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The Grapevine...

Raising awareness, supporting each other and
information about related organisations.

LOCAL GROUPS

1Voice would like to develop a
database of groups and support
available for people in their local
area. If you run or attend a group
and would like more people to
know about you, please get in
touch.

Your group could also reach
other people by featuring in our
newsletter.

Please email info@1voice.info

THAI ORPHANAGE

- Kate McCallum

Last call to help Thailand's only
orphanage for Children with
Additional Needs!

They want the old equipment that
has been cluttering up your shed
and garage for years including
wheelchairs, seating, old splints
and footwear, slip mats, special
cups or spoons. New or old,
broken or not, we will take any
non-electrical SEN equipment
you no longer use.

Please email
katemccallum@1lvoice.info and
we can sort out collection.
Thank you!

MEETING AT THE
DEPARTMENT OF

HEALTH - Joe
Lenartowicz

Following a successful
meeting with John Lewis in
July 2007, Joe Lenartowicz,
Katie Clarke, Katie Caryer and
Tamsin Crothers travelled to
London, to the Department of

Health. They met with a team
of officials involved in the
Bercow Review of Speech and
Language Therapy provision
and in providing equipment
and services to people using
AAC. Joe Lenartowicz feeds
back:

We had a very successful
meeting at which we made sure
that the government is fully
aware of the entire range of
services that are required to be
in place to support VOCAs
properly. The meeting was
arranged as a follow-up to the
meeting we had in the summer
(with Ivan Lewis) so they could
get more detail from us.

We showed how communication
underlies many of the
governments key initiatives so
these will fail with doing
something about communication
aid services.

We covered the range of
complexities from early
identification and assessment
through to the complexities of
getting mounting & access
sorted, and to the difficulties of
getting proper engagement from
the education system. We
highlighted the huge gaps in
support going into schools and
(for both Adult and children) into
the home and discussed ways in
which regional expertise can
possibly be brought into the
home. We stressed that low-tech
is an essential component and
this requires a tremendous level
of ongoing development too.
Some examples of good practice
were brought to their attention.

Equipment provision is such a
very small percentage of what is
needed for a successful
Communication Aid Service, and
that Community Equipment and
the new Retail Model just don't
provide these wider services.

One of the main stumbling blocks
of course remains funding.
Whether for Children's Services
or Community Equipment for
adults the government has, as
you probably know, dictated that
funding is to come from the local
authorities. Worse still adult
services are subject to Fair
Access To Care. Although this
system has been in place for a
number of years the system is
already letting down the
country's most vulnerable people
and the government cannot show
that this route is working (if they
try, measure it against ALL the
services listed above as they are
ALL required). There are many
arguments to show that local
funding is the wrong mechanism:
for example the sheer complexity
of services and the relatively
small numbers of people in each
area, and the sheer lack of
knowledge and expertise
amongst the decision makers.
The government argues that
local funding is democratic,
however we countered that
argument in no uncertain terms,
and will continue to do so.
Winning that argument is
absolutely going to be the key.

We will of course continue this
dialogue at the highest level on
behalf of VOCA users (both
children and Adults) and their
families.

The views expressed in articles in SpeakOut are not necessarily those of 1Voice. 1Voice cannot
be help responsible for the content of any websites other than www.1voice.info




“Celebrations”
acknowledging all your
achievements:

IT4AC Awards 2007

On 29th November, Tamsin Crothers and
Katie Clarke were invited to London as
finalists of the Information Technology For
Communities Awards 2007. It was a very
special evening and the nominees were
treated wonderfully!

We couldn’t believe it when we announced
as winners of “Best Impact on Organisation”
category ahead of very strong competition
recognising the use of IT in the running of an
organisation.

The judges said of our website, "A very
friendly and attractive site with a nice style
and lots of information. This is a specialised
disability and this site clearly meets a real
need"

Tamsin and Katie received their award from
Jonathan Soar, Chair of ITC Charitable
Operations.

DIANA AWARDS

We are delighted that the Teenagers of our
“Listen to Me” teenage project DVD have
won the Diana Award and will be attending
the awards ceremony in March. The Diana
Award is given to young people aged 12-18
who are nominated for their community
participation, their work to improve the lives
of others, or their inspirational ability to battle
adversity.

We look forward to hearing all about the
presentation in the next edition of SpeakOut.

THE ITALIAN JOB!
On 1st March, 1Voice South
held an Italian Day at the
Institute of Child Health in
London. The day was well
attended by 7 families and we
were glad to welcome along
some new people.

