








Holidays (I

Mallorca in the sunshine -
it's all worthwhile

Ingrid Cabral tells us about her
family holiday last year

We are a family of four, mummy, daddy,
Emma and little sister and we live in
West Sussex.

Emma is five and a half and has WDS
(Worster Drought syndrome). She

uses ‘sign and say’ and Makaton to
communicate at present, as it's not
always clear what she’s trying to say.
Emma is still not on solid food as she
chokes a lot on lumps and also can't
cope with thin fluids (water, thin juice).
Everything | cook for her has to be
blended. She also suffers from aspiration
and often ends up with chest infections
as a result. And lastly Emma can't control
her mouth and dribbles a lot.

Last October we took the girls to
Mallorca to enjoy the last rays of
sunshine and to boost up Emma's
immune system before winter. As much
as holiday is a time to relax and chill
out, it puts a lot of pressure on me as

it means that | have to find new ways
of feeding Emma. | also need to ensure
she gets what she needs, in terms of
food intake.

The new regulations on airplanes
prevent us from taking too much food
with us onboard and for security reasons
| have to open and taste the jars at
passport control. The contents only last
for a few hours after being opened, not
to mention that baby food is not exactly
yummy in the first place and even less
when cold!

Emma’s condition means that feeding
can be very messy as her coordination
is impaired. However, we encourage her
to feed herself and it's always a case of
‘hit and miss’ as Emma can't close her
mouth for more than a few seconds,
food often comes out. So | always

take a ton of bibs for her, wherever

we go (even if it's just a trip to the
supermarket) to catch the dribble that
soaks through her clothes. As Emma is

growing the bib becomes
a problem as people stare
and make comments.
Luckily, for now, Emma is
unaware and not quite self
conscious yet.

So, packing is always

a stressful time as we

want to take as little as

possible but we always

need soooooo much with

children. We therefore

need to take loads of

extra t-shirts/tops, bibs

and clothes in general. In summer | can
change Emma'’s clothes up to four times
a day otherwise her chest would remain
wet all day (despite the bib).

The problem outside home is that there
are a lot of things you take for granted,
that are not always available on holiday.

When | need to feed Emma outside

| give her baby jars as it's the right
consistency for her but it is not always
easy to find them abroad for one thing
and we always need a microwave to
warm them up. In most cases we are
told that using microwaves to warm

up baby food in restaurant is against
regulations so we end up waiting for
hours for the jars to warm up in a cup
of hot water...The same applies with
milk bottles...blenders are not readily
available either on holiday.

Emma, like any other kid, really enjoys
the beach, playing in the sand and
splashing her sister in the water!

Sometimes, all | can think about is the
next meal and to be honest, | do find
holidays very stressfull However, she
enjoys the experience so much that it
makes it all worthwhile. |
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WD Holidays

In the blink of an eye!

Leisure means different things to different people. Here Zoe Picton-
Howell talks about her son’s love of poetry and his status as rising
star in the poetry world plus his fundraising trike ride

I'm so proud of my son. We live in

Edinburgh, and Adam, who's 11, has had
something of a whirlwind year, complete
with awards and accolades for his poetry.

Adam is blind, has severe cerebral

palsy and several life threatening health
problems. He uses a variety of ways

to compose his poetry, all involving
blinking; from selecting words and
phrases from lists found on the Internet,
to spelling out individual words using an
alphabet chart.

“It's easy for people
who see a child with
an illness or disability
to assume that
perhaps they don't
understand”

It's easy for people who see a child with
an illness or disability to assume that
perhaps they don't understand, and it
must be very frustrating if you're a child
in that situation. Thankfully, for Adam
it's becoming less and less the case.
People know that Adam can understand
and treat him appropriately which is
really positive.

It all began when he received the
Special Achievement Award for his
poetry at the first ever Brit Writers'
Awards in July 2010. He was one of
nine prize winners chosen from 21,000
entrants. His award is all the more
impressive because, as | said, Adam
writes by blinking to choose words and
syllables for his poems, and it takes him
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a whole day to write just one line and
several weeks to complete a poem.

Adam’s poems got through three rounds
of the competition to the semi-finals
before the organisers learnt of Adam's
conditions, and how he writes his poetry.
At the award ceremony, Adam recited

— using his computer-generated voice

— one of his three entries, called A Silly
Poem’. Adam then told a delighted O2
audience “It is really hard telling people
what you are thinking by blinking, but |
love writing poems”.

For me, it's wonderful to know he's
found a way to express himself in

the way he loves. Adam's overcome
incredible challenges and despite
spending almost six years in hospital he's
shown great determination in pursuing
his love of writing. He regularly adds
entries and new poems to his blog ‘In
the blink of an eye’ where his ‘about me’
section says: “Other boys and girls play
with toys. | play with words".

Not only that, he's now enjoying
worldwide acclaim, with stories of his
achievement being published as far
afield as India, the USA and Australia.

He visited 10 Downing Street during a
visit to London and has received a letter
congratulating him on his Brit Award from
Scotland's First Minister, Alex Salmond.

