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For families affected by Autistic Spectrum Disorder

s and/or similar Developmental Delays

(diagnosed or not).

Local families like you who care and share

Welcome to our newsletter, written and edited by lo

Editor’'s Feedback

We hope you will still find this newsletter an
interesting summer read.

Welcome to all the new families. We know you have lots
of appointments and other things to do, but try to make
time to get to some local support groups.

There’s lots of information, & you do get to know people
who will get what you are going through, they will not judge
you, but support you.

More voices & ideas are always welcome!
One new Dad’s idea led to the FWA Parent Monthly Event!

So far, this has been fairly well-attended, by Mums, a few
toddlers, and some Dads too!

Come & Chat!

Monthly FWA Coffee & Chat @ The Spark Centre,
1 Smart Street, E2, (Bus 8 or D8)
(T Limited parking available.
N Drop-in from 10am — 1pm
“ Coming Dates (term-times only)
¥ Thursday 24 ™ September
N2 Thursday 15 ™ October
Thursday 26 ™ November
Drop-in, meet up and
chat about stuff that makes you sad or glad!
An informal, roomy place

for Mums, Dads & kids,
outside the schools!

Have a lovely summer holiday,
here’s hoping we all have the patience and strength to
cope over Summerl!

QI Yy
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Phenix Parents’ Support Group

Open to all affected parents in Tower Hamlets. Small créche available, please book in advance

AUTUMN DATES 2009 Weds 10.30 — 12.00 Come to this informal session where parents can meet,
Wed16" Sept — topics to be decided relax, plan Away Days to autistic-friendly places in

Wed 14" Oct - topics to be decided II;/londc;n :nd suppo; onehf':mother. hich is ni
Wed 11" Nov - topics to be decided ore fathers attending this term, which is nice.

Wed 16" Dec - topics to be decided This year’s theme was relaxation-based, m_cludlng
yoga, aromatherapy massage, and relaxation &

Friends of Phoenix movement sessions.

Autumn dates 09 (Phoenix pal’ents Only) 10.30 -12.00 The Arts Workshop was good’ parents decorated

Wednesday 30" September shoeboxes for their children, & others have been

Wednesday 4" November planned.

Wednesday 2™ December Friends of Phoenix also contribute to the newsletter.
Please join us .Tayo, Lorraine & Seema

Sleep Well -Won't Sleep
Adapted & edited from NAS Communication Summer 2009

‘Sleep is a problem for many autistic children — or rather it's a problem for their parents, since the
children don’t care . BN
It's not clear exactly why autists should sleep badly, but as they do nearly everything PARENT TIP
differently, it seems unlikely that their sleep habits would be similar. They are often
highly tense, anxious, over-stimulated people; relaxing isn't really their thing.
Their ‘hypersensitive’ senses may mean that it is hardert o block out irritating
lights or sounds . Also they are often dependent on their rituals, and any disruption
of a ‘ritual or routine’ may prolong wakefulness. George & Sam , Charlotte Moore.
A documentary, My Child Won't Sleep, shown on ITV, 8 Jun reminded everyone else that it's not fun, when you
can't get enough sleep. Most of us already know how hard it is. Whilst our kids can survive on little sleep,
we are not as lucky, & it can very tiring and affe  ct our ability to keep going let alone introduce ch anges,
and maintain boundaries.

“Sleep was not a secure place. Sleep was a place where darkness ate you alive. Sleep was a place

without colour or light. In the darkness you could not see your own reflection.

You couldn't get lost in sleep. Sleep just came and stole you beyond your control. Anything that

robbed me of total control was no friend of mine.”

Donna Williams, in Living with Autism, tells of her fear of falling asleep.

Sleep can be affected by iliness, holidays, the weather, and times of stress.
There is no one way to deal with a sleep problem; you may need to ask the professionals for help. Try these:

Have a routine. Children with autism like routine & structure because it lets them feel safe and in control.
Use visual supports like PECs cards & pictures/schedule to explain the bedtime routine, including what
happens when you get ready for bed & wake up in the morning.
Keep a diary to record their sleep patterns, and any changes while trying out new methods
Avoid food or drink near bedtime . If your child is having drinks or snacks, avoid caffeine & fizzy/sugary
drinks. Gently reduce certain foods/drinks over days or weeks so that less sugar & caffeine is taken overall.
Try and increase the amount of exercise  your child does during the day. (Can work for some)
Natural remedies may help e.g. put a few drops of lavender oil to your child’'s bath or give a gentle massage
before bed, or warm milk.
Before bedtime, have some quiet time to calm & settle down e.g. play soothing music or read.
Sensory Issues
Some children are sensitive to the light. Blackout curtains or blinds may help. Or if your child hates total
darkness try using a night-light in the hall or their room.
Some children like to be tucked securely in bed, or have a heavy blanket or duvet
Certain smells & sounds, as well as labels, blankets, covers or pyjamas — may comfort or annoy them
Set a time when your child can talk to you about their day. Give them a ‘worry book’ so they can write down
or draw any concerns.
Medication is the last resort in treating sleep disorders.
A behavioural approach can help restore a good sleep pattern over time. Speak to an educational/clinical
psychologist for advice and support.
Try to get some sleep yourself; hard as it is, even at the expense of housework.
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Auties Say