The day
began with
Italian
introductions
and the
important
task of
designing a
pizza for
lunch!

The day was a lot
of fun and the
group will meet
again in the
summer for a
barbeque.

If you would like
to attend a group
in the south,
please email us at
info@1voice.info

In the afternoon,
teams took part in the
quiz to match the
football team to its
town, design an Italian
face from lItalian food
items, speak Italian
and identify the Italian
smell!
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FAMILY WINTER On Sunday, we
WEEKEND hired out the

private cinema
December 2007 for a very
exclusive
viewing of
“Listen to Me”,
the fabulous
music DVD
produced by
the Teenagers
during the
summer. A
couple of the
teenagers were able to make it to
Blackpool to talk about their

This year, the Family Winter
Weekenders went under the
sea in our themed residential

weekend. experiences of using AAC and to
12 families travelled to the answer questions about AAC in
Norbreck Castle Hotel in general and about the making of
Blackpool for children and parent “Listen to Me.”

workshops.

We welcomed
families old and
new, and
everyone threw
themselves into
the workshops
and
performances.

It was a wonderful weekend.

The children and
young people
worked with Laura
and Andy of Equal
Voices to write and
perform “HMS
1Voice” which was
previewed at the
fancy dress dinner/
disco, complete with sharks,
mermaids and pirates.
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“Lost in Transition” workshop with Kate Martin, facilitator from National Council for
Disabled Children £45 for whole weekend
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£15 Adults £10 Children (£40 with B&B)
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“NO VOICE, NO CHOICE”
SCOPE CAMPAIGN LAUNCH

A group of
1Voicers
attended the
parliamentary
launch of the
Scope
Campaign,
“No Voice,
No Choice”
in November
2007.

The reception

was held

opened by

MPs Roger
Berry MP who has worked with Scope to
Launch the motion. There was an address
by John Bercow MP, who is currently
leading the government’s team reviewing
Speech and Language Services.

John Bercow spoke about pushing forward
the needs of people who use
communication aids.

The reception was very well attended by
children and adults who use AAC as well al
other organisations, professionals and MPs,
Nadia Clarke performed her poem “With and
Without” (opposite) and the Teenagers’
“Listen to Me” DVD was shown.

For more information about Scope’s
campaign, Vvisit:
http://www.scope.org.uk/disablism/
communication.shtml

BERCOW REVIEW

Consultation for the Bercow Review of
Speech and Language Therapy Provision
has now closed, and we await the review’s
interim report which is due out in March.
Follow the review at http://www.dfes.gov.uk/
bercowreview/ and be ready to respond to
the interim report.

WITH AND WITHOUT
- Nadia Clarke

Without a voice | feel lonely
With a voice | can make friends

Without a voice | am vulnerable
With a voice | am safe

Without a voice | have no life now or in the
future
With a voice | can enjoy and achieve

Without a voice | am excluded
With a voice | can be included in
my community

Without a voice people think | am
stupid
With a voice | can go to school
and learn

Without a voice | would be so
bored and frustrated
With a voice | feel good about
who | am

Without the right aid, support and
training for me and all those who
work with me
It would feel like death.

G abed ‘800z Puuds 2T anss| ‘Jayiebo] Bunesiunwwo) - 32I0AT
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FOCUS ON INCLUSION
By Beryl Sanderson

This article was published in
Learning Disability Journal, and is
reproduced here with permission.
Beryl's son Nathan uses AAC.

1Voice has made a real
difference to our lives. 1Voice
is a support network for
families involved with
communication aids, and
welcomes anyone who is
interested in augmentative and
alternative communication
(AAC) including children and
young people, families, carers
and professionals.

-AAC is the name given to a
range of aids used to enhance
communication. Some are low-
tech, like communication boards
or books, or using objects to
make a choice. They can be
accessed in a range of ways
including eye or finger pointing,
blinking, or vocalisations.

-Some AAC devices are high-
tech, and include
communication aids and
systems such as the
Pathfinder, Vanguard or
Dynavox. These tend to be
battery or mains powered,
and can also be accessed
by a range of methods such
as eye pointing, touch
screens, and switches
operated by head, hand or
foot.

-Essentially, an AAC device
is something that will enable
a person to communicate;
throughout this article | will
be referring to AAC as
communication aids.

