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SWINDON SEND

FAMILIES VOICE

‘Our voices are better together’

NEW SEND
SHARING
SERVICE

BRANCHES
IS MAKING A
COMEBACK!

SSFV AT PRIDE!
Incredibly proud to support
Swindon & Wiltshire Pride!

Mums on a Mission
Mobiloo Awareness Day

Back in the Spring 2020 edition
of our newsletter we spoke to
local campaign group Mums on
a Mission to hear all about who
they are and what they wanted
to achieve. We joined them at
their Mobiloo awareness day at
Lydiard Park in July to find out
what they have been up to and
why it’s so important to have
proper changing facilities for
disabled children and adults.

AUTUMN 2021

NEW VENUE

We are moving!

We are pleased to say that we are
moving into Sanford House, which is
currently home to Swindon Carers,
Healthwatch, Citizens Advice and other
advice and support services.

T

he MOAMs are made up of Anna,
Sarah, Abi, Louise, Bron and Jess. All
six ladies are Mums to wonderful children
with complex needs and are campaigning
for proper Changing Places toilets for
children, young people and adults.

It’s hard to believe that in the twenty-first
century society still expects for carers to
change the people they are looking after
on the floor!

...continues on page 2

SSFV SUPPORT
PHONE LINE
07486 873405

JOIN OUR MAILING LIST
www.swindonsendfamiliesvoice.org.uk/mailing-list-sign-up/
Make sure you have your say on current surveys, consultations and
focus groups and for information about our events and workshops.

OPEN MON 9.30-13.30 & THU 19.00-22.00

Call us on 07486 873405 or email swindonsendfamiliesvoice@outlook.com

www.swindonsendfamiliesvoice.org.uk

SwindonSENDFamiliesVoice
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Mums on a Mission
Swindon

Update on the
progress on
their campaign
CHANGING PLACES
TOILETS AT...
GWH Hopefully good
news is coming later
this year!

We asked the MOAMs, why
have you come here today?
Abi: “To raise awareness for
the need of changing places
in Swindon’s parks and open
spaces.”
Why did you chose
this venue?
Louise: “Lydiard park is one
of our best loved local parks
and we love to come here in
the summer, but changing
your daughter on a disabled
toilet floor is not at all the way
we want to go, so having a
Changing Places facility would
make life so much easier to
come out.”
What are your hopes for
today?
Sarah: “We hope people will
come out and use the Mobiloo,
we hope that people will find
it useful, and we hope that it
publicizes the fact that actually
more people will come to the
park and everybody can enjoy
the space if they have the
facilities that they need.”

SWINDON DESIGNER
OUTLET They agreed
to have a Mobiloo at the
centre every Wednesday
in August, and hopefully
more good news is
coming soon!

During the
awareness day the
Mobiloo was used

INCLUSIVE PLAY
EQUIPMENT

26 TIMES
Louise: “The
impact of not
having a changing
place is not just
for the disabled child or
adult it’s for the whole family.
My son for example, he has
to leave early, that’s how it
affects him when we go out.
He says ‘How long are we
going to be there and what
time will we be leaving’ and
he gets upset that we have
to leave sometimes after only
half an hour or an hour, so it
affects the whole family.”
Abi: “I have to plan my
journey, have they got
suitable changing facilities? I
will go to the places that have
one and have to avoid those
that don’t.”

“THE IMPACT OF NOT
HAVING A CHANGING
PLACE IS NOT JUST
FOR THE DISABLED
CHILD OR ADULT
IT’S FOR THE WHOLE
FAMILY”
Jess: “The older the children
get the more challenging it
gets to physically change them,
they often don’t fit on the floor
and also they have behaviours,
so it gets very hard and we
can’t do stand up changing so
they need to lie down for their
own safety but there isn’t the
space and it isn’t clean!”
...continues on page 3