A little thank-you to those who have helped a long

the way!

Turn back the clock a few short years
To the time when we first met
How very far I've come since then
It's easy to forget.
| was scared of almost everything
I'd shut the real world out
And if | needed something
I'd bang, or kick or shout.
But you decided that you could
Show me another way
So selflessly you took me on
Each week you came to play.
At first it wasn’t easy
| wouldn't let you near
Ignoring all you said or did
When clearly | could hear.
But patiently and persistently
Each week one by one
You'd come and see me for one hour
And we would have some fun.
With much love and gratitude, Jodi, aged 12,
I’'m not Naughty — I'm Autistic, Jean Shaw

I'd have you leaping up and down
Always seeking out my face
You'd talk and play, try everything
To free me from ‘my place’.
And slowly | began to look
My attention span increased
I'd concentrate, participate
And even try to speak.
| know I've still a lot to learn
But you've opened up the door
Thanks to your perseverance
| don’t ‘ism’ *anymore.

The weeks and months have come and gone
Now our programme has to end
But just like my precious videos
You're special to me my friend.
| can’t help but make more progress
You've given me such a start
| won’t forget your contribution
So thank you from my heart!

(Jodi’s Journey is written by his secretary - his Mum, Jodi says words but does not use language, so she has assumed
to know what he was thinking or why he might have done something.)

* An ‘ism’ is a self-stimulating behaviour that gives comfort. For auties or autists (autistic people) it is a way of
coping). So-called ‘normal’ people also have them too when they get stressed or nervous!

Daily Living Skills

Suzy Laird Occupational Therapistin May; gave ani
session. Handouts are available separately.

nteresting

We looked at why our kids need these skills, and how we could teach them. One of the difficulties talked

about included a teenager refusing to have a bath.

It was suggested that the parent tries to get some of the

older males in the family involved, amongst other ideas. Most teenagers aren’t very keen on washing anyway!

Puberty can start early (from 10yrs) - for sweating & body odours

- use deodorants!

- Self-care skills are a life-long need
independent living
0 Your child may not see the need for this
o0 Parents shared ideas and strategies.
- Teach by showing/doing and modelling
0 Break things down into small easy steps
0 Use Hand over Hand (your hands over theirs) to
help them do things
0 Kick-offs don't last forever
- Set a new Routine gradually
0 Encourage bedtime and morning routines where
your child can help e.g. like changing clothes,
brushing teeth, daily washes.

, and key to

o New routines may take time — so stick with it

Try to fix a bath routine. Even if it doesn’t work

to start with! Use PECs picture strips!

Make sure the right stuff is nearby , e.qg.

o Flannel, bubble bath, toothbrush with paste on,
towels to dry faces etc.

o0 Keep bath toys, special towels and other
necessities in the same place.

o0 Make it a part of the routine to put these things
back where they belong, so they are easily
found the next time.

Consistency is important! Keep Trying!

PARENT TIP
Kick-offs, wobblers and meltdowns don't last forever.
Stand Firm

PARENT TIP
It took about 2 years to settle my son into a decent
sleep routine and sleep alone.
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Dean — Lives with Aspergers!
Dean Beadle came to speak with us on 17" June at the Phoenix Parent’s Support Group.

He gave a fantastic, inspiring talk  starting from age 5 to his current age 20yrs old. Quite a few of the parents
were in tears, as what he described was how many of our children were/are. At last we were getting real
answers in plain English!

He started with “all kids have the urge to be mischievous, but I liked the fun and laughter, and didn’t understand
the consequences”

When younger, he used food as a way of avoiding having to talk . He’s always lived with anxiety and

irrational thoughts, but now used visual memories of things working well & a picture book to calm him ; and

tries to extend his comfort zone. Regular reassurance was essential, as it was short-term, and he needed to
check things were ok, several times over.

