
Parents feel
judged and
not listened
to

There is little
to no support
for children and
families after
they recieve a
diagnosis 

The Services don't
work together and
are to quick to move
people on not offering
support 

If your child
is complex or
has a rare
condition
then suppott
is even
harder to
find

The Service struggles to
deliver on what it promises.
Report are late,
professionals don't follow up
when they say they will.
Inaccuracies in reports and
communication

Parents feel very
alone and have to do
alot of their own
research to support
their child

There is very
little  information,
training and
support for girls
with ASC

GP''s Need more
understanding of 
the referral pathway
and what support is
available for families 

KEY MESSAGES
Consent past
the age of 16 We need

support
earlier 



TOP 5
PRIOTITES  

1 TOOLBOX FOR FAMILIES  

2 EARLY INDETIFCATION 

3 CLEAR PATHWAY FOR SUPPORT 

4
MORE ONGOING EMOTIONAL AND
MENTAL HEALTH SUPPORT FOR
FAMILIES 
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5 MORE INTERVENTIONS, TRAINING
AND SUPPORT FOR FAMILILES AND
PROFESSIONALS



WEST

Parents Feelings 

November , 2021

Our child finally received  a Neurodevelopmental
Assessment. We were told by the professional that
she would ring us the day after the panel had taken
place.  We didn't hear anything, so I rang a few days
later.

At this time I was told at this time that the
professional was poorly and on sick leave and that
there was no one else who could complete the
report. we were then asked to wait until this
professional returned and not given any indication of
when this might be.

When I spoke to the service on the phone I felt I
was made to feel bad that I didn't want to wait for
the professional to return from sick leave, as if I was
a bad person for wanting to know the outcome and
the report.

The professional we were working with was a lovely
person but I was surprised there was nothing in
place for sickness absence. 
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CENTRE 

Parents Feelings 

November , 2021

My daughter was diagnosed with ASC when she
was 14, although there were signs and that she may
have had ASC from the age of 5. I feel there were a
number of missed opportunities to diagnosis her
earlier. 

I felt a number of professionals seemed to have a lack
of awareness and understanding of the traits
commonly seen in girls are different to those seen in
boys. I felt as a result when I would raise my concerns
or explain certain behaviours I was dismissed . One it
was suggested that she was "attention seeking"

I felt then and I still feel now as a parent I am given little
respect or consideration. All I want is help and support, so that
I can help and support my child, I don't want anyone to do that
for me,I just need to know how.

I have been on the courses offered to me and I really
struggled to relate as again they seemed to be more relevant
to boys with ASC.

We also experience issues with consent now my daughter is
16. The Gp Surgery is asking her to sign for her blood test
results and she doesn't really undertsand what she is signing 
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EAST 

Parents Feelings 

November , 2021

Our child has a very rare neurological condition, he is
under the paediatrician, but all I kept getting told is
that his condition is very rare. I feel like there is no
real understanding. All the information I have found
out about it, has been through my own research,
which has mainly come from America.

His condition means he has developed other
neurological conditions and traits, but again I feel
there is no support for us, little communication with
us. I am just left to cope on my own

When it comes to my son, I really feel there is no
service or few professionals that have
understanding of what support he needs or anyone
I can talk to about it.

I don't think as parents we should have to do so
much of our own research. We all have had to find
things out on our own, without advice and guidance
from the Neurodevelopment Service. It shouldn't be
this way.
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POSITIVE
EXPERIENCE 

1

2

3

What Parents Said:

The Early Bird Plus Training with Rebecca
Shanks was brilliant and should be
available to all services 

Courses and support offered by Stand
North Wales are very helpful.

Its positive that this session is being held
and we have the opportunity to feel
listened to and give feedback

General feelings towards
Neurodevelopment and CAMHS
Services were not positive.

Parents recognised the challenges of
recruitment and resources the service
faced.

Parents felt that whilst there are pockets of good
practice and passionate professionals. Overall
many seem detached and have a lack of empathy
and understanding and this included teachers,
social workers, Gp's and support workers  



What would help
families 

Let's begin.



