
If you have any feedback on the newsletter, 

would like to contribute to the next edi-

tion, or have suggestions for articles you‘d 

like someone else to write please contact 

us at newsletter@specialkidsintheuk.org.  

Your contribution is vital to making the 

newsletter successful. 

Welcome to the Summer edition of the Spe-

cial Kids Newsletter.  This is a bumper edition 

with a summary of a number of recent get 

togethers.  Two members have kindly pro-

vided a snapshot of their lives.  As well as all 

this, look out for disability news, upcoming 

events, competitions (including a fabulous 

opportunity to win a star light cloth, see page 

9) and more recipe ideas. 

Summer is here! 

Charity News  

As always we are extremely grateful for all the 

donations we receive and the fundraising 

events that occur on our behalf so thank you 

to everyone who has supported us.   

 
Particular mention this month goes to the or-

ganisers of the  Lucy-Mai Spring Ball 2009. 

  
The third annual event was held on Saturday 

25th April at The Queen's Hotel, in Leeds and 

a fantastic night was had by all. Trustees of 

Special Kids in the UK and some members 

were able to attend and share the evening with 

Dean and Annie Sanderson. We were hon-

oured to be there and to be beneficiaries for 

the second year running.  

  
By way of thanks and to remember Lucy-Mai 

who sadly passed away in November 2008, 

Special Kids will be naming the marquee at the 

Annual Family Day, each year, after her. We 

were able to announce this during the evening. 

  
The evening began with drinks and was fol-

lowed by a wonderful dinner. We were enter-

tained by a live band and danced the night 

away. Not forgetting the purpose of the night 

was to raise money, many generous raffle 

prizes had been donated and an auction took 

place of many sought after items.  It was a huge 

success! 

Thank you Dean and Annie and the Team 

for your continued support, through what 

must have been a very difficult time. 

 

Other upcoming events: 
Ben Smith and his friends doing a bike ride 

from London to Geneva on the 1st July.  In 

August good luck to all those entering Lake-

land 100 – http://www.lakeland100.com and 

Martin Holden doing the Ironman UK triath-

lon and other events.  We have our first 

trek occurring too. Thank you to Angela 

Page for choosing us to be her nominated 

charity when she does the Great Wall of 

China trek in October.   

 
To sponsor any of these superb supporters 

of Special Kids, go to http://

www.justgiving.com/specialkids/raisemoney  

 
Don‘t forget the other simple ways you can 

support us including buying from Ama-

zon.co.uk via our website link and craft and 

play items for the children from Yellow 

Moon.  Go to http://

www.specialkidsintheuk.org/

HowYouCanHelp/Easyfundraising.php for 

more information.  
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Don’t forget, if you 

want to organise a 

family day this 

Summer, Special Kids 

can subsidise the event 

as long as the eligibility 

criteria is met.  See the 

‘get togethers’ forum 

for full details. 
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Access all areas  

by Robyn Carter 

 

Organised by the Rotary Club of Horsham 

in conjunction with Terbell Ltd as part of 

the Kids Stuff Festival, Access all Areas is a 

day full of fun and activities just for chil-

dren with special needs and their families 

held in Horsham, West Sussex. This year it 

was held on the 29th May and Special Kids 

Annual Family Fun Day 15th August 

 

Our annual family day for members and their children is being held on Saturday 15th Au-

gust in South Derbyshire.  Bookings for camping are now closed but if you wish to come 

along just for the day, we can take bookings until the 6th July.  For more detail please 

logon to the member only section of our website and go to the Forum.  

 

Getting together 
children, a couple of whom looked as if they 

were going to explode with excitement!  He 

then made some balloon models for every-

one - adults included (plus a few spares 

which were rapidly needed!) 

 

We had a buffet afterwards - the usual eve-

ryone providing something and despite 

heaving tables of food there was little more 

than crumbs left to clear up afterwards!  

Special thanks should go to Lauren for pro-

viding delicious cakes and her wonderful 

coffee machine! 

 

The afternoon was rounded off with an 

Easter egg hunt, some party games - thanks 

Janice for the prizes and Caroline for organ-

ising the parachute games! 

 

And thanks of course to Mr Merlin for do-

nating his time and Special Kids for paying 

for the hall hire! 