“l liked to see other people’s reactions”. At school, this side of him appeared as challenging
behaviour as he did things for the fun of it, & it was his way of socialising, but he did not understand
others may be hurt or upset.

He enjoyed taking hairclips out of girls’ hair, tied others’ shoe laces together, he even ‘stole’ footballs from
kids, and enjoyed having 12 kids running after him . He was often suspended at his first primary school.

He eventually got a Teaching Assistant, Mrs Rendell who was as determined as him & worked with him  for 5
years. He had to change school, where he was now the best behaved, so now had lot’s of praise , and the TA
came with him — adding consistency . They finally got his statement when he was 9yrs old.

To start with, he found secondary school very hard , felt low & isolated, until Music therapy (a 2 yr wait)
helped him to speak for up to 35 minutes about how he felt about stuff, he rarely ever touched an instrument in
the 3 yrs. Being able to express his feelings attracted people to him, giving him self-esteem & value , and
extended his circle of friends.

There was a learning support unit at his Mainstream secondary school - they lurked in the corridors to chat
to pupils, but also offered regular support as requ ired.

His ability was now being used properly, his intelligence proved by getting several GCSEs & A Levels. Getting
older, with on-site learning support and learning t 0 manage his emotions all helped dramatically and p  aid
off.

But his real interest in ‘talking to people’ in time brought him a career writing in newspapers & talking about
Living with Aspergers.

""" """""" "> """ ""~""~"~"~"~"~"~"~"~~"~"~~"~"~""~"~"~"~~"~"~~"~"~"«~~"~"~"~"~"~"«~~"~"«"~"~"«"~"~"*«"*"“~"«"**" *"{*{"%¥"WV¥°*¥"—"7W°*~"“"&7¥~+—*° 1

| PARENT TIP: Choose your battles carefully! IT IS ABATTLE OF WI  LLS! |
| Tips for Parents’ surviving 17 Tips for Independent Travel |
| Find humour in everything including Do it very, very gradually . From
the negatives 11yrs old he walked to school with

Weaknesses you can’t help — He got used to his sister and her to  his parents, went on the trains with
Strengths you can enjoy! him his Mum, who moved further away

| |
I . l
i Tips for Siblings i
| |
Laugh about the downsides — ! Siblings can bring out the worst ! in the carriage each time. Finally
| |
| |
| |
| |
| |

X " ; he did it by himself, although he
in each other
G kpralse the iizlt'_ve_sa still panics about his tickets & has to
et to know your child, inside

check them several times, panics
out, & use that knowledge. about missing announcements, but
gets over that by speaking to
strangers, which he can do.

Understanding comes in time
Both of you will mature.

_Dean still runs off with the trolley ~ when he goes supermarket shopping with his Mum — “It's great fun”, he says
(we all saw that look of mischief!). He winks at his Mum and she has to chase after him! He also deliberately
locks himself in the toilet, so his Dad can shout at him, and jump up & down!

Commonly Used Words/Abbreviations
Auties/Autists - children/people on the Autism Spectrum
Aspies - children and people with Aspergers
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Usful Contacts

We Signpost, you Contact!!

Phoenix Outreach Team : Phoenix School, Bow E3;
Tel: 0208 980 4740

Mile End Leisure Centre : Free sessions on Weds 6-8
pm for kids/young adults with learning difficulties.
Siblings are welcome to attend the sports hall activities.
Contact: Marianne Sharpe , Tel: 0798 481 5760

Contact a Family : for families with disabled children.
Interpreting service available. Free helpline: 0808 808
3555, Mon — Fri 10 — 4pm, Mon 5.30 — 7.30pm
www.cafamily.org.uk

The Parents Advice Centre (PAC):
El. Tel: 0207 364 6489.

Has a Mixed SEN parents Drop-in Thursday’s 10-12.
Mainly parents with kids with autistic spectrum disorder
and similar disabilities.

Educational Psychologist specialist advice for parents
1st Tuesday every month except holidays.

Princess Royal Trust Tower Hamlets Carers Centre
21 Brayford Square, off Commercial Rd, E1.

Various support groups for adult carers, monthly
relaxation days and computers etc. Also available are
Friday 1 hr shiatsu therapy sessions, for Carers of
children

Carer Support Team  Tel: 0207 790 1765
www.carerscentretowerhamlets.org.uk/

The Tower Project : 45-55 Whitehorse Road, E1. Tel:
0207 790 9085. Provides a range of services including
day services for 18+, job opportunities, after-school
clubs, holiday schemes and advocacy + advice
services.