COATE WATER We are
continuing to lobby
Swindon's decision
makers over the new
play park at Coate Water.
Swindon Borough
Council have £400K to
spend on the new play
area and we are calling
for it to be our town's
first ever "flagship"
inclusive play park!
INCLUSIVE PLAY IN
LOCAL PLAY AREAS
We've put together
an "Inclusive Play
Information Pack"
for SBC and local
Parish Councils and
attended numerous
meetings with them
to talk about the
importance of inclusive
play equipment and
the many benefits to
communities as well as
families like ours.
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How did the partnership
with Mobiloo come about?
Anna: “Mobiloo got in touch
with Mums on a Mission
when we posted a picture of
the standard disabled toilet
here and it wasn’t very clean,
it was really muddy and filthy.
We don’t want to change our
children on filthy floors. They
said they would like to work
with us on our campaign
and gave us a Mobiloo for
the day. We would love to
see permanent Changing
Places facilities in both here
and Coate Water park. They
are both really popular well
used parks, and we often will
leave Swindon and go and
use parks in neighbouring
authorities that have
Changing Places toilets, for
example we love Swinley Park
in Bracknell, but it’s over an
hour away. There is also a park
in Cheltenham and Devizes all
with Changing Places toilets.
Yet our own major parks on
our doorstep don’t have the
facilities and that’s why we so
desperately want them.”

So, what do you do if you
come here and then find
your young person needs
changing?
Anna: “Our only options are
to change them in the back
of our cars – and they are
getting too big for that now,
on the floor of the standard
disabled loos that aren’t big
enough or have the right
equipment to do so or are
dirty, or we go home early
which is what most of us

do. For our friends who have
typical children they can come
all day, use the play area, have
a picnic, go for a walk, but we
often have to go after an hour!
During the lockdown a lot was
made of how open spaces are
good for mental health, but
our mental health matters too,
and so does our children’s, but
when we have to change our
children on floors that has a
dreadful impact on all of our
mental health.”

“THERE ARE MORE
STANDARD TOILETS
IN WEMBLEY
STADIUM ALONE
THAN THERE ARE
CHANGING PLACES
ACROSS THE WHOLE
OF THE UK”
Mandy Prosser, Operations
Manager at Mobiloo

If you would like more information about Mums on a Mission you can find them
on Facebook: www.facebook.com/MOAMSwindon

FACT

FACT

FACT

FACT

22 PARENTS
& CARERS

WE HAVE
535 PEOPLE

WE HAVE 2,224
FOLLOWERS

Over the summer
term we delivered

attended our Meet the
Head of SEND session in July!

on our mailing list!

on Facebook!

259 SUPPORT
PACKS TO FAMILIES
in Early Years settings!
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Local SEND Champions
In each newsletter we speak to local people and businesses who are making a
difference in the SEND community. This time we spoke to Linda Akehurst (pictured
left) who is one of the admins (along with Tammy, Kellie, Sarah, Claire, Alisha and
Jessica) of the very popular and successful Facebook group A Support Group for
Parents (Autism/ADHD Swindon) which was started in 2014 and has 2,500 members!
Linda, what made you
start this group?
I started this group years ago
as there was no support for
families in Swindon whose
children had been diagnosed
with Autism and ADHD. I was
very fortunate to have some
amazing friends who joined
me as admin.
What do you like most
about running the group?
I love that we have the
most amazing members
and support system. I have
made such amazing long-life
friends, and so have my kids.
There is no judgement ever,
and the information that we
get is amazing.

“SWINDON DEFINITELY
HAS AMAZING
SUPPORT IN THIS
COMMUNITY, AND
HOPEFULLY THIS WILL
ONLY GET BETTER.”

Have the support needs of
parents changed over the
years, if so how?
Yes, they definitely have.
More parents are opening
up about their struggles and
finding that actually someone
else has been through this as
well. More support is needed
as funding has been cut in
many areas, so parents have
to get creative. There is still
a lack of understanding in
Wiltshire so everyday a new
parent just needs to feel like
they aren’t alone.
What do you think are the
biggest challenges parents
face regarding their children
with Autism and ADHD?
Acceptance is a huge
challenge. For many years
children with Autism and
ADHD were seen as being
naughty or badly behaved.

Our group is starting to
break this stigma. As Autism
is known as an invisible
diagnosis, parents have
to fight that much harder
to get the help their kids
need. Whether it’s school
placements, social groups
or just the big outside
world, there will always be
challenges.
What are your hopes for
families with Autistic and
ADHD children for the
future?

