any definite conclusions on this 
subject. However we have provided some analysis of the answers provided by the two 
groups, and the differences and similarities between them.  
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Chart 8 – Future support wanted by parents/carers who had not previously accessed support 
 
 

 
 
 
 
Chart 9 – future support wanted by parents/carers who had previously accessed support 

 
 

 
 
 
More parents and carers who had not accessed support wanted future support provided in 
the form of an information leaflet (54.17%, n=13) than those who had previously accessed 
support (26.40%, n=33). They also expressed more of a preference for online information 
(45.83%, n=11) than parents/carers who had previously accessed support (35.20%, n=44), 
and a greater percentage wanted support from family and friends (33.33%, n=8) than those 
who had previously accessed support (24.00%, n=30). 
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g. Additional Information 
 
We asked parents and carers to provide any further information which they felt may help us 
better understand their support needs.  Seventy-six people provided us with further 
information within this section. 
 
Content provided within this section reflected themes emerging across the engagement as a 
whole.  
 
Dissatisfaction with waiting times was the most strong theme to emerge from this section. 
Parents reported waiting long period of time for their children and young people to access 
support. 
 
“Parents have to wait an unacceptable length of time for initial appointments and even longer 

for their child to be seen for Autism assessments!” 
 

“These children need help now not in 18 months time, which for some, will be too late.” 
 

“The wait at each stage of help has been long, every solution offered was followed up with 
'but there is a 12 month waiting list'.” 

 
“It took 5 years access CAMHS with a view to assessment. In that time, my child could have 

accessed support and not now be struggling with severe anxiety/depression/low self 
esteem.” 

 
Another strong theme was around special needs and learning disabilities.  Parents and 
carers expressed a wish for greater recognition of the mental health needs of children with 
special needs and disabilities.  
 

“I think it needs to be recognised that mental health can be present and more likely to be 
present in families where there may be children with additional needs.” 

 
Autism was cited as a contributing factor in the mental ill health of some children and young 
people, and was also thought by some parents and carers to be a barrier to accessing 
treatment for their children and young people’s mental health issues.  
 

“Mental health issues, especially in girls with Autism, are liable to very quickly worsen, 
resulting in much greater and more expensive support being necessary. There is also very 
little understanding or support for families who have a child with Autism and mental health 

issues.” 
 

“My son is 5 and is currently waiting ASD diagnosis through CAMHS. I’m st a loss of where 
to turn. We can’t contact CAMHS or the Dr and feel stuck in limbo until he has his 

assessment……Where so I go for this help support advice on handling his behaviours 
without a diagnosis??” 

 
“My daughter has autism and this leads to increasing mental health needs. Unfortunately she 

seems to sit between services. Too bright to access very basic autism specific groups and 
too autistic to access CBT and other more traditional support for her mental health.” 
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Some parents and carers also said that professionals did not understand their child’s 
condition and gave inappropriate treatment and advice as a result. 
 
“CAMHS do not understand Pathological demand avoidance and known strategies that work. 
I was given the wrong advice…… CAMHS could not identify he needed PDA approach…….. 

PDA does not need to be in ICD 10 or DSM 5 as it is recognised in NICE guidelines as 
existing as a subgroup of behaviours in an autism diagnosis. We were just told PDA doesn’t 

officially exist………. CAMHS should be recognising this now research says so.” 
 
Parents and carers were concerned about the level of crisis their children and young people 
were experiencing, and at the lack of early intervention available to prevent crisis and 
suicidal thoughts and feelings.  
 

“I don't think there is much on offer for parents or children/young people to learn about 
dealing with mental health issues, before they become a crisis. Earlier intervention and being 

taken seriously earlier on would help.” 
 

“The support is just not available. Children have to become suicidal before any sort of 
support is even thought about. If you have any kind of need you wait for years. The long term 

health of our children depends upon accessing support at an early age but none is 
available.” 

 
Parents and carers also spoke of their children and young people not being able to access 
support until they were in crisis or suicidal.  
 
“My child was only seen as urgent if he had attempted to kill himself. This is outrageous that 

a child can be left to point that they attempt this.” 
 

“In our personal situation the help was available when our daughter reached crisis point.” 
 

“Everyone always says if there is an urgent problem contact the crisis team, but lack of 
funding means that unless the person in your care has said they are going to commit suicide 

they say they can’t help.” 
 