The Spark Centre (Barnados), 1 Smart Street,
Bethnal Green, E2. Has a Saturday Activity Service for
young autistic children & people — called “Aut and
About” (long waiting list). Also Group activities for
Siblings and parent/carers,

Contact: Kim Barclay, Tel: 0208 981 4924

85 Harford Street,

The Map Squad : A group organised by adults with
learning disabilities. They also run the Bubble Club — a
night club for adults, Rhythm Factory is at 16-18
Whitechapel Road, E1, close to Aldgate East Tube.
Reserve tickets on 0207 247 2262

The Bubble Club 0207 247 2262; 30th July 2008
Caribbean Carnival; 17th Sept 2008 Bubble Club 3rd
Birthday. Tickets are £5.00 each

Spouses/Partners support group : Contact Families
with Autism, fwautism@btinternet.com or
info@whydoesmypartner.co.uk

National Autistic Society . givesinformation and supports
parents, carers of children & young people with autism spectrum
disorder (ASD).

Help!2 parent seminar topics e.g. Meeting your child's sensory needs,
making visual supports

Also runs a Befriending service Tel: 0208930093

No drop-in—appointment sonly (Tues, Wed & Thurs)

Contact:

Isobel Gammer NAS Autism Helpline:
Family SupportWorker  (0845) 0704004

Tower Hamlets Autism Support  (20—4 pm Mon—Fr)

The Spark Centre

1 Smart Street, E20SN

Tel: 0208 9839367 Email: thamsupport@nas.org.uk

APASENTH — Asian Parents Special Educational Needs in Tower
Hamlets

Brady Centre, Hanbury Street, E1. Tel: 0207 3750554
Law Centre , 214 Whitechapel Road, Stepney, E1

Tel. 0207 247 8998 Email info@thic.co.uk
London Buddhist Centre — Breathing Space

Arelaxation and stress reduction drop-in for carers.

11.30-1245pmevery Tues. No need to book.
51 Roman Road, Bethnal Green E2. Comer of Globe Rd.

or

HoLIDAY TIME TIPS
Prepare everyone in the family for the break.
Be realistic.
Try to make the ‘unvwitten’ rules clear to your child.

Use minischedules, or a Now & Next or pictures of where you are going.

Give positive praise or a reward for trying
Think about

Overwhelming new ‘place’, noises  and rules of behaviour

Change to normal daily routine/structure
Think about the things:-
youtthey can control , & those youthey can'tcontrol : -
Whowill be there? What might happen?  How to behave?
Whenwil it end?
Who your child decides or the rest of family decides?
Remember to laugh at the smallest achievements
—you all got there (or aimost did) in one piece & back home again!

Parent contributors’ are not trained
professionals except where stated, they will &
can only give advice based on their own
parenting experience and shared knowledge
gained from Earlybird courses & other parent
support groups.

Information from professionals will be clearly
stated.

A big thank-you to  Yousuf Peshavaria (the IT
guy); who sorted out our computer problem.
This time with compliments of the Tower
Project, without making us feel like right idiots
and making this edition of the newsletter
possible.

Contact: www.ypesh.com or 07957 374 296

The Next Edition is due out for Winter.

Please help us produce a full and useful
edition for everyone
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Vol. 2 Issue 9 — Summer 2009

Our adventure to Chessington World of Adventures.

You thought it couldn’t be done, but we did it! We found
out there were concessions for ‘disabled users’ with
photographic proof

We planned the trip with plenty of snacks & favourite things
to distract our boy if necessary. We were aware that it
could be very busy, noisy, & the queues awful

After paying, we were directed to Market Square Office we
got an easy access card/ticket to present  at the rides — so
we didn’t have to queue brilliant! There were spots for time
out & quiet time around the park. Generally it was smiles

Planning a Summer Day trip
Pre-planning the journey is key
Bring things to keep your child occupied
e.g. Books, food, toys
Be prepared for surprises & delays
Remember what can trigger a tantrum
e.g. noise, crowds
Have some ‘time out’ strategies (find a
quiet place!)

Anne

all round and enjoyable for all including his siste rl

Simone

Life skills & Housework Therapy

It is never too early to start teaching
our children life skills.

Start a daily routine of packing away

toys together and work towards your

child doing this alone. Use words such as "tidy up
time" and “finish” and use Makaton to help you. In the
early stages you can give your child something to look
forward to after such as a favourite activity.

You can give him a dust cloth so that he can help
polish the furniture.

If you have a garden buy him a mini
watering can so he can help water the
plants or garden in summer-remember
children love water play!

You can also try washing dishes, clearing the table,
helping to wash the car.

Once your child can cope with these , move onto
bigger tasks e.g. bed making and setting the table. You
can bring your child into the kitchen to help prepare
food starting with something like making a sandwich.