We applaud Linda and her
team for all the incredible
work they do and wish them
continued success for their
much needed group! Thank
you all! If you want to join
their group you can find A
Support Group for Parents
(Autism, ADHD Swindon) here:
www.facebook.com/
groups/1410331095886248/

We hope that one day parents
won’t have to fight so hard
to get the support they
need. We hope that Autism
and ADHD will be seen as an
incredibly valid diagnosis, and
parents will see their fight has
been worth it all.

If you have anyone you would like to nominate for the Local SEND Champions
please let us know by emailing us at swindonsendfamiliesvoice@outlook.com
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Making those
tricky journeys a
little bit easier
You told us that sometimes
SEND Transport taxi drivers
don’t always have the
understanding and awareness
of our children’s needs and
this can result in a stressful
journey.
We put together this leaflet
for all drivers. The handy sized
booklet will fit nicely into their
glove compartments, and has
been written in simple but
effective language so it is not
overwhelming to read. We hope
it makes a difference to all your
young passengers!

In August we were incredibly proud to
support Swindon & Wiltshire Pride!
Pride was our first in-person event
since Covid came to our doors, and
what can we say? It was amazing!!!
So lovely to be back talking to lots of
parents and seeing so many different
colours and happy people soaking up
the atmosphere. Thank you to everyone
that stopped at our stall to say ‘Hello’. We
gave out some support and information
packs, some care packs and some stress
balls - because my goodness most of us
probably need one after the 18 months
we’ve all had!
We were based in the Community Area,
so had the opportunity to network with
lots of other community groups to find
out what they do and share what we do
too! We created a Covid-friendly inclusive
game for any child to play where you
won either a fidget toy or sweets so
everyone could go away happy! We see
the SEND Community in Swindon as

one big family, so we really wanted to
do something nice for another group, so
we decided to give our profits from the
game to Swindon Carers Centre.
Rebecca Harrison, our Vice Chair, gave
her views on the day, “The day was
incredibly inclusive to all people! It was
welcoming, colourful, vibrant and happy!
There was such a fantastic family feel to
the event! The whole venue was made
really accessible. The Mobiloo (mobile
changing places facilities) was fantastic
as were all the Pride volunteers and staff.
We had lots of new families visit our stall
and the atmosphere was really kind and
caring for all the visitors that saw us,
who all said what a great time they were
having.”
We enjoyed the day so much we
will definitely be putting our names
down to attend next year!
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Spotlight on our
Parent Carer Reps
Every newsletter we introduce you to
one of our parent carer representatives.
This month we are introducing…

Caroline Devlin
I’m a proud mum of two
girls aged 12 and 10, both
with Autism and ADHD.
I’m an original founder of
Swindon SEND Families Voice,
the Finance Co-ordinator/
Treasurer and a Director of this
Community Interest Company.
I also work with an Educational
Psychologist to facilitate the
Cygnets Course – this learning
resource has been designed
by Barnado’s to help parents
of children diagnosed with
Autism to understand their
child’s needs better.
What do you enjoy about
being a parent rep?
I love being part of the
amazing Swindon SEND
Families Voice team. Around
4 years ago, I had to make a
tough decision to leave my
last job, due to the needs
of my children, and this is
where my work to build
Swindon SEND Families Voice
began. I now have flexibility
and colleagues that really
understand what it’s like
being a parent carer and that
our children’s needs come
first. I have liked watching
new parent reps grow in
confidence and become
valuable members of the
team. From my personal

experiences, I remember
how overwhelmed, isolated
and emotional I felt when
my children where first
diagnosed. I didn’t have a
clue, but I have met so many
wonderful people and learnt
so much on my journey.