Parents and carers talked about difficulty accessing treatment, with referrals being rejected 
and children/young people being discharged after only a few appointments.  
 

“CAMHS referrals both rejected as don’t meet the criteria.” 
 

“We were referred to CAMHS but Mindmate have refused to send it to them” 
 

“My son was referred to CAMHS as he was displaying PTSD with school related anxiety. He 
received 3 sessions and was discharged” 

 
 “I appreciate that demand for services are overwhelming but feel isolated after a short 

number of sessions with no further support” 
 
Some parents and carers felt they were not being listened to by professionals involved in 
their child or young person’s care. They reported not being believed and their concerns 
being dismissed. 
 

“If parents were believed when they first raised concerns, and support was made more 
quickly available for early intervention, then it would save the system a fortune.” 
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“More understanding [that] as a parent we see things professionals do not see.” 

 
Closely linked with this, some parents and carers expressed the feeling that mental health 
professionals favoured the opinions of school staff over those of the parents and carers.  

 
“my son was discharged from CAMHs because school didn't back up my concerns, the same 
school that chose to turn a blind eye that the fact he was self harming at school. Why does it 
have to be final what the school say, why can't you trust the parents and listen and take on 

board there concerns, after-all its the parents who know their child best NOT a random 
person from the school (which may I add has never teached my son)….. the CAMHs working 

initially said he could possible have ADHD/autism, she carefully explained to my son what 
these were, now we are left not knowing anything because school didn't agree and the case 
was closed. Thank you for discharging an extremely vulnerable boy who was self harming 

and suicidal!” 
 

Parents and carers talked about a lack of support and understanding in schools, and the 
need for school staff to be more aware of mental health issues in children and young people 
and the ways in which they can manifest. Some parents spoke of issues in school being the 
cause of their child’s/young person’s mental health issues.  
 

“I have found it incredibly difficult to get any meaningful support from her GP/school and 
found my concerns were dismissed….In frustration I paid for a private therapist who was the 
first to raise the possibility of her having a developmental problem. I discussed this with the 

school and was once again told there was no issue from their perspective as she was 
meeting her academic milestones. Finally 12 months ago the school realised that she is 

indeed having significant problems with social interactions and agreed to get a therapist to 
work with her in school” 

 
“My boy had an amazing send team but the school became an academy and turned into a 
prison type we had been told CAMHS we would be going back for a catch up so I phoned 
about 4 months later to find out our case was closed! My GP was lovely contacted mind 

mate who contacted school and the new send teacher refused to support us going back to 
CAMHS so I went through pals and a lovely lady supported us all the way through us having 

enough evidence that we was successful to go bac.” 
 

“Many kids have mental health problems that are school-related due to a lack of 
understanding and rigid rules ion the school system. Too much emphasis on school results 

and curriculum/data.” 
 

Respondents talked about the lack of support for parents and carers in dealing with the 
mental health issues of their children and young people. Parents and carers spoke of the 
need for education, guidance and advice on how to help their children and young people. 
 
“My main issue with children's mental health services is the length of time it has taken and is 
still taking to access services and how little support there is to guide parents in the process 

and on how to support their child(ren)” 
 

“not enough done to support patents and family who may be the biggest resource.” 
 

“Education for parents around how to help their kids with anxiety of self harm is key and 
parents often feel totally in the dark about how to handle these issues. A creative and non-
judgemental approach would be effective. If you could work with the young person and the 
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parent separately but simultaneously that would be ideal so they can learn together but in 
their own ways.” 

 
“I would like access to low level support (I have used m 

Mindmate website) to stop the issues becoming bigger and more serious. Somewhere that 
gave advice on how I could support my daughter with her anxiety. The helpful (and 

unhelpful) things I could say and do and where we could access other support should she be 
happy to do this.” 

 
“Support is given to my child, but there doesn't seem any for myself to know how to talk to 

her or help her.” 
 

Parents and carers also talked about how their child’s/young person’s mental health issues, 
difficulties navigating the system, and a perceived lack of support and understanding had 
had a negative impact on the family as a whole. 
 
“As a family we have found the support for our daughters mental heath woefully inadequate 

and this has had a massive impact on her and our family.” 
 

“Years of being told he was ‘naughty’ and being put into situations we now know where 
incredibly difficult for him have had a massive impact on his mental health and the health of 

our family as a whole.” 
 

Some people said they had suffered financial difficulties, some said their relationships had 
broken down, and siblings were also mentioned as being negatively affected. 
 