Give lots of praise and encouragement and try not to
let your child see this as hard work or he will probably
refuse to join in!!

Make it an enjoyable experience!

Lorraine.

Special Interests or Obsessions

Over the years, our son has gone through phases of
intense interest in trains, certain TV shows, certain
books and authors, etc. Now, that he is older (12 yrs),
he's able to take those interests and build on them -
creating stories based on favourite characters, building
models of his favourite robots, etc.

We know that autism can occur along with Obsessive
Compulsive Disorder . But OCD and autism are not
always linked , and often people with autism have
intense interests that are not compulsive.

How do we know which is an interest and what is

an obsession ? When a person must engage in his
interest in the same way over & over again or
experience great anxiety, there is cause for concern.
When a person can engage in a proper conversation
about a topic, or can share his interests, or can build on
the interest, then it makes sense to encourage the
interest .

These special interests are ways to your child's
heart or connect to them — their Comfort Zone .

Plus each of those interests (and most others) can
become a way to learning more, friendships, work
options and adventures. The key is to find & provide
the opportunities to take the interest from ‘repetition’ or
‘stimming’ to ‘obsession-phase’ to hobby - and maybe,
from hobby to work.

Sometimes, special interests are a great source of
opportunity . Sometimes they are a serious problem.
What's your experience?

Edited from Lisa Jo Rudy , About.com Guide to Autism

PARENT TIP Y
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Dean on Obsessions

As | grew older, my obsessions changed, but they were still a big part of my life. | began to regulate my
obsessions so that they were more constructive: Using them to motivate myself to get pieces of homework or
coursework finished.

“In times of great stress, my obsession provided me with those rare moments of calm!”

Many people on the autism spectrum have special interests, whether it's memorising historical dates, an
obsession with a particular TV show or trains.
Rest assured , says Dean, Your child’s obsession is making his or her world a better place to be!

Auties’ & ‘Aspies’ Say

Remember $ 8
its not always about you % &8 % ()
— It Is About Them I
-+ *  * / $
If you think life is stressful, imagine you are a 16 year , &
old having to answer questions, guess what's next, ; .
and do stuff you don’t want to all day long etc. & -8/
(o0 "1 '$1223

Cinema Corner and Theatre

Stratford Cinema Club  with Newham People First, a
support group by & for Learning Disabled adults

Films are shown from the Stratford Picturehouse
main programme with a half time interval.

Become a club member for reduced ticket prices, all
cinema club screenings, unlimited free tea/coffee &
biscuits from the upstairs bar area!

Note: Wheelchair users MUST book in advance.
Genesis Cinema

Whitechapel, Mile End Road, E1. Mondays - Parent
and Baby screenings at 11.00am.
Ring to confirm dates and times.

Tel: 0207 780 2000, www.genesiscinema.co.uk
The Theatre

Get really good discount tickets to see most West End
shows at the Ambassador Theatre company.

For tickets with discount for disabled & carers phone the
access line on 0844 871 7677 ask for Charles, if he’s
available, normally carers go free with a small discount
on other tickets.

www.crunchbustertickets.com

Creative: space informal, interactive music events for
disabled children & their families, at Conway Hall,
Holborn, London.

With Derek Paravicini , the remarkable pianist regular
and a backing band.

£6 per adult & £4 per child. www.createarts.org.uk or
ring Anna on 0207 374 8485 (9.30am-5.30pm)
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Annoying Questions? Know any Good Answers!

If you're a parent with a child on the spectrum, you've probably responded to the same annoying remarks and

guestions a thousand times. You could give the full ‘Autism’ lecture or short rude answers

on how you feel, & if you can be bothered.
Come to Family with Autism Coffee & Chat, tell us w

hat happened to you & your kids

, etc., depending

— we are interested!

Did You Know?

Family Fund

Your family can apply for grant funds once a year, up to
£250. Lots of reasons are considered e.g. buying a
fridge or freezer, holiday vouchers, driving lessons etc.
The fund has forms to be filled and ‘conditions’ met.
Some families may find these intrusive — still, you know
how these organisations like their forms!

Applying for the first time! They arrange for someone to
contact you and visit to talk through your child’s needs
and disability/abilities. As with everything a form is
involved, but they are helpful. They have no age limits,
and many families have found them very supportive.