“I JUST WANT OTHER
PARENTS TO KNOW
THEY AREN’T ALONE
AND THERE IS SO
MUCH HELP AND
SUPPORT OUT THERE
FOR THEM.”
I like meeting new parents
and helping them to get
support and of course,
keeping track on all our grants
and everyone’s spending!
What has been your
proudest moment?
There are many, but some that
are brought to mind are that
during the Local Area SEND
Inspection in 2018, we were
highly praised by the Ofsted
inspectors, we had only been
going a few months too! I am
proud to be a founder and
parent rep. Looking back over
the last three and half years

and seeing how far we have
come is a great achievement.
We are now much more
organised and professional
(or we may appear to be!) It is
a great moment to receive a
thank you from parents that
I have personally helped on
their journey.
If you could change one
thing about SEND?
It’s hard to give just one!
Earlier identification of need; I
feel that many children’s SEND
needs are not being identified
early enough, without early
support or understanding this
can have an effect on mental
health and self-esteem. I
would like more training and
awareness in schools, not
just for the teachers, but the
Midday Supervisors. Break
times can often be a very
challenging time for a child
with SEND. Receptionists
would also benefit from
training, as they are often the
ones that have to deal with
the school refusers.
More people are affected
by ADHD than autism so I
would like more awareness,

understanding and training to
be easily available/accessible
to everyone and lose the
stigma that ADHD is the result
of poor parenting or due to
diet, it isn’t. Also, I would like
more incentives for schools to
identify needs - more funding.
Ring fence the school SEND
funding so it can only be used
for SEND and nothing else.
I want schools that aren’t
supporting children with
SEND properly to be made
accountable, parents
shouldn’t have to move
schools to get the right
support for their children, it’s
not fair on the schools that are
doing a good job.
What do you do when you
are not a parent rep?
I enjoy swimming, yoga,
keeping fit, knitting and basic
sewing. Exploring spirituality
and energy healing.

Want to find out more?
For more information about
the Cygnet course look on
the Swindon Local Offer
website here
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Vice Chair’s Update
Rebecca Harrison

We have been busy beavering away on
several projects this year, two of which will be
brand new and coming soon in September!

Projecting Success!
But before we reveal our
new services, here's a quick
update on our ongoing
Reshaping Conversations
project:
Those that haven’t heard of
Reshaping Conversations, it
is a project aimed at helping
everyone to talk more positively
about special needs and
disability. The project highlights
real lived experiences of parents
and carers to get people
thinking differently and to
promote positive change. You
can find out more about it here:
reshapingconversations.com

So far, the project has been
rolled out across GWH Hospital
where every single staff
member has now been asked
to watch our video! We have
also presented the video to the
Swindon SENCo network and
across the Swindon Borough
Council (SBC) workforce through
one of their lunch and learn
sessions. Our video has even
started to reach other local
authorities and we are receiving
requests from further afield to
share our message! SBC has now
rolled out our accompanying
Training Module which has
received fantastic feedback so

Introducing our new listening
and support phoneline for
parents and carers of children
with additional needs

07486 873405
SwindonSENDFamiliesVoice

far from professionals across
education and social care! The
training module is now being
released by our local NHS and
Clinical Commissioning Group so
that health care workers across
all services can also access the
training. Finally, we have recently
been in talks with Wiltshire
Police who would also like to
help highlight our message and
have committed to rolling out
the training throughout their
Wiltshire division! We really
are starting to reshape the
conversation far and wide!

How do we
know the
training is
helping?
A professional
in Social Care
responded to the
training module
with this statement,
“I will think before I
speak; what impact
will the words I say
have on a parent or
young person?”

Who we are?

What will the phoneline offer?

We are a parent carer forum
run by local parents and
carers of children with Special
Educational Needs and
Disabilities.

• A listening ear
• Understanding
• No judgement
• Support
• Information and signposting
• Care and empathy

When will the phoneline be
available?
Every Monday morning from
9.30am-1.30pm and Thursday
evening from 7pm-10pm

‘Our voices are better together’

Who is the phoneline for?
Parents and carers of children
with any additional needs
whether the child has an official
diagnosis or not.
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VICE CHAIR UPDATE

Exciting New Projects!

From September we will be going
live with our brand new Sharing
Service. A fantastic new lending
library of toys and specialist
equipment for SEND families!
We will be running an online catalogue
of items for you to browse and reserve
items. There will be details of terms,
conditions and how to borrow items
coming soon, so keep an eye on our
social media and website for more
information.