“Are the NHS gonna repair my marriage? Pay me back my savings? Or deal with the lack of 

trust in adults and conduct issues my son presents with. Do u have any idea what this 
system has put me and my family through” 

 
“Between Mindmate, CAMHS and school send this has effected us as a family, my marriage, 

my sons mental health.” 
 

“It would be good to know what is available and where/who to contact. In our particular 
situation I envisage one of my children struggling with the fact he has a brother with a 

learning difficulties and he is now becoming aware how much extra time and attention this 
requires from me (mum)” 

 
Although not a common theme, adoption was talked about by some parents and carers. We 
do not have data on how many parents and carers adopted their children and young people 
so it is difficult to draw any detailed conclusions on how being adopted affects a child’s or 
young person’s access to mental health support, however it should be noted that in all cases 
where parents and carers spoke of adoption they reported it as being a barrier to accessing 
services for their child or young person. 
 

“We were referred to Mindmate who dismissed us as a case. We had a 10 year old boy 
wanting to commit suicide, scared of going to high school and thinking that he wouldn't be 

able to cope. Mindmate, through one telephone conversation, picked up on the fact that he is 
adopted said that they couldn't take the case on and we should speak to social services - 

social services said it was a GP matter. Thankfully the Senco at school was absolutely 
brilliant but we feel very let down by society.” 
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“As a parent with a child who has a hidden disability I find it hard to get support for his 
behaviour that is not adoption related. Any support I have received has had to go down the 
adoption route to gain any access, and is very much geared to a child having attachment 

issues rather than the FASD.” 
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5. Positive comments and views from parents and carers 
 

Throughout the survey, comments and views from parents and carers were of a negative 
nature; however there were occasional positive comments. 
 
This section provides an overview of the positive comments received through the data 
collection tools. These comments are not consistent with the general views of parents’ and 
carer’s responding to the survey. We have included these comments to offer some insight 
into what these particular parents and carers saw as positive aspects of the support they had 
received, in order that future services might benefit from this information.   
 
 

“Our experience of the services involved were good and I don’t think anything could have 
been changed” 

 
“School support is excellent” 

 
“I feel support was available for both parties which is really good. Health didn't play a part in 
any of the support which could be perceived as disappointing. The young person I supported 
was on a waiting list, by the time this had been accessed the situation had been resolved. I 
am pleased this was done without what is perceived as specialist provision. It showed the 

strength within schools and the LA as well as within our own family.  
Working through the issue together was really beneficial” 
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6. Key themes and recommendations from the feedback 
 
A number of themes were identified through the engagement process and we have made 
recommendations to the project team based on these themes. 
 

Key themes identified Recommendations 

The most dominant theme was around 
waiting times. Parents and carers reported 
waiting long periods of time to access 
support for their children and young people, 
without advice or information during this time. 
In some cases, a young person’s mental 
health deteriorated while waiting, resulting in 
more support than if they had received 
earlier intervention.  

Consider ways to reduce waiting times, 
both for initial appointments and follow up 
treatment.  
 
Consider ways to provide support and 
advice to parents and carers with children 
and young people who are waiting for initial 
appointments. 

Another key theme emerged around 
additional needs and learning disabilities. 
Parents and carers felt that there was a lack 
acknowledgement of the effects of certain 
conditions, such as autism, on a child’s or 
young person’s mental health. Parents and 
carers reported being given incorrect advice 
and guidance as well as issues around 
accessing mental health support.  
It was noted that a large number of 
comments were from parents and carers of 
children and young people with additional 
needs and disabilities, even though these 
parents/carers were not specifically targeted. 
This may reflect an expression of need from 
parents and carers of children and young 
people with SEND. 

Consider adequate training in additional 
needs and learning disabilities for staff 
providing mental health support and 
treatment. 
 
Consider working in partnership with 
services providing assessment and 
diagnosis of conditions such as autism 
and ADHD.  
 
Consider providing interim support for 
children and young people awaiting a 
diagnosis. 
 
Consider carrying out more detailed 
research into why parents and carers of 
children and young people with additional 
needs and learning disabilities 
commented in such large numbers on 
this consultation. 

Parents and carers reported that they were 
not always listened to regarding the child’s 
or young person’s symptoms and behaviour. 
Many parents/carers reported that the child 
or young person displayed different 
behaviours in school and at home and that 
their concerns were dismissed by mental 
health professionals who listened to and 
believed school staff rather than listening to 
and believing parents and carers.  

