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You Said We Did 
Pre Diagnosis  

Children under 2 years old couldn’t be referred into the ASD pathway The Provider for ASD pathway reflected on the ASD referral forms, 
reviewed updated NICE guidance and has now revised the referral for 
ASD so that children under 2 years old can now be referred into the 
service. 
 
 

Change the proposed engage programme by Wakefield Trinity from 3 
a week sessions to once a week over a 12 week period. 
 
Include siblings as part of the engagement sessions so that parents 
can spend quality time with their other children in parent/carer 
session whilst their child with ASD is participating. 
 

Wakefield CCG has commissioned these changes following the 
feedback from parents at the March 2019 event Wakefield Trinity 
Rugby Club to deliver a programme for families for children with ASD. 
Sessions will run in parallel with the child with ASD and their 
parent/carer or sibling. This programme commences in May 2019 and 
letters have been distributed to contacts by partners. 

Length of the full pathway is so long – so understand that it is difficult 
to shorten this but can’t understand why there isn’t any 
communication/support whilst waiting.  
 

Mid-Yorkshire NHS Hospital Trust recognise that in the previous few 
years some parents have experienced significant waits for the full ASD 
pathway. There has been occasions when this has been 100 weeks for 
some families. Over the last 12 months the ASD pathway has reduced 
and in February 2019 the Mid-Yorkshire NHS Hospital Trust are 
reporting the full pathway is now taking 26 weeks. 10 weeks for the 
first appointment and then 16 weeks to complete the full pathway. 
 
Mid-Yorkshire NHS Hospital Trust is reviewing 
communication/support that is available for parents that are waiting 
to go through the ASD pathway. Mid Yorkshire are currently liaising 
with Barnardos WESAIL to ensure information provided to parents is 
accurate and up to date. The information collated will be shared on 
the local offer. The final Pathway process will also be visible on the 
local offer.   
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One area that Wakefield have recently implemented in April-May 
2019 is to write to families awaiting their ASD assessment and invite 
them to consider the Wakefield Trinity Engage programme that 
commenced mid –May 2019. Analysis of how families signed up to 
the Engage programme will take place but feedback from the 
Wakefield Trinity Community Trust General Manager on the 8th May 
2019 has confirmed that some young people that are pre-ASD 
diagnosis are booked on the Engage programme.  
 
CAMHS are considering how they can support families on the waiting 
list, this includes the Family/YP being invited to attend 
groups/workshops where appropriate.  
A new pilot is being trialled by Trinity walk rugby club and CAMHS are 
prioritising those on the current waiting list to be considered. 
 
 

Issues with schools identified – clinicians being unable to diagnose 
without the school agreeing, fear from clinicians of diagnosing 
“because the school may overrule it” – overall feeling that non-clinical 
staff at schools are “gatekeepers” to diagnosis.  
 

The opinion of education staff is essential at forming a full picture of a 
child due to the significant periods of time a child spends in setting 
and the social interactions this affords them.  
 
 
Having said that school forms only part of the picture and is by no 
means a gatekeeper to diagnosis. A school is unable to “overrule” a 
diagnosis made by health professionals. Clinicians use information 
from school, parent and own observations when concluding a 
diagnosis. In the future pathway, we are looking at ways at assessing 
a child in a variety of settings if indicated.   
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Waiting Times  

ASD referrals- Parents going round and round the system. 
 
A blended “flowchart” – services to talk to each other, parents not to 
be passed from pillar to post.  
 

There is now a single referral document that all professionals are 
required to fill when sending a referral for assessment of Autism. We 
have opened up the referrals to ensure anyone who has concerns 
about a child is able to refer.  
 

information  

Letters to be detailed and useful so that recommendations can be 
identified. Mums, dads and children have to be able to understand 
the information in the letters that are sent to them about their child’s 
assessment.  
 
 
Language used throughout assessment and in letters is not in plain 
English and parent’s struggle to understand what they mean, e.g. 
scoring codes being sent out in letters with no explanation as to what 
the scores mean. 

This feedback from parents has now been shared with colleagues at 
the Hospital and Mid-Yorkshire NHS Hospital Trust will now review 
the language that is used in correspondence with parents about the 
ASD assessment process.  
The Trust has a group working on the report format and is aiming to 
have a new document standard by May. This is to allow several 
iterations to be tested with families.   
 