Learning to use a communication
aid is difficult and takes a long
time. Communication Matters
(2001) compare it to ‘learning to
communicate in a foreign
language — you need lots of
teaching and opportunities to
practise before you begin to feel
even slightly confident'. | think it's
harder than learning a foreign
language because if, for
example, you were learning

French and you went to France,
you would be surrounded by
people who were talking French.
Eventually you would be able to
join in the conversation at an
equal level. When you are
learning to use a communication
aid you may access a
communication group, but
generally you are surrounded by
people who use speech to
communicate. Using a
communication aid to speak is
always slower than just talking,
and this makes it difficult to join
in with conversations.

It's hard to imagine the feelings
and frustrations that must arise
from being in this situation over a
continued period of time. Young
people who use communication
aids regularly have to cope with
these situations, especially as
their conversations are quick and
rapidly move on. Children and
young people need positive
experiences in order to develop
new skills and healthy emotions.
They need the chance to be on
an equal footing with their peers.

This is where 1Voice

comes in
1Voice provides an opportunity
for children and young people to
meet and use their
communication aids in a range of
situations, through workshops,
fun and just having the chance to
socialise. 1Voice offers a family
weekend, the teenage project
(Guardian award winner) and the
family network day. 1Voice also

gives children and young people
the chance to meet adult role
models who are competent
communication aid users.

A parent’s view of

1Voice
My son, Nathan, uses a
communication aid. He has
cerebral palsy and this has
affected the muscles in his
mouth making it difficult for him
to communicate using speech.
Nathan is, of course, an excellent
nonverbal communicator and he
uses a range of techniques
including facial expression, eye
pointing, yes and no responses
and sheer perseverance to try
and get his message across.
Nathan first got his
communication aid when he was
four years old and he found it
very difficult to use in a
meaningful way. We did not have
a good understanding of how
difficult it was to learn to
communicate in this way, and
were at a bit of a loss as to how
to encourage him to use it.

We first became involved with
1Voice when Nathan was seven
years old and attended the
1Voice weekend in Blackpool.
Nathan was very excited
because the theme of the
weekend was ‘space’ and he
was very interested in space at
that time. The weekend was an
amazing experience for all our
family. | still feel emotional when
| think about it now. | was




overwhelmed by the things | saw
and the people | met.

- | met adult role models who
used communication aids
effectively and meaningfully. |
was, and still am, incredibly
impressed by them all. They
have given me a vision for
Nathan, and what a vision it is!
They are all competent
communicators and successful
in their different lives.

-1 listened to the role models’
stories and was inspired by their
resilience.

-1 met other children and young
people who used and were
learning to use communication
aids, and Nathan took part in a
range of activities, all of which
were accessible to him. It was
fantastic.

-1 met other families, just like
mine, for the first time and
swapped ideas on how to
encourage communication aid
use.

-1 watched Nathan’s confidence
grow as he spent time with his
peers and the adult role models.
His motivation to learn to use his
communication aid grew over
that weekend, as did our
motivation to try and help in a
many ways as possible.

-1 saw Nathan become a valued
member of the 1Voice group
and have a chance to shine in
the Saturday night talent show.
We have attended other 1Voice
events since then and love to
see Nathan join in with the
conversation and spend time
with his peers and the adult role
models. It has meant a lot to us

as a family to be a part of this

group.
| interviewed Nathan and his
friend Aimee for this article. They
are both communication aid
users, and members of 1Voice.
Aimee went to the 1Voice
weekend for the first time in
December 2006 and this was the
third time Nathan had attended. |
asked them some questions
relating to 1Voice:

Had you met any good
communication aid users
before they went to the 1Voice
weekend?

Aimee had met an older child
through school, a few years ago,
and Nathan hadn’t met anyone.

Did anyone inspire you to use
your communication aid?
Aimee said ‘no way’ and seemed
to feel confident that she could
inspire herself. Nathan said that
the speech therapists had helped
him.

What did you enjoy most about
the 1Voice weekend?
Aimee had enjoyed the social
evenings and the disco, dancing
late into the night! She also liked
helping to produce the CD, but
was less keen on the children’s
workshops. Nathan had enjoyed
everything, particularly taking
part in the show. He enjoyed the
children’s workshops and said
the art one had been his best.
Nathan said he didn’t enjoy
having to go to bed at night!

Did anything motivate you to
use your communication aid

more?
They both enjoyed meeting the
adult role models and Nathan
said this had motivated him with
his communication aid use.