Family Fund, 4 Alpha Court, Monks Cross Drive
York, YO32 9WN
Tel: 0845 130 45 42 or 01904 621 115

Info@familyfund.org/.uk

Yes, you are a Carer

Many carers feel they lack support . Almost 74% of
people caring for loved ones have reached breaking
point, due to the pressures of their role. Carers UK
say, mainly due to frustration with bureaucracy,

lack of sleep, financial worries and health

concerns, &/or lack of progress or the inability to
cope with challenging behaviour.

www.carersuk.org.

Get a free “l am a Carer” key ring which serves as
Carers/Parents emergency cards . Put the names of
people you want contacted if something happens to
you. For more details contact:
Adults Social Care Team -

Mon-Fri 8am - 8pm — 0207 364 5005
Children with Disabilities’ Team on 0207 364 2492
Out of hours Emergency Duty Team: 0207 364 7000

Disabled people/children and their carers can get £15 off Theatre tickets. Call 0207 420 8113 for information on
discount tickets for people with special needs. They are really helpful on where the toilets & stairs are!

Some Tower Hamlets carers and staff of the Carers’ Centre went on
the Carer’s Protest on 22™ Apr at Trafalgar Square. There are videos on YouTube.

Pie in the Sky — The Community Café at Bromley by Bow Centre, is run by Tower Project. 7 day-service
members are fully involved and supported to work. One happy customer said “if it is fuss-free food with a good
atmosphere and service, and minimalist surroundings are what you are after, then head down to Pie in the Sky”.

News Update

Parents’ Forum Committee are organising a Kids’
Fun Day and separate Parents’ Event Day for next
year. Parents’ Forum meetings are gpen to everyone .
Ring John Clarke,

Parents Advice Centre, 0207 364 6489.

Family Link is the new name for the ‘Sitting Service'.
To get this service you need to contact your social
worker or the Screening Desk on 0207 364 2724.
For more info, contact Christian Holt 0207 364 2724.

A Short Breaks Co-ordinator to be hired to help with
self-referrals (from families for single services) and
referrals through assessment (more limited and
complex services), and ensure fairer access to Short
breaks for families in the borough.

The self-referral form will ask parents to identify their
first and second choice of short break to meet their
needs. The co-ordinator will get back to parents with
answers and service availability

Contact a Family — a UK wide charity gives advice,
information and support to parents of all disabled
children. Have a specialist money advice project
and some face-face advice .

Contact on Free phone 0808 808 3555 and have an
informative website at www.cafamily.org.uk.

The National Autistic Society (NAS) Befriending
Scheme has started up in the borough. Lauren, the
co-ordinator, matches Befrienders to families. Who will
work with the family every 2 weeks & make at least 1
year’'s commitment. So you & your child will get some
stability, and learn to trust someone else.

Short Breaks and Holiday Schemes

Access to Feb/October half term and Easter schemes
at Tower Project are set by Social Services. If a child
does not get on the February scheme, they usually get
a place in the October scheme.

If a child gets one week at Discovery Home, then they
will only get one week placement at Tower Project.

Children’s with Disabilities Service Assessment
Times: There are new guidelines for the turn around
times for different types of assessment

7 days for initial assessment, 35 days for complex
assessment
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Parents’ Book Review

Available from your local library or Idea Store

Everybody Is Different by Fiona Bleach, published by
NAS. Says it is a book for young people with brothers
or sisters with autism — they are wrong it is for all of

us including parents. | truly wish it was one of the

first books | read as it would have given me a much
better idea of what to expect with my boy,  back then
when we first found out about his autism and now as
he is growing older.

Everybody is Different is divided into 3 parts with the
Odd Behaviour section covering questions about:-

Why someone may not speak?

Why they make strange noises?

Why they repeat things said to them?

Why do they ask the same question over & over again?
Why do they talk to themselves?

Why do they like to be alone?

Why do they like doing the same thing over and over?
Why are they very good at some things & find easy
things so hard?

And much more .... this is the basic information
many of us need to keep going!

Teens - What's a Coo-| Card

Tower Hamlets issue your child a password & account
number on the COO-L website, first month they put £80
into their account, then every month after they get £40
to spend.

There are lots more trips on offer, drama classes,
football stadium tours, & even driving lessons are
advertised on the website obviously catering for older
teens now?

Contact: COO-L Team on 0800 599 9739 or Email coo-
|@towerhamlets.gov.uk

Fathers Care Too!

We asked why some fathers attend or
don’t attend parent group meetings?

My wife attended some of the parent
support meetings, and asked me to
come along. | enjoy some of them.
Anon. Dad
On being a father — an honest reply!

On my dad’s 65" birthday | was able to teach my son,
his grandson to ride a bicycle without stabilisers! He
did it in just one day — great, wonderful! His mother
didn’t think our kid would be safe or able to do it so
soon — but he surprised us all! It felt great!
And | was right!