The trust provided some sample report materials for the 27th March 
2019 engagement event for parents to consider. Parents welcomed 
these and asked for some changes to these materials. These 
documents have now been approved by the clinical professionals 
group and through the hospital internal governance process. An 
implementation plan is being undertaken to reformat the reports and 
these will be in place from June 2019. 

Parent at the session in March 2019 requested from a psychologist at 
the event could someone ring the parent to talk through the four 
diagnoses her child had received as she had some follow up queries 
and questions. 

Parent contacted Wakefield CCG on 02nd May 2019 and confirmed 
that on the evening of Tuesday 2nd April 2019 hospital staff had rang 
her direct to go through in extensive details her queries about the 
four diagnoses her child had and was pleased at the level of support 
that had been experienced following the contact made at the 
engagement.  
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Parent at the parent engagement session asked the Designated 
Clinical Officer at the engagement event about further sensory 
support the family could access and the DCO agreed to contact this 
parent with some advice. 

On 3rd April parent confirmed that they had received the information 
on the sensory course that a Mid Yorkshire NHS Hospital staff run 
through the Occupational Therapy team which is a day-long course at 
the trust called “That Makes Sense” and intended to book themselves 
on this course.  (This is an educational session on sensory issues that 
is open to any parent to book themselves on). 
 

Let’s not make these events a lip-service. 
 

Wakefield partners are eager for any engagement events not to be 
‘lip service’ and are committed to evidencing this through the You 
Said: We Did feedback mechanism and full reports of events available 
on the CCG website. This is an example of this; We recognise parents 
need to see change following engagement and so also give a verbal 
update at each event. 
 

Post Diagnosis  

Facilitation support for groups to avoid “a clique” kind of atmosphere 
and put new people off from coming to engagement events. 
 
 
 

TEAM Wakefield provides facilitation support and for example has 
arranged the ASD parent engagement events for the Wakefield health 
and care system. TEAM Wakefield is inclusive and wants to encourage 
all parents to attend future engagement events. The aim of TEAM is 
to give parents a voice and to make their views count towards the 
improvement of services for our children. 
 
Wakefield reflected on this feedback and to improve the ASD parent 
engagement at events it was agreed to invite of new parents just 
experiencing the ASD the pathway to encourage more engagement 
with parents. MYHT writes out to all families before each parent 
engagement event and all partners invite our contacts too.  The 
events are also promoted on all partners communications 
mechanisms too. 
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TEAM provides an opportunity where you can meet other people and 
find out information about what’s happening in Wakefield, in our 
region and also what’s happening nationally. We hope to build on 
what has already happened in Wakefield and ensure that parent’s 
views are listened to in any future planning and developments. Most 
importantly, we want our group to keep a positive focus on what may 
be negative or difficult subjects. We want to work toward solutions 
for problems. To learn more about TEAM visit 
 
http://www.teamwakefield.org.uk/ 
 
KIDS hosted a family orientated fun day in partnership with services. 
Families had told KIDS they would like different ways to engage and 
be able to bring their children/young people along too. 
By hosting the fun day families had a chance to meet services and 
discuss concerns alongside having fun with their children.  
Initial feedback from the events is that families would like more of 
these type of events as they have valued the direct access to services 
and the fun element. 
 

Support for families 
 
Lack of support for parents. 
 
Parents would encourage more active signposting from clinicians 
(both in primary and secondary care) – for those children diagnosed 
and not diagnosed, e.g. information for local groups and support 
networks. They just want to know what support is available locally.  
 
 

There is support available for parents but it is acknowledged that 
communications about this support needs to improve. WESAIL, Beat 
Autism, KIDS and KIDZAWARE provide some support to parents and 
signposting information. The SEND local offer is delivered by 
Barnardo’s  http://wakefield.mylocaloffer.org/Home 
Wallet cards and a new leaflet have been developed so that more 
active signposting can take place from clinicians of local support 
Wakefield Early Support Advice Information and Liaison Service 
(WESAIL) – 
http://www.barnardos.org.uk/wesail-wakefield 

http://www.teamwakefield.org.uk/
http://wakefield.mylocaloffer.org/Home
http://www.barnardos.org.uk/wesail-wakefield
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Support after diagnosis should be offered before you leave the 
feedback appointment. 
 