But Adam’s achievements didn't stop
there and in December last year, Adam
was featured on the news after being
awarded a Gold Blue Peter Badge for his
poetry. The badge is Blue Peter's highest
award and Adam is one of only 1,000
people to receive it in the programme’s
52-year history.




Holidays (NN

It's important to Adam to make people on his adapted trike and practicing hard massive achievement as he's unable

laugh and feel a range of emotions
through his poetry. And in January th
year Adam was ‘Highly Commended
the Scottish Book Trust/Sunday Hera
for his entry in the Jacqueline Wilson
Short Story competition.

to raise funds to support the work of to walk or stand unaided and uses
is volunteers for Contact a Family Scotland.  oxygen. As | said, I'm so proud of what
"in he's achieved and seeing how much

Id "Other boys and girls he loves what he's doing. If you would

like to support him you can visit his

play with toys. | play  fundrising page at:

www.virginmoneygiving.com/adambojelian

- n
As if writing award-winning poetry by with WO rdS .
blinking wasn't enough, Adam has set Adam's blog: intheblinkofaneyepoems
himself a new challenge which he thinks ~ He will ride a mile through his local park  byadambojelian.blogspot.com M
is even tougher! He's been training up in Edinburgh on his trike. This will be a
0

A Silly Poem

At my schoo] the

and chases the g &reen fish digs a hole

08 down the road.

loud anqg tells me g, Joke

Ilaugh,

to the moon,

I 80 off looking for hot dogs

Adam Bojelian 2010
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Holiday at home

A mum tells us how being
creative with the pennies can
make memorable holidays

I'd earmarked Saturday morning to
write this piece, thinking my (now
grown-up, well, 26, 21 and 17 year old)
children would be occupied in a flurry
of domesticity. Friday night's meal was
finished off nicely with some Marks

and Spencer's Millionaires Shortcake
reduced to £1! This had sparked many
reminiscences of days out and how our
‘holiday at home' occasions were often
combined with rare treats from M&S and
gallons of over-diluted orange squash.

Having no money, no car and no
support never meant missing out. It just
meant learning to be a creative with

the pennies and making the most of

all the free stuff in London. There are
museums, galleries, libraries, festivals,
fetes, parks and miles of endless river.
Even the Christmas panto was free —
and still is, thanks to the Lyric's Free First
Night schemel!

The only trouble was every trip had to be
planned with military precision.

Having an incontinent child requires

an in-depth knowledge of every public
WC, friendly pub, café and discreet alley
in London. As well as opening hours,
whether there's a disabled facility, where
to get the key and how to have a stand-
up-row with a jobs-worth demanding
"who exactly is disabled because no-
one's in a wheelchair?”

Once equipped with all this vital
information (and a buggy full of nappies,
incontinence pads, nappy sacks, wipes, as
many changes of clothes the buggy can
take and of course half a ton of packed
lunch) then London truly is your oyster.

This morning, however, a few unwashed
plates in the sink trigger an almighty
sibling row. I'm reminded that not every
disabled child (or adult) is a fluffy-
cotton-candy-baring-all’ stoical type,
mine certainly wasn't (isn't). Many rage
against the unfairness of it all.

22 Connected Summer 2011

I'm reminded that a dear friend once

told me “there’s no such thing as a

disabled child, only a disabled family”
and this still rings true, even now, as

his younger brother and sister rage
for and against him.

The trouble with disabilities

that include complications like
incontinence is that although
they are not obviously visible and
one doesn't announce it to the
world; there is still much shame,
guilt, embarrassment and secrecy
involved. There may well be with
any disability, visible or otherwise,
and this can be a constant stress
factor, even well into adulthood.

Happily, these days, the rows
generally end in tears or silence,
a vast improvement on fisty-cuffs
or neighbours calling the police.
The aftermath is that it is well into
the afternoon before | can even
contemplate putting pen to paper.

However, as tomorrow's another day

and it's the small things in life that
count, | am safe in the knowledge
that London is still a wonderful-free-

and-beautiful city. And possibly more

importantly, I've got a secret stash
of (seriously-reduced) M&S Ghostly
Halloween Cakes and I'm not afraid

to use them! Bagsy not me doing the

washing-up! M

The Changing Places Consortium

is a group of organisations working
to support the rights of people with
profound and multiple learning
disabilities to access their community.
They are campaigning for Changing
Places toilets to be installed in big
public places.

Their website has a searchable map of
Changing Places toilets:
www.changing-places.org

The National Key scheme (NKS)
offers independent access to disabled
people to almost 9,000 locked public
toilets around the country.

National Key Scheme Guide

(NKS) 2011

Published by RADAR, this is the

tenth edition of the NKS Guide

which lists almost 9,000 accessible
disabled toilets fitted with the NKS
lock throughout the UK (£16.99
which includes P&P). It has also been
updated with information on Changing
Places toilets.