 Cumbria Magic Show  

by Val Makinson 

 
Last Christmas Matthew won one of the 

raffle prizes at Derian House Children‘s 

Hospice‘s Christmas Party - he won an 

hour‘s magician show!  The magician, Mr 

Merlin, normally works around the Man-

chester area but agreed to come up to the 

Lakes to do a show for us.  It was both 

Rebecca/Rebekah‘s birthdays approaching 

so we decided this was a good excuse for 

a magic show/party!   

When Mr Merlin arrived he did some slight 

of hand tricks which had the children mys-

tified and the adults amused at the chil-

dren‘s reactions (and frustrations at not 

being able to work out what was going 

on!) 

 

Mr Merlin then did an hours show which 

was very entertaining - as was watching the 

Annual Family Day 

2009 is on  

15th August.    

 

Please join us! 

in the UK subsidised entrance for our 

members.  The sun was shining and the 

entertainment was fantastic including 

bouncy castles, a circus tent with clowns, 

falconry display, soft play and even chang-

ing facilities with a hoist.  The lack of 

crowds made taking part in the activities 

much easier for the children and feedback 

from our members who attended was very 

positive.  We really did access all areas.  

Thank you to all those who organised it.  



Well, we had a great time and it looked as 

if everyone around us did too.  For those 

who don‘t know what I‘m talking about, 

every year London Zoo opens its gates and 

reduces its prices for children with special 

needs and their families. So Nicole and I 

decided to check it out. 

 
If you‘ve not been to the zoo recently (as I 

hadn‘t) then it really has changed – there 

are now some great play areas, incorporat-

ing fairly large walkways too, and there 

seem to be more areas where you can get 

close up to the animals - a jungle bit to 

wander through with birds swooping down 

close, a section where you can almost play 

hide-and-seek with a monkey-type breed 

that I can‘t remember…. the butterfly pavil-

ion where the butterflies settle on you and 

you have to check yourself before you 

leave in case  you‘re taking them with 

you…. Although the zoo was busy there 

Alexõs Big Mack Lending Service 

If your child has 

speech or communi-

cation difficulties 

and youõd like to try 

a communication 

aid, our Big Mack Lending Service 

may help your child get started.   

If you have been a member for at least 3 

months, you can apply to borrow 2 Big 

Macks or Little Macks for 3 months.  These 

single message devices are often the first 

step in communication for children with 

special needs.   

Our service allows you to try them before 

purchasing or may help to encourage your 

Speech & Language Therapist to fund one 

for your child.  For more details on apply-

ing, sign in to www.specialkidsintheuk.org 

and details can be found in our members 

area.  We recommend you speak to your 

Speech and Language Therapist, if applica-

ble, to ensure the Mack‘s suitability. 
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Special Kids   

Merchandise 
Posters and postcards 

are available for you to 

display where you 

think others might like 

to know about the 

charity.  

 

 

 

 

 

 

 
Other items are avail-

able to purchase for a 

nominal fee which will 

help you to identify 

other members and 

further publicise the 

charity. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 
See the website for 

more details. 

was plenty of space so it didn‘t seem too 

crowded – and you rarely had to queue or 

jostle to see the animals, which always helps. 

 
There were extra events laid on too – e.g. 

chances for those with visual impairments to 

touch animals, a couple of ―disabled changing 

tents‖, characters in fancy dress as animals 

wandering round for photo opportunities, 

etc. Staff we came across were friendly and 

helpful too. 

 
We managed to meet up with a few other 

Special Kids families though not as many as 

were there – I think we naively thought it 

would be easy to spot each other… might 

be easier next year with the Special Kids T-

shirts that have just been produced!  Defi-

nitely worth going next year, I‘d say…

especially if the weather is as glorious as it 

was this year! Thanks for letting us know 

about it Special Kids in the UK! 

Special Childrenõs Day at London Zooé and a good time was had by all!  

By Karen Landsman 

Competition Spot 

Thanks to everyone who sent in their 

Easter pictures and congratulations to Val 

Makinson (bearsmum) who‘s entry was 

drawn out of a hat, winning £25 of Boots 

vouchers. 

 

This month there are £50 worth of Rompa 

vouchers up for grabs.  All you have to do 

is answer the following question:  What  

is the date of the Special Kids annual 

family fun day 2009?  Email your answer 

to newsletter@specialkidsintheuk.org by 

the 31st July, putting ‗summer prize draw‘ 

as the subject title and quoting your special 

kids username in the email. 