We have some brilliant items to share!
Here are just a few of the items we have
either purchased or have been donated
to us by some very lovely authors and
businesses!

SEND Meeting Support Service
The SEND Meeting Support Service
is an exciting new project from
Swindon SEND Families Voice in
partnership with SIAS - the SEND
information advice and support
service (previously SENDIASS)
The service will be made up of 6
members of our team who will work as
Supporters. The team will be managed
by me and supported by SIAS. Our
Supporters will soon be on hand to
attend certain SEND related meetings
with parent carers. Parents who contact
SIAS for support will be triaged by the
SIAS team to decide whether a referral
to the SEND Meeting Support Service is
appropriate.
Once we receive the request from SIAS
our Parent Supporters will be able to
support parents during certain meetings
such as: EHCP Reviews, TACs/Early Help
Meetings and SENCo Meetings. Our team
of Supporters will be there for moral

support and to minute the meeting
for you. We will not be providing any
professional or legal advice and will
not be case holding families. However,
we hope to provide an understanding,
supportive and practical service from
SEND parent to SEND parent. More details
will follow in the Autumn term.

Jacqui Watt, Chair of
Swindon SEND Families Voice...

Freyr Bendleton from SIAS “We are really
looking forward to working with the
SEND meeting support service. Going to
meetings about your child’s education
can be a very positive experience but it
can also be confusing, overwhelming
or frustrating, especially if you are on
your own! SIAS will still be providing the
same amount of information advice and
support as we currently do, as well as
working together with the SEND meeting
support service to ensure that as many
families as possible have support in
meetings so that their views, opinions
and wishes are heard.”

“We are being asked more and
more by both schools and parents
to support during meetings, so
I am delighted that Swindon
Borough Council came on board
with the idea and have provided
us with funding for one year to
pilot the scheme. SIAS provide
a very much needed service and
are always extremely busy. We are
really looking forward to working
with them and are grateful that
they have put their faith in our
team to provide a good service
alongside them.”
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Letter from the Chair
Branches Support Group
is making a comeback!
Now that Covid restrictions have loosened, we are
pleased to say that our face to face support group
is coming back from Autumn (said with our fingers
firmly crossed!)
Of course if necessary we will
revert back to online sessions,
and may even do a mixture
of the two, but we are really
looking forward to the social
side of the group and getting
back to seeing all you lovely
Swindon parents once more!
We have lots of interesting
guest speakers already lined
up including Dr Teresa Carter
and Amy Smith (who manage
the NDC Pathway for Autism/

ADHD diagnosis) Mental
Health Trailblazer team, Teresa
Jones – the Manager of the
Disabled Children’s Team, and
Lisa Savage who is the interim
Head of SEND at Swindon
Borough Council.
Check out our website,
monthly e-bulletin and
Facebook page for full details
of when and where the group
will be held.

You may have seen that we were
nominated for a National Diversity Award
recently. Although we didn’t end up
getting shortlisted I must say that the
overall experience was really positive and
humbling.
Sometimes, doing this work can feel like a thankless
task. There is so much we all want to improve for
everyone’s children that it’s overwhelming and
can often seem like it’s one step forward and two
steps back!
We are all truly thankful and appreciative to have
received so many positive comments from parents
who voted for us. Our team work so hard, and are
so passionate, and although we do receive some
funding (it isn’t much!) we all give up so much of
our time on a voluntary basis – from those team
members who answer parent queries on Facebook
at 9pm at night, to those that spent hours packing
the 259 support packs we sent out before the
summer! So thank you from all of us for all the kind
words it really did mean the world to us.

If you aren’t a member of our mailing list yet you can join
by clicking here.

Feedback
"I t’s been a pleasure working with
the parents and carers at Swindon
SEND Families Voice! Thanks for all
your support on our projects, no idea
where we would be without you!”

“Thanks to Swindon SEND Families
Voice for arranging the group session
tonight. You work really hard to try
and make things better for families
and our children”

Commissioner at Swindon Borough Council

Parent

Jacqui

