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Introduction 

 

This interim report provides a temperature check of young people’s experiences of health and social 
care services including Autism Spectrum Disorder (ASD) Services in Wakefield District in late 2017. 
 
The report starts with a summary of the key messages and recommendations from young people, 
followed by six case studies of young people with neuro diverse conditions, including Autism Spectrum 
Disorder (ASD), Attention Deficit Hyperactivity Disorder (ADHD), and Asperger’s. These case studies 
were collected between July 2017 and September 2017 by Young Healthwatch and describe the young 
people’s personal experiences of health and care services. The case studies capture gaps in provision 
from a young person’s perspective and their opinions on how services can be improved. 
 
Young Healthwatch also worked with a voluntary and community sector (VCS) youth project and over 
four sessions young people voiced their opinions and shared their views, hopes and fears for the future.  
 
 

Key messages from the groups - young adults aged 17-24 

 

They would like 
 

 To improve their families’ understanding of ASD and ADHD, so they are able to assist them and 
deal with transitions and changes. 

 Small group sessions with other young people of a similar age. 

 Support to create a social network of young adults of a similar age. 

 To be able to stay on and further their knowledge within further education. 

 Appropriate and timely support with finding and staying in employment. 

 Someone that they trust and are confident to talk to and to access help and advice without feeling 
judged. 
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What makes a difference to young people 
 
1. Don’t just see a label - diagnosis is complex and we are much more than our diagnosis.  

2. Having supportive advocates and workers that understand our needs and skills, and support us to 
be heard when important discussions are taking place. 

3. Having meaningful support during work, education, training or employment and being valued in 
our own right. 

4. Professionals that are reliable, trusting, and who value and take us seriously without dismissing 
our views. 

 
 

What needs to change to improve young people’s outcomes 

 
1. Children and young people need to receive support to manage mental health conditions alongside 

a diagnosis of ASD. Adequate follow up is required including reviews to prepare for life events. 

2. Improved communication between health, education, the young person and family should ensure 
shared understandings of needs, and strategies to support the young people to meet their 
potential. 

3. Young people’s strengths and aspirations as well as their personal conditions need to be 
understood, including understanding how these will impact on them during their time in 
mainstream and further education. 

4. Invest in understanding young people’s personal experience of transitions, for example from 
school to college or college to work. Colleges, schools, health professionals and wider services 
need to ensure they work together to provide timely support for young people to prepare them 
and help through times of change. 

5. Mainstream providers need to improve their awareness and working practice with young people 
with special educational needs. 

6. Improve careers advice and guidance to assist young people to move from further education and 
training into employment. 

7. Employers need a better understanding of the benefits of employing young people with special 
educational needs and disabilities including ASD, Asperger’s, personality disorders and ADHD. 

8. Ongoing support should be available and accessible for young people in employment and 
volunteering. 

 
 



 

 

 
 

 
 
 
 
 
 
 
 
 
 

* All names have been changed in these case studies 
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Ali aged 8 years 

 
George told us about his nephew Ali. 
 

 
 

Ali is 8 years old and is diagnosed with ASD. The service from the GP is ok, good in fact. Ali attends a 
mainstream primary school and they are not doing what Occupational Therapy (OT) recommended due 
to lack of staff at the school. Ali has not been referred to CIAT (Choices in Autism Treatment) for 
therapies or educational psychology because school say they don’t have the funds. The process of 
getting an Education Health and Care Plan (EHCP) takes too long. Ali started with a ‘One Page Profile’ 
and now has a ‘My Support Plan’ but has not moved onto the EHCP and is moving into Year 4 in 
September. 
 
The Occupational Therapy Worker and my sister are approaching SENAT (Special Educational Needs 
Assessment Team) to push for an EHCP. Staff at the school are not trained in Autism, what to look for or 
how to support children with it. The Special Educational Needs Co-ordinator (SENCO) has not been told 
about Ali’s ASD and my sister thinks the school should have passed this on. 
 
The school has told my sister it is ADHD. My sister tried to find out herself if it was ADHD and not 
Autism. She said if the school staff were trained in Autism then they would have picked up on the 
autistic traits and really should not make suggestions that it was ADHD, how do they know? Ali needs to 
be sent to the right department for assessment. 
 
Children aged less than five years at school (Foundation class) are funded for one to one sessions when 
they have behavioural problems. For the over five’s, the process is costly and long. Ali can barely read or 
spell and also has behavioural problems, and is a danger to himself and others. Ali gets no help from 
school because of his age. All the assessments are costly and would cost the school money which they 
are not willing to spend. Ali needs regular sensory breaks in school, but only gets one once a week. 
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Charli aged 19 years 

 
Charli is 19 years old, lives in Wakefield and is looking forward to going to University. 
 

 
 

It was in 2002 and autism was big news back then. I was diagnosed at about four years of age, very 
quickly by a paediatrician; I was not on any waiting list. The formal diagnosis was Asperger’s, I was put 
into that service, and it felt like it was one size fits all. I was statemented at five years old but not put on 
the right one. 
 
