Monthly Overview: April – May 2022
Facebook page followers: 2,643
Facebook closed parent group members: 744
Combined local Facebook group membership: 1,899
Twitter followers: 1,851

Members who
attended an event: 54

New FVS members:
26
194
99

In one word tell us how you're feeling: this mood

432

picture is fed back to partners and has been really powerful in conveying
the impact of services and support

178

175
114
128

74

127

129

249
1,899 Local FB group
membership

Family Voice Surrey Monthly Overview
What we have heard
One of my main concerns is the
lack of specialised education
establishment for learning where
the child is the centre and not the
curriculum. SE teacher training is
not adequate and the whole
system must be changed. We are
failing too many.

It was good to hear Eamonn say that some
courses in further education you didn’t need
GCSEs for.

PC – Is very happy with the school setting and education for their
autistic child (under 10), but is worried about their other child
getting the right setting as his needs are different.

Parent Carer at PDA chat – I found the session very interesting and
informative . There was no pressure to finish and important discussions held.

A parent suggested that a line is added to annual
review paperwork saying ‘Have you had a copy of
the PfA brochure?’. If the answer is no, could
parents be directed to FVS to get a copy, in case
their SENCo or Case Officer don’t have it?

My child is Year 11 we have only been granted
EHCP at the end Mar 2022 but no named post
16 provision. Feels like we are on our own as
our case worker has gone quiet. We can’t
arrange transport until we have a named
provision

It’s very annoying to hear their stories of how they
found a “client” a lovely placement in a recycling center,
when they still have not even drawn up an ehcp for my
son that is fit for purpose and he has still not had an
adult care assessment.

My son is currently in yr 11 (1st year of sixth
form - life skills focused - not A levels). We
had his Annual Review, Jan 2022
(deliberately held it nice and early so that we
would have time for it to go through the
system and still apply for transport). We still
haven't heard if yr 12 has been approved.
We have now missed the deadline for
transport.

St. Peter’s Church, Chertsey have the ability to
fund parents for equipment, through funding
bodies which may be inaccessible to the public

Several parents throughout the session pointed out
that suggesting that they raise things with a case
worker or use escalation processes is frustrating as
case workers often don’t seem to have much
knowledge, they change often and the escalation
processes yield little effect.
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Getting hold of the case officer is so
difficult. Even after all the usual ways of
trying to escalate contact through
different channels. Staff shortages are
such a huge issue - with knock on impact
that reaches far into family lives - what is
being done to improve this?

My child’s
paediatrician
said that they
required an
OT but this
was
questioned by
school staff

Parent Carer has mental health diagnoses (Bi-polar &
borderline personality disorder). They expressed how
difficult it was for them to get support to fill in the DLA for
their youngest child. They had previously had help from Sure
Start for their eldest. They are unable to watch instruction
videos provided by charities. They were offered online OT
workshops, but due to time constraints of family life, this is
not possible for them.

It feels as though I am being diverted and actively discouraged from asking
for what my child actually needs with an array of diversion tactics all the
time, such as being given a long list of “resources” And being ignored. My
job feels overwhelming and exhausting as it is, without being expected to
trawl through endless lists of web sites. This is their job, to be finding and
allocating the right resources, not mine. My job is a parent not a
professional with my child.
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I have seen the children who take part
to the SEND swimming at the
Spelthorne Leisure Centre express
their joy by laughing, splashing and
even jumping up and down.

A non-verbal child’s voice summary (from behavioural observation). During this time - one child
is able (non-verbal) to sit comfortably with another child (pre-verbal) as long as they don’t
interfere with what they are doing. Children are of different ages and understand each other’s
names and co-exist in each other’s spaces. Their communication was eye gaze and how they felt
comfortable. (Autism, Genetic Disorder, Congenital brain disorder.) They didn’t play together
but they accepted each other’s space.

The school bell makes my ears hurt!

My Teacher let me
do star jumps in
class today!

“Young person’s
voice/communication”
(verbal, physical movement, Makaton,
Pecs, PODD, eye gaze etc)

Family Voice Surrey
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Parent Carer Quotes

It is hard to find a SEN school for
academically able children with
additional needs.

In the midst of this absolutely
horrendous battle, this meeting
gave me a glimmer of hope. There
were people who understood and
could empathise. They also gave me
loads of help on a practical level. On
what is the loneliest of journeys,
this session was invaluable.