Jack, Matthew & Grandma taken on 

Grange prom.  

http://www.specialkidsintheuk.org
mailto:newsletter@specialkidsintheuk.org


Our family is Edward, Lauren, Harry & Beau, we live in 

Merseyside just round the corner from my parents.   Ed-

ward is in the forces & I work in my brothers company as 

the office manager.  Harry & Beau attend local schools & 

we have (in our eyes) a normal family life. 

When Harry was born he was starved of oxygen 40 min-

utes before he was born, the obstetrician placed him on 

my chest and said "here's your baby" I looked at him and 

asked "is he supposed to be so floppy?" He was then 

snatched from me and taken to resus.  We waited for a 

long time until a solemn paediatrician came into the room, 

we asked him if Harry was alive and breathed a sigh of 

relief when he said he was.  We went to see him that day 

in scbu and a young paediatrician told us that Harry had 

been asphyxiated and that his 

cerebrum may have been af-

fected, he wasn't 24 hours old 

and we knew he had cerebral 

palsy.  Two days later Harry 

came off the ventilator and 

within a couple more days he 

was off all meds and I was 

breast feeding him.  

In those dark days we continually asked doctors and con-

sultants how he would progress, some said he may not do 

anything at all, some said he was completely deaf (this was 

ruled out after a technical test involving two bed pans 

being banged behind his bed, he nearly shot out of it!!) but 

I now realise that they simply didn't know and you just 

have to wait and see.  If I had known then how fantastic-

ally our boy would develop, I would-

n't have worried half so much.....  

We are very lucky, he just has quad 

cp and he never fails to amaze me, I 

am so proud of him , he is funny and 

gorgeous, I love him so much , I 

could eat him!  

 

There is no average week in our house but I will try and 

tell you about the last one.  

Friday starts with us still on holiday in Pembrokeshire, we 

love the area and were spending a week in Haverfordwest 

with my parents.  Harry loves it when mum and dad get in 

the car as he knows we are going somewhere special.  He 

spent a lot of the journey asking my mum to open the 

window for him, this was a new thing for Harry, I love it 

when he asks for something new, then asks again because 

he knows that we understand what he's asking for (if you 

know what I mean) and it was good to see him enjoying 

the breeze on his face. 

We quickly get into a routine , my dad gets Harry up and 

gives him his breakfast, Edward washes and dresses him, I 

give him the rest of his meals during the day, Beau fights 

with him, and we all entertain him (subconsciously trying 

to give Beau the same amount of attention). 

Pembrokeshire never fails us and on our most recent trip 

we find what we think is a waterproof wheelchair.  Harry 

loves to paddle and jump in the waves so to save our ach-

ing backs we try the chair, it's called a roleeze and to 

ours, and Harry‘s, delight, it floats.  So we spend a lot of 

the week crashing through the waves with Harry shouting 

with glee.... I love it when we find something like this that 

includes Harry and that he really enjoys. 

We had one overcast day and 

we spent the day on the cliff-

tops watching Beau on a pony 

trek.  

We drive back home on Sunday 

and life gets back to normality, 

when the kids are off school we get up when Harry 

shouts. He goes to bed at a reasonable time and has al-

ways slept well so he is happy to let us sleep later and will 

play with his teddies or lie and contemplate his room, but 

when he's ready for his breakfast, he lets us know! Ed-

ward is at work so I carry Harry into his wetroom and 

get him dressed, we can have hoists whenever we want 

them, but it's just making the call and having them put in.  

He has a breakfast routine that he doesn't like to sway 

from, he has two Weetabix and either wholemeal toast 

or crumpets and a bottle of orange juice.....all this must be 

Our lives - Lauren, Harry & family 

Page 4  



eaten whilst watching something special with tumble on 

catch-up.....we have to wave our hands at the hello song 

and he now has a special eyepoint that tells me to do this, 

he also has a new eyepoint that tells me to rewind the 

funny bits and play them again....  Beau is good at watching 

the reruns and now knows most of the makaton signs by 

heart, she also com-

promises as she 

knows that she can 

change channel 

when Harry gets on 

the school bus and 

she has a half hour 

to herself.  