Since I was 10/11 years old Asperger’s was not my primary need. At 13 years I saw a Forensic 
Psychologist for many years, a lot of diagnostics took place I was diagnosed with Obsessive Compulsive 
Disorder, Generalised Anxiety Disorder and it was concluded when I was 13 that I have more of a 
‘developmental’ disorder. 
 
I have been under CAMHS (Child and Adolescent Mental Health Service) since eight years of age. I was 
given anti-psychotic drugs at a very young age and saw a psychiatrist. I don’t take any tablets now. 
 
I didn’t mention anything about social care when I spoke to you last week; it was about health services 
and college. I was put into a Respite Unit when I was 15/16 years old in Flanshaw. I was there for 60 
days; I had massive problems at home. It was because I was suicidal and struggling at school. They were 
good at the Respite Unit and the Crisis Team from CAMHS were involved every day. The Psychologist 
came frequently each week, it was intensive support, I also had a Psychiatrist. The Psychiatrist was 
trying to put me on medication. I didn’t want to because I had been on lots of medications from a young 
age. I refused it point blank. 
 
When Respite ended, the Intensive Support Team (IST) took over and saw me at home. I had one worker 
then another took over, the new worker caused me a lot of problems. Her mind set was she thought ‘it 
was in my best interests’ but didn’t listen to what I wanted. I felt my parents sided with her and vice 
versa. She broke my trust by disclosing about a personal relationship I was having at the time to my 
parents. I didn’t want my parents to know. 
 
There were further problems with this worker. Her time keeping for example, she kept cancelling 
appointments. She then went off sick, her Team didn’t tell me about this and I was left without support. 
I ended up at A&E because I was having a ‘breakdown’, I blacked out. The Intensive Support Team (IST) 
then did check out the situation, my parents had been ringing them prior to the blackout. 
 
I was then classed as a ‘Child in Need’ so I had to go to meetings for a case review with all the agencies 
who were involved with me. My key worker had come back from sick leave and she came to it. The 
worker from VCS Youth Club suggested I get an advocate from Voiceability to support me. I did and the 
advocate came to one of the meetings with me. However my Intensive Support Team (IST) worker was 
telling the case review how much better I was. After the case review she didn’t work with me anymore. 
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The Intensive Support Team (IST) then ended my support because my key worker had said I was better. I 
wasn’t better. 
 
After the key worker stopped being involved with my case I went to Social Care Services to complain, my 
complaint was upheld by them. Prior to this incident I had a Social Worker who was good. 
 
I didn’t go through transition but went into Adult Services. I thought it was because I had been given the 
Asperger’s diagnosis label. I had numerous suicide attempts over 18 months. My Social Worker spoke to 
Adult Mental Health Services and asked them why young people with Asperger’s did not go through 
transition but were put straight into adult services. Basically it’s because I was going to A&E with the 
suicide attempts, I was going through a hard time, so they admitted me straight to Adult Mental Health 
Services.  
 
I think with diagnosis, as they are at present and when it was done, you’re labelled and it’s either all or 
nothing. Over time my diagnosis has changed and is complex, when I am in that room I want them to 
listen to me in that room on that day and hear me. 
 
They want me to talk about the ‘personality disorder’ now, but it’s more complex than that. I want them 
to treat the problem in hand, how my ‘disorder’ presents itself on that day. I have other problems and 
they do shift. 
 
My main problem now is having a diagnosis of Autism (Aspergers), which opens some doors for you but 
closes others to the true thing that is you, me. 
 
I had an Education, Health and Care Plan (EHCP), it used to be called a ‘Statement’ this painted the 
wrong picture of me. I asked Wakefield College when they were doing my reference for University not 
to mention the EHCP. College did listen to me, respected my wishes and didn’t put it on. I want the 
University to see me as me without the label.  
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George aged 22 years 
 
George is 22 years old and lives in Wakefield; he told us what works for him. 
 

 
 

I don’t feel as if I have been discriminated against at the doctor’s or at the hospital. My Mum comes 
with me to be my advocate and to support me. The doctors have been good about this and so let Mum 
be there for the consultation. 
 
I am working at the moment. Workers and managers are great, they understand about my condition. 
However, prior to this job, 2 years ago, I got an interview at DW Sports and the interviewer didn’t know 
what ASD was. A charity advocate accompanied me; she wasn’t impressed by the interviewer. I wasn’t 
offered the job. 
 
I worked for a major retail employer in Wakefield and had a three month contract with the view to 
keeping me on if it worked out. They are supposed to have the ‘2 ticks sign’ meaning they are a 
‘Supportive about Disability’ employer. They knew about the Autism and so put me on the Bathroom 
Department, which apparently is an easier department to work on; I can’t remember lots of things 
together. I wasn’t put on the tills because I found that confusing, I could not do it. 
 
I was then put on the bedding department but without help and support. I wasn’t any good because 
there was lots of different things to learn, sizes, colours etc. The three months was coming to an end 
and all the ones who started with me were told they were not being kept on and all left. I thought I was 
going to be able to stay as they did not tell me what was going to happen. They didn’t tell me right till 
the last week that I would be finishing there. I think all of us who were on that three month temporary 
contract were asked to leave at the end of it, we did not get an extended contract. I got this job through 
a charity; they said they would not send anyone else to there for a job. 
 