For further information about the
National Key Scheme, visit
www.radar.org.uk

A list of toilets fitted with the
NKS lock is also updated on
the Direct Enquiries website:
www.directenquiries.com




Resources - Local contacts

Support in Southwark

Ella tells us how support from our Southwark office has given
her the drive and the tools to fight her son George’s corner

Ella and James have two sons, George
aged three and a half and Will, aged

10 months. George has Cri Du Chat
Syndrome, a very rare condition
affecting 1 in 50,000. At two weeks old
Ella and Paul were given a diagnosis for
George.

Ella said: “l remember being given a
piece of paper which had “abnormal
result” printed at the top. Because the
condition is so rare, doctors didn't know
much about it and we were told to go
home and look for information on the
internet. It was hard because everything
on the website is worst case scenario
and very negative. We felt completely
lost and in limbo until my friend told
me about Contact a Family, which she
had spotted in the Red Book (formally
known as Personal Child Health
Record).

‘I turned up unannounced at my local
office in Southwark. The team was so
welcoming, they made me a cup of tea,
they understood everything; they had
plenty of time and energy to reassure
me. | was given time to look through
their resources and information and
then | picked out a few useful parent
guides together with a team member!

Ella was told about the forthcoming events
being organised by Contact a Family
Southwark and became a member.

"We started attending the social events
and really got to know the local team as
well as some of the other mums. It was
great to meet other families who had
more than one child and led very happy
lives. | took inspiration from them and
we have gone on to have another son
and a brother for George.

“It doesn't matter what the disability is,
parents have the same issues with their
children such as behaviour, getting a
statement, Disability Living Allowance
(DLA). What is great for us is that Contact
a Family is in our area and | can drop in
any time for coffee mornings and talk to
the team about issues we are having at
that particular time, such as currently we
are waiting for a statement for George.

“Contact a Family shares
our passion for our disabled
children. They want our
children to reach their full
potential just like we do.”

“Contact a Family has also kept me
going with the little battles to get the
right support for him. Practical help such
as helping me fill in the DLA form was
invaluable.

“George is a very sociable and
affectionate little boy. He is non-verbal
but is now learning Makaton signing. We
went as a family to a Makaton workshop
organised by Contact a Family which
was great. George has now learnt about
40 to 50 signs which helps him to
communicate, a huge step forward.

“| feel like | am at the beginning of my
journey with Contact a Family, | am fairly
new to it all, but | hope that they will
continue to be involved in our lives!” M

Local contacts - support from Contact a Family

Volunteer parent representatives
Contact a Family has a team of
volunteer parent representatives
around the UK. As parents or carers

of children with special needs and
disabilities themselves, volunteer
parent representatives fully appreciate
the impact of caring for children with
complex needs. Volunteer parent
representatives offer parents someone
to talk to, provide peer support and will
also signpost families to local sources
of information and support.

Family workers

Contact a Family’s team of experienced
family workers covers different parts of the
UK. Family workers can help parents with
the wide range of issues that families can
face when caring for a disabled child.

Whether it's advice on claiming
benefits, providing information about
special education needs or putting
you in touch with local and national
sources of support, Contact a Family's
family workers have a wealth of

knowledge to share. Family workers
also offer support to families in times
of particular need and help build
parent’'s knowledge and confidence.

How to find local contacts

To find your local family worker or
volunteer parent representative, phone
our freephone helpline or visit our
website.

Freephone helpline 0808 808 3555
www.cafamily.org.uk/inyourarea
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contact a family

for families with disabled children

Getting in contact with us

(
Have you gOt t-he Contactal_:amily
Contact a Family London ECIV TN

Tel: 020 7608 8700

Dil'ECtOI'y 201 1/12? Fax: 020 7608 8701

e-mail: info@cafamily.org.uk

If you work with children with disabilities Www.cafal_nily.org.uk
or additional needs, our Directory www.makingcontact.org
2011/12 is the vital resource for you.

Ring the Contact a Family freephone helpline for advice and
information on any aspect of caring for a disabled child.

Contact a Family Directory 2011/12 is available in

paperback for £40 or as an annual online subscription Contact a Family is the only UK charity providing support
for £15 plus VAT. and advice to parents whatever the medical condition or

_ : : disability of their child. Our helpline is a ‘one-stop-shop’
It has information on more than 430 different for parents and families whenever they need answers.

disabilities and health conditions. There is also contact
information for hundreds of groups and organisations
offering support to families whose children have a

Social networking
Contact a Family is on Facebook and Twitter.

specific condition. Facebook ,
www.facebook.com/contactafamily

To order a copy you can pay by card at our online Twitter

shop: www.cafamily.org.uk/shop.htmi?scat=8 http://twitter.com/contactafamily
Podcasts

Or to pay by cheque, call Natalie Adams on You can download podcasts from our website

020 7608 8700. at www.cafamily.org.uk/news/podcasts.html

iTunes users can listen to our podcasts at
www.cafamily.org.uk/itunes

Videos

You can watch videos on our oo

YouTube channel at Language Line
www.youtube.com/cafamily e
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