Respecting 
Parents 

One of the the  main themes that came across from the
conversations was that parents don't feel listened or
respected by professionals, not just in ND Services but
in wider services for children and young people. An
example was talked about with a parents first contact
with the integrated Autism Service, where they were
spoken to in a rude and disrespectful manner and
referred to safeguarding after a 5 minute conversation

1 Three things that would help

2 Overall Service Satisfaction 

Better informed
GP's, schools and
early years
services 

A Toolbox for
parents with
things they can
try whilst
waiting and
after diagnosis 

Clear route
into
services 
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Brainstorm Area Our Favorite Ideas

1 2 3
Add your 
idea here

what parents
want Copy a sticky note, then

write your thoughts.
Vote for your favorite

ideas with this star. Add a check for any
interesting ideas

Feedback, what can
we do to support

families with these
challenges 

More Oppertunities
to give feedback and

inform Service
changes 

To be respected and
listened to

Digital Work Shops     
 New Information Booklet 
100 Stories Project
More information, training

Easy to use toolbox
Early Bird Plus Training 
Workshops/support on

Workshops/Support on
 Emotional Regulation 
Support Pathway Transition
More access to interventions

      and guidance for girls with
      ASC

       sensory needs 

       and support (aftercare)

Professionals to
communicate clearly

with families
accurately and within

the timescales
promised 

Early Information,
advice and guidance,

not having to
research themselves 

Early Identification 
 Training and Clear

Pathway



Feedback
for
families 

What we are going to do about this information?

1 Write action items in the boxes.

What are we
doing now?

what have we
planned for
the future?

how can
we
continue
to work
with
families?
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Action Items 1 Central Area

Action 1 Action 2 Action 3
Improving our joint working 

We have began to work more closely
with other agencies and educational

services on the completion of our
assessments to ensure each

organisation can effectively support
the child/young person

 
This includes Education Psychology
being involved in multidisciplinary
discussions whenever possible.

We have also recently improved our
jointing working with CAMHS to avoid

families being passed around services 

We have began to train staff and
raise awareness with our local family
centres to improve the range of the

support offered.
 

- We are conintuing to develop our
intervention service for families with

a diagnosis and we are evaluating
the effectiveness of the
interventions we offer.

 

Training and Evaluation  

At the moment we are supporting
the the LIFT project through families

centres for families currently not
accessing any support.

 
We have increased our capacity to
assess children and young people
through working with Healios who

provide virtual assessments  
 

We our improving our online 
 communication and support  with

families through our new Webpage 

Assessment and Support 
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Central Response :
What are we doing now? My immediate thoughts include our webpage, which is regularly
reviewed and updated; The Early Bird Plus courses for parents are being delivered, which
we would like to offer more of if we could increase staff capacity.

We have recently created more sensory needs resources on the webpage and recruited a
specialist OT to support children with sensory needs, including through consultation and a
more detailed assessment and profile where needed.

We offer neurodevelopment profiles to all young people after an assessment regardless of
confirmed diagnosis, these profiles support young people in understanding their strengths
and needs. 

We offer some intervention, but would like to expand this and would need increased
workforce to do so, including offering group interventions/skills education. We are also in
the process of developing an information leaflet about the assessment and have
developed an information sheet on what other local services can support families.
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Central Response :
What have we planned for the future?

 We are requesting training and resources specifically around supporting girls with ASC.
The team will review this feedback and look at ways in which we can communicate more 
effectively and look at solutions to processes that are not working as well (e.g. delays); 

we are linking in with local Education and Social Care colleagues to look at working
together to meet children and young people’s needs more effectively, e.g. through
enhancing knowledge and skills across all areas (through training and joint working) and
develop a toolkit for schools and other professionals to meet the needs of children and
young people through universal and targeted approachs.

 Taking this feedback into consideration and looking at whether we can work differently
– look at how we arrange resources based on what families would value the most (and
working with higher management to plan this in a sustainable way).
.
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Central Response :
How can we continue to work with families? 

We will maintain the team’s commitment and passion to deliver a good service for children,
young people and their families,.