 
 
 
 
 
Parents want to see training sessions outside of the normal working 
day hours 

Is a service available to parents and carers of a child or a young 
person, who has, or may have, Special Educational Needs and/or 
Disabilities (SEND) aged 0-25 years who are living within the 
Wakefield District. This service is also available to young people 
themselves and those working with families. 
 Provide a free, confidential and ‘impartial’ service – which means 

we do not take sides and try to ensure everyone is given 
opportunities to express their views and feel listened to. 

 Offer information, advice, support and signposting according to 
need. This is provided by telephone or where appropriate on an 
individual or targeted basis, along with group based support 
through events and workshops 

 Provide information, advice and support on a wide range of 
information relating to Special Educational Needs and/or 
Disabilities (SEND) including education, health, and social care, 
along with signposting to other agencies who can help. 

 Responsible for updating the Local Offer, engaging with children, 
young people, families and stakeholders in its ongoing 
development and review 

 
Wakefield Council are now leading some public engagement on short 
breaks as this is another area that parents highlight that respite 
support is needed. 
 
Wakefield Trinity Charity Engage programme will be delivered to 
families with ASD outside of normal working day hours, this is a 
programme of 12 sessions for parents and their children to access. 
 

http://wakefield.mylocaloffer.org/
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Training offered to parents and not just clinicians. A representative 
from a support group had attended CAMHS training and thought this 
would be fantastic for parents to access if possible  
 
 
 
 
 
 
 
 
 
 
 
Parents wanted to see joint Educational training sessions with 
professionals  
 

WESAIL offer support sessions for parents and professionals to attend 
together and have regularly deliver ASD, ADHD and sleep workshops. 
Last ASD workshop took place May 2019. 
 
WESAIL delivered an Early Support Workshop in November 2018 and 
an ADHD workshop (of the two workshops held there were 24 
attendees overall).  WESAIL also delivered a sleep workshop in 
October 2018. This is advertised on the Local Offer website. The 
Wakefield system need to ensure agency events like these from 
WESAIL are as widely publicised as possible to parents.  It is 
recognised this is an area that could be strengthened from all partner 
agencies. 
 
Feedback from recent WESAIL ASD Workshop held - 26 attendees 23 
parents and 3 professionals. 93% of attendees rated the course as 
useful and would recommend it. When asked what will you use from 
the workshop? Attendees reported the following- 

 To understand my child's condition more 

 Site information, understanding what could cause my child 
distress.  How I communicate with my child 

 Everything, coping techniques, understanding behaviours 

 Info, signposting, info to help deal with my son 

 All the info given, sheets, numbers, services 

 The extra training,  SENDIASS 

 People's experiences - real stories & feedback 
 

When asked do you have any other comments? 

 Brilliant, great to have activities & chance to chat - loads of 
resources! 

 Thank you, was very good & useful 
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 Brilliant! Thank you! 

 Fantastic workshop & very informative & friendly 

 Thank you :) 
Very good trainer and content 
 

Families wanted to be supported more after diagnosis by having the 
time to sit with professionals and having the diagnosis explained to 
them and what it meant to “their child” Parents felt the time it took 
to get the report was too long 
 
Families wanted to see more education for all professionals who may 
be involved of a child with ASD  
 

This has recently been tested with a parent who attended the March 
parent engagement event. Parents have feedback in May 2019 that a 
consultant from hospital rang them to discuss the diagnosis in more 
detail and this was well received. This needs to be shared with clinical 
professional group too. 
 

Parent at the parent engagement session asked the Designated 
Clinical Officer at the engagement event about further sensory 
support the family could access and the DCO agreed to contact this 
parent with some advice 

On 3rd April parent confirmed that they had received the information 
on the sensory course that a Mid Yorkshire NHS Hospital staff run 
through the Occupational Therapy team which is a day-long course at 
the trust called “That Makes Sense” and intended to book themselves 
on this course.  (This is an educational session on sensory issues that 
is open to any parent to book themselves on). 
 

 