Back then the charity was just starting to support people with Autism into work. They were supportive 
but are much better now, they support me really well.  
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Sam aged 24 years 

 
Sam is 24 years old and lives in Wakefield District. Sam shared her experiences, what’s worked and what 
needs to change. 
 

 
 

I found it really difficult to get a job, I am currently working part time in a retail shop, working Monday 
to Wednesday 9-5. At work I sit a lot and start overthinking and get stressed too much. 
 
I was seen by the CAMHS service between ages 12-16 years. Issues started while at high school, I felt I 
was getting stressed, my parents split up and I changed schools. The school made the referral to 
CAMHS, they thought I had ASD at age 12 years but nothing was done. After school I did go onto college, 
but after that it has been very hard to find work. The job centre was nag, nag and nag all the time and I 
went for employment support and got this job. 
 
At age 22 years I was on stress tablets after going to see my GP. GP also referred me for the ASD 
assessment, which I went to in Sheffield. I had to take my mum with me and it was a good job as they 
asked loads of questions about what I was like from being a small child. The diagnosis I received was 
that I had Asperger’s and high functioning ASD. This was given to me by letter and because I lived in 
Wakefield there was nowhere for me to go to get any support or help from. This is not right as I struggle 
lots and I then start overthinking and stressing myself out with no support or help. I have this condition 
and I still don’t know how to help myself. 
 
I have attended depression groups, but this doesn’t help as all the other people who attend are in their 
40s and 50s and I find it really miserable. I do still attend as I don’t have any other support and go twice 
a week and I have been going for two years. I found this group by myself when I struggled to find a job. 
My GP practice have been good and listened, however I do find that they can’t help me because they 
just listen and offer me tablets when I do go but I don’t want tablets. 
 
I travelled abroad last year all by myself and although I did enjoy it I didn’t have anyone who I could 
share this with. 
 
I would like an understanding of ASD and ADHD, as everyone tells me I have ADHD, and to know why 
these referrals have not gone to the ADHD clinic; group sessions with others of a similar age; and 
support to create a social network of adults of a similar age. 
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Nicki aged 21 years 

 
Nicki is 21 years old and lives in the Wakefield District. Nicki went to High School and then on to College. 
 

 
 

I wanted to become a mental health nurse. I could take this further but I needed to do an access course 
but I didn’t manage to do this. 
 
Since college I have not done anything, but would like to do something in Art and Design. 
 
I am currently accessing services from the Community Mental Health Team (CMHT) every few months. 
The Community Psychiatric Nurse, CPN, didn’t understand me and that didn’t help. I have just started 
with CBT, cognitive behaviour therapy, a few weeks ago. My wait for this was a few months but while 
waiting I was confused what I was waiting for and was passed about to a few people before CBT started. 
 
I used to get support for my ADHD and this helped for a while until I reached the age of 18, then my 
support dropped off the edge. I had to start again and did not have the support if I needed it from 
someone who knows you and your background. 
 
I was diagnosed with ADHD at age 11. At age 14 I was diagnosed with Obsessive Compulsive Disorder, 
and one year ago diagnosed with Personality Disorder. I went through a bad patch and got in touch with 
the crisis team through the A&E department. After seeing a few people I was alright. I did have a 
different person who came every day for two weeks, this didn’t help, then someone every other day for 
one week, then once a week by the Community Mental Health Teams, CMHT. Patients need to have 
someone to push for services at transitions; my parents were able to do this. 
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Frankie aged 19 years 

 
Frankie is 19 years old and lives in Wakefield District. Frankie was diagnosed with Asperger’s age 6 years. 
 

 
 

I am currently at college and have completed Level 2 in Health Care and Sports Employment. While at 
school also I completed the Duke of Edinburgh Bronze Award and took part in the National Citizen 
Service. I would like to stay on at college but am unable to afford it. In particular I miss all the teachers.  
 
I am preparing myself to go to the job centre next week and am very nervous about this and the change. 
I am thinking of looking for work in retail. However I feel I am unable to find help with the application 
forms. 
 
It’s a very difficult life for me. While growing up I used to think why me! I have a sister but she is fine. As 
a child I have had lots of support from Barnardos. I used to self harm a lot while at school, I find that any 
change is very hard and don’t cope well. I have always found that people do not understand me well and 
most of the time will say I was a naughty child rather than understanding my anxiety. 
 
I was seen by the CAMHS service from the age of 15 to 17 years, and then not been seen by anyone. 
Mum is currently looking at getting me help from private CAMHS in Leeds. Don’t know if this will happen 
as it is quite expensive. 
 
Now I am 19 years old it is hard finding things to do with people my age. There are no hobbies I can get 
involved in that are age appropriate. Therefore I do find it a struggle to interact with other people. I 
would rather sit at home depressed than go out and have to keep telling people why I am this way. 
 
I would like to be able to stay on at college; help with finding a job, I know the job centre will not be 
helpful from what others have told me; I don’t want to get depressed and not be able to cope with 
change; someone to be able to talk to and get help rather than mum having to pay privately if she can 
afford it. 
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