Offer a quality service through maintaining clinical governance, continuous learning and
supervision; continue to communicate effectively and with respect and dignity

 Offer an equitable service based on individual needs and allowing equitable access within
the resources we have.
continue to gather feedback from service users to improve.

continually requesting more staffing/resources/suitable clinical and office space.
.



Action Items 2 West Area

Action 1 Action 2 Action 3
Improving our Communication 
Our Service is supporting a number of
initiatives to improve our information

and advice for families across the
region as well as improving

communication in our local service.
We are leading on the development of

a regional booklet for families
containing key information about the

service.
We have began proactively writing to

families to provide information &
updates. we have also started to work
more closely with the local authorities  

We have began work on new digital
initiative to create online accessible

resources for families.
 

We are at the moment developing
online workshops for sensory needs

and anxiety 
 

- We are also developing and taking
part in recorded Ask Me Anything

events this year , which will be
available on our webpage

 

Training and Resources 

Last year we had a staff shortage
and posts we needed to fill to

ensure the service could operate. I
am pleased to say we have recruited

to many of these vanacies and we
continue to develop more business
cases to grow the service and gain

greater numbers of staff so that we
can meet demand.

In the future we are very much
focused on offering more quality

interventions for families and this is
something we need more capacity

to deliver on

Assessment and Support 
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West Response :
What are we doing now? There are lot of changes that we are carrying out in our area to 
build our capacity and cope with the increasing demands for assessment. At present we are
streamlining our processes to ensure we are able to work effectively and reduce delay whilst
still ensuring that we work to the high standards and within NICE guidelines.

As a team we have come together to review feedback from parents together with our own
thoughts and experiences. We have began to plan our vision of how the service will look in
the future. We also work closely with Neurodevelopment Service Managers and Clinical
Leads across the region to work together on new ideas and strategies. This includes our
recent time working with Vanguard to review our processes.

 The West area has been working hard to ensure we have standardised pathways for families
so that we can clearly communicate what will happen from the first time a family contacts
the service. We are also putting in place new methods to measure feedback and experience
to ensure we continue to improve and develop based on what young people and families tell
us.
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West Response :
What have we planned for the future?
 
The West Service vision is to continue to build our capacity and grow our service. We also
want to ensure we retain our staff and this will include ensure we invest in training,
development and creating healthy work environments.

At present we are unable to offer the intervention and support we would like to families
increasing our team numbers, skills and expertise will allow us to have more of a focus on
this area over the next year. We are also ensuring that what we do offer is offered
consistently and that we work with other sectors to enable families to access this support
from trusted organisations we work with.

We also want to continue to work closely with the Welsh Government on the creation of a
digital tool, which will allow families to access information about their child's assessment
and progress in the service quickly.
.
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West Response :
How can we continue to work with families? 

We have a number of new staff in our service and we our working together to ensure
we work to a child centred, family centred approach. We are developing materials so
families are introduced to the team, 1 page profiles for young people so they know who
they will be coming to see and can tell us more about themselves and we are putting
more ways in which families can give us their feedback.

The West area wants every child and family to have a positive experience with us, we
are under pressure, but that does not change that we are listening and working to
improve all the time.

We will be investing this year in more roles that will be able to spend more time with
families finding out what is important to them and we feel in turn this understanding will
allow is to provide families with the right support at the right time.



Action Items 1 East Area

Action 1 Action 2 Action 3
Improving our Partnership Working 

In our service in the last year we have
worked closley with partners in Family
Information Services, Local Voluntary

Councils and in the Flintshire Early
Help Hub to provide essential advice

and information to families at the
earliest point we can.

We can also advise key services that
work closely with families on strategies

and support.
We are also working with partners
across the region on creating joint

information sharing podcasts 

We have began work on new digital
initiative to create online accessible

resources for families.
 

We are at the moment developing
online workshops for challenging

behaviour. 
 

