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Parent Carer place of residence in Percentages
Total = 201

m Cheltenham area

B Gloucester area

m Large village
Very Rural

Ages of Parent Carer in Percentages Total N=126

4.4
23.0
I 0.8

36-45 46-55 over 75  not stated
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Parent Carer Background in Percentages Total N=126
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Educational settings for children 3-25yrs with
additional needs in percentages Total N=179
419

28 3.9 28
=1 1 =
spec FE/HE HomeEd Other
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Level of SEND Support in Percentages N=165

37.0
26.1
18.8 17.0
. . 1-2

EHCP My Plan My Plan+ None My Profile

Level of Benefit Support in Percentages N=147

45.0
435
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Number and type of conditions Total N=448
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Conditions co-occurring with Anxiety in
percentages Total N=60

38.3
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Number of co-occurring conditions reported
in percentages Total N=126

62.7

three or more
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Services accessed past or present in percentages Total
N=204
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Issues and Challenges in Percentages Total N=173

27.7

58

Education Health Lack of Information Other Not stated
support
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Parent carers reported in their own words which services they experienced issues or challenges. A
total of 173 responses were grouped together into categories and the above graph represents a
summary of the responses according to the main themes that emerged. There were 81% (140) of
reported instances of challenges or issues raised by parent carers. The remainder did not answer the
question 16.2% (28) or reported None 2.9% (5).

The top three issues and challenges that parent carers identified were related to Lack of support or
provision 28% (48), Health 21% (36) and Education 19% (32).

Within the Lack of support category, parent carers reported lack of support or provision of services in
general (27), 4 specified lack of services post 16 yrs. and to transition to adulthood, 2 mentioned lack
of support to find a suitable Personal Assistant. Parent carers reported lack of service provision
specifically (9). Some reported that systems were either unfit for purpose or that they were impossible
to navigate, and these were a barrier to finding the right support (6).

From the graph above, many of the services needed by parent carers are within Health and Education.

Parent Carer comments regarding lack of support
Lack of support. No one wants to listen or help.

Being left alone with no support and no check ins from any services.

Parent Carer comments regarding post 16 transition
Post 16 transition - Knowing what is available for Adults who have transitioned from children's services
without the continuation to adult services for 25 year olds and over.

Our daughter is 20 and really we feel in the dark about what sort of support is available next and
importantly after 25. We would really like our daughter to have some sort of independent life.

Feel as though we’ve hit a brick wall as no other services offered/continued/involved. Very concerned
about transition to adulthood which isn’t far away.

Within medical and mental healthcare services Health, most issues related to long wait times to access
services and long assessment waiting times (23). Parent carers also reported difficulty gaining access
to healthcare services and having referrals refused (13).

Parent Carer comments regarding waiting times:

Waiting lists are long and it feels like being passed between agencies with no-one taking responsibility
to help. | have been seeking support for at least 4 years and keep getting fobbed off. | am struggling to
find the energy to fight all the time.

Trying to get her assessed for an autism diagnosis, waiting 18 months and counting since the referral,
now they are saying she has started school and will have to join a new list.

Accessing formal Autism diagnosis quickly enough to gain access to services whilst daughter is still in
school (currently year 9).
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The wait for a paediatrician appointment is about 3-5 years so we have been forced to pay out thousands
to get my children support!

Long waiting appointments for Paediatrics

The waiting list for occupational therapy is long

Difficulties accessing Healthcare support and assessment

Unable to get referrals accepted for help with mental health, anxiety and support for my daughters day to
day struggles. OT SALT CAMHS etc

Referrals to Glos Paeds for my youngest have been rejected twice due to 'not enough evidence from
school' despite the struggles she has when home and in other settings. |

deferred her so she attended an extra year at preschool. She masks at school and her current teacher (a
retired SENCQ's daughter) has put many helpful strategies in place to help her navigate day to day.

The NHS have been awful at providing support!!!

Trying to access a autism assessment but nhs has refused.

Struggling to access through NHS

Within Education, most issues arose relating to problems with schools. Parent carers reported that either
schools could not meet their child's needs, or that they did not understand their child's needs or that they
were unsupportive (17). 7 reported that they had been refused an assessment for EHCP or were having
problems due to long wait times. 6 reported that their child could not access school at all and were not in
school, and 2 reported having problems with school transport.

Parent Carer comments:

Refusal of primary school to engage and actively obstructive regarding diagnosis. ADHD/ autism

I'm struggling to access any help for my son that needs lots of extra support at school but doesn’t act
outlbe naughty in the classroom for the teacher so doesn’t to them seem like a problem but | then at home
get lots of issues/meltdowns and all the anxiety he’s holding in at school. Also he shows lots of signs of asd
or adhd at home and to us when he’s out but he masks so well that no one else sees it other than family.
The fact she masks at school so they don’t understand what it like at home

While everything is based on school decisions and actions, progress for support is slow.

They are not issuing us an EHCP even though all professionals are stating that he needs one
We had to fight for school transport, which has been granted but not implemented... yet

EHCP application for my child has just been declined. We plan to appeal.

Glouces|jershire PARENT CARER SURVEY FEEDBACK
APR 22- MAR 23




16% (28) of the responses were left blank Not stated. 8% (14) commented on problems of accessing
appropriate or quality information. Under Other issues reported 6% (10), 2 included lack of overnight
respite, 2 for housing issues and 2 reported their child being excluded from nursery provision.
Problems with social services was reported once.

I'm new to the area so knowing what is available esp. in the forest.
Trying to find something for my son to do in the daytime. Groups!/activities that he can attend locally.

finding things locally he can do independently of us

6. CONCLUSION

A total of 201 parent carers signed up with the forum between April 2022 - March 2023.
Over half completed our survey (126). They told us about their family situation. Many
parent carers have caring responsibility for more than one child with additional needs. Many
reported that their child had multiple complex co-occurring conditions. The most frequently
named conditions were related to ASC,PDA which in turn had a high rate of co-occurrence
with ADHD,ADD and Mental Health, in particular Anxiety.

The most in-demand services are within Healthcare including Mental Health, and
Education. Parent Carers reported facing several barriers within these areas, including very
long wait times for assessment but also lack of support within these services as well as a lack
of understanding and recognition of their child's day to day struggles. A significant number of
parent carers voiced concerns around receiving no support. Many of these parent carers are
having to support children with complex and multiple conditions and report being unable to
access specialist understanding, support or help. Of most concern were the number of parent
carers reporting that their child could not access a school at all.

We feel that an honest conversation is needed with parent carers related to the
issues and challenges facing Health and Education services and that parent carers
feel listened to in conversations with professionals. In addition, training for
mainstream schools is needed to deal with some of the more complex
presentations and finally, there is an urgent need to address the numbers of
children with no school placement due to unmet needs and/or lack of recognition of
their needs.
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