As always, I found it very helpful and great to speak to people in
a similar situation and I thought it was great how you got
everyone involved.

Why are some settings not seen as
education and why do you lose
your EHCPs because of it.

Early Help is only short term.
Issues are long term, they never
will go away.

Difficulty in securing
a social care needs
assessment – only
agreed after sixth
attempt at
requesting.

I have 4 girls with ASD, 2 of them
also are PDA, all with complex
needs in specialist settings, all out
of school at different times, all have
anxiety and mental health
difficulties.

When X started school it was agreed they
would receive transport. This lasted a
month. (from September). Since then,
we’ve had to drive them because SCC
transport is no longer available.
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‘My

FASD is a lifelong disability,
will never go away. There is a
lack of understanding of the
FASD impact on family and
other children

8 year-old child has been out of school for a year. He went
from loving school to hating school in 24 hours. He’d been
masking. He had school trauma. Until you get a diagnosis you
don’t get the support. But masking is such an issue, you get a
compliant child at school, so they don’t see it. I feel there isn’t a
school out there for him. I’m now cynical about the school
system. My trust has been eroded. This time last year I was hiding
in the bathroom every morning as my partner took my screaming
child to school. It was traumatic. Now I have a happy child. The
home ed lifestyle has opened my eyes. I think the whole model is
flawed. Having 1 adult with 30 children is really, really
challenging. We had to go to real depths to come back up..
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You have been so helpful. You told me things that I didn’t know
about local offer. Thank you so much!

I’ve had to give up work

What schools say they’re doing is
different to what is actually
happening.

If school is the source of anxiety, is it the right place for support for
anxiety?

My child started Secondary School and then
unraveled. They’re now in a specialist placement.
We’re in a bit better place generally.

‘School is all about demands. My child got through Primary
School by masking. She’d blow up at home. At Secondary
School now her anxiety builds up the night before. At the
moment she’s on 18% attendance. Her anxiety exhausts her.

Thank you for the advice 😊

My 8 year-old doesn’t talk, so it
makes everything a million
percent worse. I’m not stopping
at home 24/7 looking after him
as I have other children.

It's great to be able to chat with other parents in similar situations. We can share information that is often
useful to another parent to help in a child's support and pathways. It appears common that there are
people employed in the education sector who should be the ones who help children go forward yet don't. I
am staggered about the many Teacher's, Head Teacher's, Sencos etc who have a lack of understanding,
empathy and initiative to help a child or to follow SEN Law. Thank goodness for groups like this, who do.

My child’s school has a sensory room, but it’s used as a
classroom – so how can my child access it when needed?
‘My son is refusing school and I’m worried about Inclusion coming after me.

I don’t feel my son’s safe in that
environment, so why should I
send him there?

It’s really tiring being that anxious.

Family Voice Surrey
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Events held this month

19/04/22

Restrictive Food Intake Group

6

09/05/22

19/04/22
26/04/22
04/05/22

PDA chat
ADHD/ASD Group
General Chat

3
14
6

11/05/22
13/05/22

16+ group (extended to 13+ for this session): Vocational
pathways
School Anxiety and Avoidance Monthly Catch Up
FB Live - Navigating the EYPP process

8
13
n/a

* Where registered members have not been able to attend (usually due to caring responsibilities, they often have access to recordings or slides).

Participation work
Project update

Project

Update

Alternative Provision

Please keep sending in your questions and experiences around alternative provision and EOTAS so that we can share with
the local authority to develop guidance for families around this.
You can send them to Leanne – leanne.h@familyvoicesurrey.org

EBSNA

We are delighted to be working with Surrey Youth Focus on the analysis of data of the recent EBSNA survey which we had an
overwhelming response. We are delighted to now be able to share this with you and the reports can be found here: Families
experience of EBSNA_final slides Overview of family experiences of EBSNA_final report
We will now be moving onto the second stage of our survey which is gathering your experiences on EBSNA based on the
themes that have emerged through the survey. More details on this to follow soon.

Transport

We will be working with the transport team on developing a new parent guide for transport, more details will follow on this.