We are also ensuring our staff
training and resources continue to

develop with the needs of our teams
and service

 

Training and Resources 

We have recently changed our
pathway for assessment  to ensure

effectiveness and quality 
 

We are also working closely in
partnership with Healios to increase
our ability to provide assessments

across the region
 

We are currently piloting a new
approach to case monitoring and

oversight, which will improve
continuity and experience for

families 

Assessment and Support 
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East Response :
What are we doing now? We continue to provide as many assessments and support for
families as we can. The East Area has the highest referral rate in North Wales, which
continues to increase year on year. We work closely with our operations team to consider
ways we can make the service more efficient and how we can increase our capacity to
meet this high level of demand.

This demand however does not prevent the team from being innovative and working in
partnership to improve the overall experience of families. Last year we piloted a new
approach to supporting families who are waiting for assessment with Action for Children
and Flintshire Council to provide support for both parents and children, which was informed
by the expertise of our team.

We are like many teams implementing new ways we can communicate with families and
new methods of evaluating experience. At present we are working to support the
development of a new digital survey, which will aid us in understanding areas we excel in
and areas we need to improve.
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East  Response :
What have we planned for the future?
 
The East Service would like to continue to build its access to families for intervention and
support, whilst continuing to work on reducing the waiting times for families.

We would like to increase our staff capacity to allow us to provide more innovative
initiatives like our waiting list pilot and continue to work in partnership with education,
social care and thrid sector partners to get people the right support when they need it.

We want to continue to work closely with CAMHS partners and put in place more ways in
which we can understand families needs earlier, so we can ensure they are with the right
service when they need to be.

Finally we also continue to support national initiatives to progress key projects that will
support families in Wales, including the digital tool for information.
.
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East Response :
How can we continue to work with families? 
Our teams continue to work very hard and have continued to deliver our service
throughout the pandemic. We are committed to to working with families and children to
support them in understanding there needs and to assess and diagnose for those with 
 conditions. 

Families with complex learning disabilities in addition to ASD can access support from
the children’s learning disabilities team, and the pre school development team provides
support for under 5’s undergoing ASD assessment. Although we have waiting lists in
these services also, we have increased staff capacity in the last 12 months into these
teams to assist with complex ASD assessment for children with additional learning
disabiltites. Early Bird and Early bird plus programmes are now being delivered online
from these teams for children with a diagnosis. We are also reintroducing the ten life
programme which we have not been able to deliver for a few years due to trained staff
capacity and the restrictions with the pandemic. 



East Response Continued  
Regional Neurodevelopment Service January , 2022

We have invested in increased training over this next 12 months, both for our
existing and new staff, including accredited positive behaviour assessment
and intervention training.  We have also invested in additional staff being
trained in components of the ASD assessment.  All children under 5 referred for
ASD assessment will be seen by the community paediatrician as part of the
referral to services process.

As part of the new assessment pathway, children and families will be allocated
a keyworker for their assessment journey, which will provide a key contact for
families.
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 Actions Moving Forward :
Develop an Action Plan to ensure we complete all actions linked to Family Feedback
Put in place specific training and support for staff on working with parents as equal
partners
Revisit GP clusters and confirm referral process and advice for primary care 
Support more parents to become involved in service development and request
representation at our steering groups.
Share feedback with the IAS Service.
Publicise webpage to ensure families can access this early help and support. 
Increase our intervention services and access for families. 
Include more resources for girls and masking on the webpage for families to access.
Establish early screening and key worker roles to ensure continuity for families. 
Audit to complete on timeliness of reports 
Continue to Monitor National Digital Tool Progress - helpful for keeping communication
up to date
Evaluate whether our engagement with partners and services is improving outcomes 
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ND Community paediatrician involved in new referrals now- to identify which children
may benefit.
from ND Community Paediatric / community Paediatric involvement
Create more mechanisms to support referrers and families at earliest opportunity
Share parents ideas on creating a toolbox with the team to discuss how this could be
achieved.
Increasing provision for early bird training  and digital resources
continue to engage with families and report on progress, changes and improvement 
Complete a mapping exercise of existing support provision in each area. 

 Actions Moving Forward :



ThankThankThank
you!you!you!

We would like to thank all of the families who took the time to share their views
and feelings with us. Your views will improve our services and help us to develop

in the future .