Consider different ways of working with 
schools and parents/carers to ensure all 
parties feel able to contribute meaningfully to 
the process.  
 
Consider providing parents and carers the 
opportunity to feed back on their 
experiences so issues can be resolved 
sooner. 

A common theme was difficulty in 
obtaining a referral, with parents and carers 
feeling that the criteria for support was too 
high. Some parents and carers reported that 
their child/young person had had to reach 

Consider simplifying the criteria for 
referral and support. 
 
Consider providing clear information to 
parents, carers, schools and GPs on who 
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Key themes identified Recommendations 

crisis point, with some having to exhibit 
suicidal thoughts and feelings, in order to 
qualify for support and therapy.  

is eligible for support and treatment. 
 
Consider ways to identify children and 
young people who are heading towards 
crisis, and consider ways of providing 
early intervention. 

Parents and carers reported a lack of clarity 
around what services are available and 
the pathways to accessing that support. 
Parents and carers suggested they would 
like clear and simple information on the 
referral process, the support available 
following initial assessment, ways to access 
that support, and who can assist them in 
obtaining it.  

Consider producing information on 
referral pathways and the support and 
services available which can be 
disseminated to GPs, schools, parents and 
carers, and the wider public.  

Parents and carers told us there was often a 
lack of support and understanding from 
school staff around their child’s or young 
person’s mental health issues.  

Consider providing training about mental 
health issues in children and young 
people to school staff. 
 
Consider ways to promote positive mental 
health messages within schools. 

People told us there was a lack of 
guidance, support and advice for parents 
and carers to enable them to help and 
support their children and young people 
when they experience mental health issues.  

Consider producing guidance for parents 
and carers on how to deal with mental 
health problems in their children or young 
people. 
 
Consider providing training to parents and 
carers on how to help and support their 
children or young people. 

Some parents and carers reported their 
own mental health had suffered as a result 
of their experiences in trying to access 
support for their children or young people. 

Consider ways to support parents’ and 
carers’ mental health as part of the 
treatment process for their children or young 
people. 

Parents and carers reported their 
child’s/young person’s mental health 
issues had adversely impacted their 
family as a whole.. 

Consider ways to provide whole family 
support. This could include signposting to 
support groups for parents/carers and 
siblings, and providing information and 
guidance on relationship counselling or 
financial advice. 

Parents and carers told us that 
communication between services could 
be improved. They told us that there was a 
lack of joined up working between different 
services, GPs, schools, and between 
CAMHS and parents/carers.  

Consider ways to enable more effective 
communication and collaboration 
between difference services, GPs and 
schools.  
 
Consider more effective ways of 
communicating with parents/carers. 
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7. What will we do with the information? 
 
The report will be shared with all the people involved in the project. The report will also be 
included in our next e-newsletter which is sent out to patients, carers, the public and 
voluntary, community and faith sector services. The report will also be available on the 
CCGs involvement website https://www.leedsccg.nhs.uk/get-involved/. 
 
The project team will use the findings reported here to inform project development and 
delivery across Leeds. Feedback will also be used to inform a wider strategy for enhancing 
communication, access and the quality of services. 
 
An update will be produced once the project has begun to show to what extend the 
recommendations have been implemented.  This briefing will be shared with the people 
involved in the project. 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

https://www.leedsccg.nhs.uk/get-involved/
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Appendices 
 
 
Appendix A – Equality monitoring for questionnaire respondents  
 
This section of the report provides a tabular summary of data collected within the questionnaires equality 

monitoring form.   

 
Area of residency

1
 

Postcode area Frequency (n=) 
Percentage of those providing 

information (%) 

BD11 2 1.22 

LS4 1 0.61 

LS5 3 1.83 

LS6 3 1.83 

LS7 2 1.22 

LS8 6 3.66 

LS9 1 0.61 

LS10 9 5.49 

LS11 19 11.59 

LS12 4 2.44 

LS13 10 6.1 

LS14 10 6.1 

LS15 11 6.71 

LS16 7 4.27 

LS17 3 1.83 

LS18 6 3.66 

LS19 3 1.83 

LS21 3 1.83 

LS22 1 0.61 

LS23 1 0.61 

LS25 16 9.76 

LS26 14 8.54 

LS27 5 3.05 

LS28 6 3.66 

WF3 5 3.05 

WF10 2 1.22 

Does not have NHS Leeds CCG postcode 11 6.71 

Total 164 100 

 
 
Gender 

Of those answering the question (n=208), 85.10% (n=177) identified as female, 13.94% (n=29) as male, 0.96% 

(n=2) preferred not to say. 