30-something Dad

The kid is always testing our boundaries —
Help?
Lay down your boundaries &
try to stick to them!
30-something Dad

New Families’ Zone

Welcome to the Incredible Life with Autism

Coping with an Autism Diagnosis

Most parents are often overwhelmed by a child's
autism spectrum diagnosis. Some parents experience
grief; others are overcome by guilt; and still others are
angry - or determined to cure their child no matter what
it takes.

If you're coping with a new diagnosis, you're not
alone - and your feelings are perfectly
understandable .

The Child Development Team & Families with Autism
have a leaflet on Dealing with an Autism Diagnosis.
FWA Coffee & Chat is one place to meet other
parents who know what you are going through, &
have survived .

Difficulty with social

communication

Communication is not just speaking!
Talking is full of hidden clues. It is also about facial
expression and body language.

Don’t Just Cope... Hope!

Sometimes | find myself going down that slippery slope
of sitting back, hoping IT will all go away. On days like
these, | tend to let Adam watch far too much TV, listen
to far too many nursery Rhyme CDs & forget about the
toilet training!....... pull ups save time and mess. It's so
easy to give up when | don’t see changes in him; or
when | just feel tired and want ‘me time’!

Coping is ok some of the time, but it is when we lose
hope that things go down hilll So how do | pick myself
up again? Well let’s just say LOVE covers a multitude
of disappointments. For every discouragement we
must think of 2 encouragements ... reminding
ourselves of things that he/she wasn’t doing a month or
two ago.

It is so easy to become overwhelmed by the
discouragements and forget the small hints of progress
that are happening all of the time. We want him to
catch up quickly and sometimes fail to respect the
slow forward steps that our son is making , like
counting to ten and asking for ice cream, crackers and
orange juice!

Hoping is not blind wishful thinking that eventually
everything will be alright, but a quiet assurance that
we are becoming better equipped to cope with the
future challenges.

There is some support for parents who are
worried, stressed out & may need a smile.

Other parents are a minefield of information, whilst
professionals may be able to support you or link
you up with other types of help.
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Best Brothers & Super Sisters

A Siblings Project in the borough is now running on Monday evenings (Mile End Park) 2 hours for
young people from 8 — 18 to get together, relax, have a break from home or have fun in an informal,
but, safe environment organised by the Youth Service. Past activities include outings, a
photography club, canoeing etc. Chill out with other youngsters who really understand living with an
autistic sibling or parent.

To join contact Helen Denny 0207 364 3137 or Helen.denny@towerhamlets.gov.uk

Living with an Autie or Aspie!

So life can be tough at times , but just by being yourself, you are helping your brother or sister learn about the
world.
He or she will, in time, get used to the idea that we all need people and that other people are important.

Time spent will not be wasted , over the years you will:
Develop a very patient, caring and thoughtful personality
Gain a greater understanding of people and how they think
Gain a great gift for solving problems

Be more able to understand your feelings and the feelings of people with and without disabilities.
Everybody is Different, Fiona Bleach, pg 71

Summer’s Here! Local Place Holiday Heaven Tips
to Go!!!

Bethnal Green Museum of Childhood, = Cambridge
Heath Road, E2. Tube - Bethnal Green. Free, has a
small sensory and soft play area, Café area & you can
eat your own food in the basement area. Lots of things

Establish clear, simple ‘holiday rules’, explain
your expectations and be positive. Stick to
your rules & be consistent.

to look at and do for different ages, is bright and airy. * Asacarer, you may be entitled to free entry to
Tel: 0208 983 5212 many attractions, so don't forget to check when
Discovery Centre , 1, Bridge Street (off Stratford High buying tickets.

Street), E16. Nearest tube: Stratford. * When choosing a holiday, consider the specific
Tel: 0208 536 5555 needs of the person with autism you are taking
Victoria Park , various things through the summer with you. So, if they are sensitive to noise, ask
Fun fairs: Mile End Park, Victoria Park July (check for a hotel room further away from the pool or
press for the dates) bar, or higher room is sensible.

Hackney City Farm, Goldsmiths Row, Hackney Road * Many travel companies ask about special

— Free, good for kids who love farm animals. Café. requirements for passengers with disabilities.
Mile End Park Leisure Centre, 190 Burdett Road, E3. Tell them your child/young person has

Tel: 0208 709 4420 Autism/Aspergers.