Family Voice Surrey
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EHCP Process

We hope you are finding the bite sized videos useful:EHCP Processes: The Process
EHCP Process: The Governance Board
EHCP Processes: Preparing for Adulthood and Post 16
EHCP Processes: The Role of the Case Officer
We will also have ‘EHCP – the draft plan and the plan’ ready soon. Our next recordings will be on annual reviews and
tribunals in May and June. Please do send your comments or questions into us – do the videos match your own experiences?
You can email Leanne – leanne.h@familyvoicesurrey.org

Mindworks

Did you attend the Mindworks Amplify event last week? We would love to hear your feedback.
Please email kate.g@familyvoicesurrey.org

Health

The Surrey Youth Games commences next month and we have completed some SEND online training for tier coaches this
month to support inclusivity. Next month we will also be completing training and a Question and Answers session for the
Club4 coaches at Active Surrey.

Social Care

We have been working with the Social Care Team’s to develop a visual for families that explains what support is available
and how you can access or learn more about them. This will be finalised by the end of this month at which time we will share
with families to gain their feedback and see what they would like more detail on.

Surrey County Councils
Inclusive Apprenticeship
Project

The Inclusive Apprentice Scheme has been set up through the Preparation for Adulthood programme to accommodate
young people with an EHCP. The aims of the project are to support young people who would otherwise struggle to enter the
regular apprenticeship scheme because of the competitive nature of the recruitment process, demonstrate the huge value
of employing a young person with SEND and to act as a trailblazer for other employers to model across the county. This is
the second year of the project and there are 15 new opportunities starting in September 2022
Apprenticeship vacancies can be found at: https://www.surreycc.gov.uk/jobs
Inclusive Apprenticeship job adverts open on 23/05/2022.
Interviews are expected to take place on week commencing 27/06/2022.
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Meetings attended
Project

Information

Inclusion
Communication
EBSNA
Inclusion
PFA
PFA
Autism
Inclusion
Early Years
Direct Payments
L’SPA
Mindworks
Social care
Active Surrey Training
L’SPA
Mindworks
Mindworks
Short breaks

Team Around The School Meeting
Intensive Interaction Recording
EBSNA meeting
Surrey Youth Focus and Family Voice Meeting
PFA Transformation Board
PFA Comms and Engagement
Autism Strategy Meeting
Team Around the School Steering Group
CHES Catch up meeting
Direct payments group
L'SPA update with Louise Forde
ND bi weekly call x2
Social care mapping x2
Training sports coaches
Ethnographic research presentation
ND friendly school call
Leadership team meeting
SYF planning meeting
Surrey Safeguarding Children’s partnership
LSPA
Self-Evaluation: ethnographic research brief
Schools forum
Emerge
SSCP Engagement and Communication subgroup
EWMH check in
SENDIAS steering group

Family Voice Surrey
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Interview panel for EISM role
Hurst Park School meet the parents
Cabinet meeting
SAS steering group
Social Care team update
Interview panel for DCS chief of staff
ND workshop
SE19 SEND Network: DfE regional briefing on Green paper

Glossary
SEND

Special educational needs and disability

Schools Forum

A representative body of schools who discuss and
make decisions about schools funding. FVS is the
SEND representative on the forum

NNPCF

National network of parent carer forums

EHCP

Education, health and care plan

Alternative
Provision

Education not provided in a school. Includes A2E,
hospital school, virtual school, PRU, home tutors and
more

Local Offer

Most often used to refer to the website that gives
information on SEND provision in Surrey

UVP

User voice and participation team. A SCC team that
specialises in hearing the voice of young people in
care, using CAMHS and with SEND

DCS

Director for Children’s Services

DfE/NHSE

Department for Education, NHS England

SaBP

Surrey and Borders Partnership Trust… deliver the
mental health and neurodevelopmental assessment
services

LD & ASD
programme board

Discuss is a broad range of issues affecting children,
young people and adults with learning disabilities
and or autism spectrum disorders

DA

Domestic abuse

Family Voice Surrey
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SEMH

Social, emotional and mental health

DCO

Designated Clinical Officer

CwD

Children with Disabilities social care team

SWP

Surrey Wellbeing Partnership

NEET

Not in education, employment or training

SSCP

Surrey Safeguarding Children’s Partnership

SYF

Surrey Youth Focus

RFID

Restrictive Food Intake Disorder

ARFID

Avoidant Restrictive Food Intake Disorder

EBSNA

Emotionally Based School Non-Attendance

CCHS

Children’s Community Health Service
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