                                                           
1 Index of multiple deprivation data for Leeds can be found here 

 

http://observatory.leeds.gov.uk/dataviews/report?reportId=115&viewId=1562&geoReportId=17424&geoId=97&geoSubsetId=
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Of those answering the question (n=185), 8.11% (n=15) stated that their gender identity was different to the 

one assumed at birth; 90.27% (n=167) stated that their gender identity was not different; 1.62% (n=3) preferred 

not to answer the question.  

 
Pregnancy & Maternity 

Of those answering the question (n=179), one person (0.6%) was pregnant at the time of responding, 90.27% 

stated that they were not (n=167) and 1.62 (n=3) preferred not to say.  

 
Age  

Age category Frequency (n=) 
Percentage of respondents providing 

information  

16-25  3 1.42 

26-35  49 23.11 

36-45  85 40.09 

46-55  53 25 

56-65  18 8.49 

66-75  2 0.94 

Prefer not to say  2 0.94 

Total  212  

 
 
Sexual orientation 

Sexual Orientation Frequency (n=) 
Percentage of respondents providing 

information 

Heterosexual/straight (opposite sex)  187 93.03 

Bisexual (both sexes)  6 2.99 

Prefer not to say  6 2.99 

Other  2 1 

Total 201 

  
 
 
Religion or belief 

Religion or belief Frequency (n=) 
Percentage of respondents providing 

information 

Buddhism  2 0.98 

Christianity  104 50.73 

Islam  14 6.83 

No religion  68 33.17 

Prefer not to say  12 5.85 

Other 5 2.44 

Total 205   
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Ethnic Background 

Ethnic background Frequency (n=) 
Percentage of respondents providing 

information 

White British 167 81.46 

Mixed White & Black Caribbean 1 0.49 

Mixed White and Black African 2 0.98 

Mixed White & Asian 4 1.95 

Asian/Asian British Pakistani 3 1.46 

Black/Black British Caribbean 3 1.46 

Black/Black British African 3 1.46 

Chinese 1 0.49 

Arab 8 3.9 

Prefer not to answer 5 2.44 

Other 8 3.9 

Total 205   

 
 
Disability 

A total of 26 people (12.38% of the 210 answering the question) stated that they had a disability.  

Disability Frequency (n=) 
Percentage of respondents providing 

information 

Long standing illness 10 27.78 

Physical impairment 7 19.44 

Learning disability 4 11.11 

Mental health condition 13 36.11 

Hearing impairment (such as deaf or hard 

of hearing) 2 5.56 

Prefer not to answer 6 16.67 

Other  4 11.11 

 Total 36   

 
Relationship status 
 

Relationship status Frequency (n=) 
Percentage of respondents providing 

information  

Marriage/civil partnership  120 57.97 

Live with partner  31 14.98 

Single  28 13.53 

Widowed  2 0.97 

Divorced  15 7.25 

Prefer not to say  6 2.9 

Other  5 2.42 

Total 207   

 
Caring Responsibilities  
 
Of those providing the information 39.13% (n=81) stated that they were a carer, 58.45% stated that they were 

not a carer (n=121), and 2.42% (n=5) preferred not to answer the question.  
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Who was under-represented within the data? 
 
Information and links to the questionnaire were sent out through the Engaging Voices network of organisations.  

In addition, a number of people chose not to complete the equality monitoring section of the questionnaire, 

therefore it is difficult to ascertain which population groups in Leeds were under-represented.  However, the 

data suggests that future events should consider targeting the following communities. 

 Parents and carers from a broader range of postcode areas, notably LS1, LS2, LS3, LS4, LS20, LS24 
and LS29 from which no known responses were received.  

 Parents and carers aged 16-25. 

 People with Black, Asian and Minority Ethnic heritage, including Gypsies and Irish Travellers, 
Asian/Asian British Indian, Asian/Asian British Bangladeshi due to no known responses being received. 

 Male parents and carers 

 Parents and carers with a broader range of beliefs, notably Hindus, Jewish people and Sikhs.  

 Parents and carers within who identify as Lesbian, Gay or Bisexual.   
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