How do you find using a
communication aid in a range
of social settings?

They both felt very confident at
school, home and at 1Voice, but
feel less confident in other
groups (eg. Cubs) or with people
they don’t know well. Nathan said
that when he tries to play games
in a group, his communication aid
is slower than speech, and this
makes it more difficult to join in.
At school, having one-to-one
support makes this easier. Aimee
said she felt able to say anything
at school.

| was really impressed by both
Nathan and Aimee during our
interview. They both gave honest
answers and didn’t seem to worry
about disagreeing.

Nathan continues to inspire and
amaze me and | love to spend
time just sitting and having a chat
with him. He has so much to say
and so many fantastic thoughts
and opinions. He just needs a
little extra time to put them
across.

Reference

Communication Matters (2001)
Focus On... What is AAT?
Oxford: Communication Matters.

Originally published in:
Learning Disability Today
April 2007  Volume 07
02 © Pavilion Journals
(Brighton) Ltd
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No hassle!

Our newsletter and information is distributed to members, supporters and anyone with an
interest in AAC. If you would like to be removed from our mailing list, please return this

completed slip to 1Voice:

Please remove me/us from the 1Voice mailing list.

Name

Address
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STOKE MANDEVILLE
NATIONAL JUNIOR
GAMES - by Beth Moulam

On Wednesday Mum and | left
home on a long car journey to
the National Youth Games.

Mum and | arrived at 12:00 at
Olympic Lodge. We checked
into our luxury twin room. “Oh
what a life.”

After lunch | was the winner in
both Boccia and kurling
practice sessions. On
Wednesday evening | was
back into the kurling
competition and | won, yippee
through to round 2.

On Thursday | was so happy |
was on a winning streak by

winning Boccia by

13-1, “go gal*, 2
more games in this
round.

During the day |
won 3 more games
of kurling and then |
found myself in
semi-finals
fantastic!

My go at archery
was rubbish, it was
straight into the
competition. | was
like ‘what?’. It was
over straight away
without a backward
glance. But |

enjoyed it, that’s the main thing
and I'll still play at school. | love
it.

Back to Boccia again, 1 more
game, but with a BC4* boy. My
balls were really good but not
good enough, on his ends he
did really long balls that |
couldn’t get. Spoilsport - but he
was in it to win it too! The final
score was 7-1 to him. Upps a
daisy.

At dinner some boys asked me
to join them for zone hockey. |
went in goal but | found it really
hard to keep hold of the stick
as it kept slipping out of my
grasp. Anyway they asked me
to play again on Friday. Are
they desperate or mad!

Friday _morning kurling first, |
lost my semi and went into a
play off for a medal. Boccia
again | was flagging by mid
morning. It has been so busy
and | didn't sleep well last night
because | was all blocked up.
Oh no, another BC4 boy. This
time nearly every ball had to be
measured, it's hard to believe it
was such a close game with a
11-1 loss. But at least it was
good experience.

Straight back to the Kurling
playoff — yippee a bronze
medal.

After lunch | did my table
cricket competition. Not a bad
score but not a winner (6™).
Then back to zone hockey,
Mum
taped my
stick to
my hand
and wrist
so | didn’t
lose it.
“Ouch
never
again!!”

After
dinner we
came
back to
the room
and | had
a shower
and after

talking to dad | had an early
night.

Saturday in the morning dad
came because mum off to
‘Communication Matters'.
After breakfast | tried bowls,
did my slalom, then bowls
again in the afternoon but
found it hard to roll the balls.
We watched the swimming but
didn’t do much just chilled out
all day before the disco after
dinner. | enjoyed the disco and
danced with Treloar’s (school)
all night and didn’t go to bed
until after 10.

On Sunday it was basically
like this: breakfast, chilling out,
lunch, closing ceremony and
goodbye.

| really recommend you go next

year, | know | will, so go out

there and try something new.

Oh, and in the post a week

later | got a bronze for slalom

because | hadn’t been to the

awards because | thought I'd

been really slow!

* Boccia, a paralympic sport, is
classified according to disability and
how a player can propel the ball. BC1
and BC2 are people with Cerebral
Palsy who throw a ball. BC3 are
those with Cerebral Palsy who use a

ramp. BC4 are other conditions. All
players have to be seated.

Written each evening before bed apart
from the note on the end.

The National Junior Games are open to
all young people under 18 with any form
of disability. For Info look at: http://
www.wheelpower.org.uk/events.cfm