Mudchute Park & Farm, Isle of Dogs, Pier St. Free, * Consider using headphones or ear protectors
good for kids who love farm animals. Has a café. to shut out all surrounding noise, including the
Museum in Docklands , No 1 Warehouse, West India sounqhs ozalr:craft eng|Ees. Try fiiah K
Quay, Canary Wharf. E14. Tel: 0870 444 3857 www.iheadphones.co.uk or www.flightstore.co.u
Science Museum , Exhibition Road, London SW?7. * Theme parks —find out before going if they

need specific proof of your child’s disability,

Tel: 0870 8704868. .sciencemusuem.org.uk
Www-set ust g-u e.g. DLA letter, or Blue Badge before you can

Southend-on-Sea . Good beach & decent amusement make use of the disabled facilities.

park about 5/10 minutes from station. Direct rail service National Autistic Society, Communication, Summer
from Liverpool Street & Fenchurch Street about 1 hr. 2009
Visitor Info. Centre.

Tel: 01702 215 120 www.visitsouthend.co.uk.

Spitalfields Farm , Weaver Street, Shoreditch, E2 (off
Brick Lane). Tel: 0207 247 8762

Idea Stores around the borough have various summer
programmes check with them for details.
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Lif In the Mainstream & After School

Positive Self-Image & Self-Esteem

Our kids find it difficult to read other people’s reactions
to them through body language, so forming a stable
self-image is not that easy.

Young people with Aspergers & Autism
often need to build up their self-esteem
They should be able to tell how old they are,
name, if they have brothers or sisters & what
kind of things they are good at or like.

Our children need lots of positive praise to

reassure them they are doing well; some  may need
stickers or ‘prizes’ of some sort, because they last
longer . For some positive praise alone may not be
enough as it disappears with time.

First, Peter couldn’t think of anything he was good at,
but he became more confident once he saw that
small things were important . Once this game
worked & Peter felt secure, he was able to share what
he wanted to improve in.

One day, Peter admitted “I'm not much good at
football.” Asked if he wanted to go and practice, he was
horrified & replied “I don’'t want to be good at that!”

One simple complete game or picture had earned him
praise & given those who cared about him pleasure —
his reward!

Edited from Play for Children with Special Needs
(2002)

Difficulty with social interaction

Making friends and sociable is hard! “Socialising
doesn't come naturally — we have to learn it.”

Evervbody is different

Phoenix Outreach team give support to about 90
school-age children across Tower Hamlets with
just 3 outreach workers.

These are the key staff who provide extra and/or
basic? Support to our children in mainstream and
special schools and at home. Recognition of other
parts of their work could save exclusions & money
spent on some residential placements which cost a
fortune for each child.

As demand increases, Peter Jones, Head of a
secondary and sports college in Birmingham believes
along with his local authority that kids need a
permanent base (facility or unit) where our young
people and specialist staff can go in and support
them as needed.

Edited from Education Guardian, 19/05/09, Julie Nightingale

& | am good at getting up early
S | am good at finishing my toast.

I am good at finding the car keys
[&A for Mummy.

[&& |am good at keeping clean.

| am sometimes good at sums.
== |am good at helping Mrs Jack.
[ Peter, 5yrs, made this list, his TA
= wrote it down.

/I /4

Adult Auties & Aspies About

Tower Project runs a number of services for autistic people
the following: various day services, and a thriving Job Opportunity Training scheme.

upwards with no limits

in the borough they cater for adults from 18 plus

A new independent Social Enterprise involving 5 members is up and running, with our young people doing a

fantastic job of valeting

some of the Tower Hamlets Community Transport buses.

The Wednesday evening group still love going swimming and want to continue.

First Start is the main adult day service, 52 weeks a year. This was run at first for those autistic school leavers
who are not in college, but now includes those excluded from school for challenging behaviour.

They have now moved to a new building, are happy with it, and making use of all the space. Members have
chosen the room colour schemes, & have 2 game consoles.

Tower Project also provides the play schemes that run at Whitehorse Road and other centres over Easter and

Summer holidays.
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Contact Us

We need more writers!! Send your stories, questions/answers & topics.

2/3 simple sentences or more will do! Typed up or emailed, or just handwritten.

Or drop a line/page at the Parent Support groups.

We don'’t need faultless work! We'll edit, if needed!

The editorial team members are just parents like you, not professionals — talk to us!
Families with Autism

Email:  to: fwautism@btinternet.com
Post to The Editorial Team "
Families with Autism News . o
Phoenix School .., S Ce,t Lot
49 Bow Road,  E3 Y e eeeeeese
goececece® ......o
., e
....-° ® o :o.....°.0
Peenees  ue RITN e
o

We don’t have to be perfect

‘Good enough’ is GREAT
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