I work on Monday, Wednesday and Thursday afternoon so 

my mum and dad come to take care of the kids and they all 

go to the park with my brothers dogs, my dad will give 

Harry his tea in the afternoon and will patiently play with 

him at the kitchen table, Harry will eyepoint and tell us 

what he wants to play with, he will shake his head if we 

choose the wrong thing and smile when we pick the right 

toy, so we get there eventually.  

On Tuesday we have an assessment with the permobil 

powerchair rep, it's a family affair, Beau and my dad meet 

us in the park with the dogs and we all assess Harry!!  It 

was purely by chance that I realised this possibility, Robyn 

had posted about the free power chairs in Skelmersdale 

and we took Harry to try them, they were way too small 

but we squashed him into one to see if he understood 

what they did.....and he did!  This is one of the only times 

that I have underestimated him, and I should have realised 

that he would understand, he understands his dynavox, he 

scans through the pages to tell us things and he now uses 

the internet through his dynavox.  A great example is when 

my dad turned cbeebies over to watch the news.... Harry 

furiously clicked away at his switch and the dynavox said "I 

WAS WATCHING THAT!"  

 

After the assessment, we all pile in the car and whizz to 

Ikea, I'm doing a favour for my boss/brother and returning 

some frames for him, I love working for my brother, I want 

him to succeed, I also have an added interest in that Special 

Kids are his chosen charity, we have collection boxes at all 

events he organises and Special Kids are having a food stop 

at the Lakeland 100, see www.epicevents.org.  I have a 

pleasant surprise at Ikea, Beau wants to go into the play 

area, I stand back with Harry and the helpers ask if Harry 

wants to come in too?  I was taken aback and just said "er 

yes please, he'll need a two man lift into the ball pool, but 

likes to play and doesn't need wrapping in cotton wool" It 

was the first thing that came out of my mouth.  When I 

went back to collect him, the girls gave me the private 

number of the play area and said that any time I want to 

take him again, I can ring and let them know and they will 

set aside half an hour for him.....I was really impressed.  

We get back home and the jcm Jupiter rep calls to fix ankle 

huggers to his new chair.  He also shows us how to fit the 

leg rest and then takes it off, Harry makes us laugh by 

scowling at him to put it back on, he then sits like king tut 

watching mr tumble with his feet up....  

Harry is back at school on Wednesday, Beau still has the 

rest of the week off and would normally go to Irish dancing 

instead she just enjoys the rest of the holidays. Wednesday 

is swimming day which Harry loves, with armbands and a 

rubber ring, he can swim freely around the pool.  He loves 

school too.....after the holidays he sometimes shakes his 

head when he sees his school uniform, but that's as bad as 

it gets....I love the school too, we are very lucky that we 

have such a good school in our home town. 

I have to admit we have been lucky with the services we 

have received, I cannot fault the therapy we received in 

Germany, it was given instantly without question from 

Harry being a couple of days old, he visited the physio 

three times a week and the OT twice a week, I continued 

the therapy at home four times a day until he was three.  

Back in England, whether it be respite, adaptations, nap-

pies, orthotics, WCS, equipment, we tend to get what we 

ask for.... touch wood. But that is how it should be and we 

shouldn't think ourselves lucky when it falls into place.  

 

Thursday is another school day, the normal routine is that 

Edward gets Harry dressed and washed, I then follow the 

strict breakfast routine and the bus comes at eight....we 

have lovely bus attendants , they remind me if I've forgot-

ten anything , such as telling me about two inset days!!  

Thursday night is Harry‘s respite night, he has tea at a local 

children's respite home, we pick him up at 7.30.   Normally 

we take Beau out for tea or do something together, some-

times we just twiddle our thumbs and miss Harry.  
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Friday is horseriding at acorn farm, it has been for the 

past five years, we love the place and the people who 

work there. Harry hasn't ridden for a fortnight and is stiff 

when he gets on the horse, for the first time ever he puts 

out his lip and eye points at the gate were he gets 

off.....we just encourage him, make him laugh and he starts 

to enjoy the ride. He gets very excited halfway through as 

one of his favourite people T, a young lad with downs, 

walks into the barn. T shouts some encouragement and 

Harry is in his element with an audience.   

We take Harry to school and drop Beau off at a friends 

house to go to the park for a picnic, I go home and tidy up 

a bit, it doesn't need much work as my mum has already 

been round and cleaned, done the laundry and ironed. 

You may be wondering what, if anything, I actually do! 

It's soon time for the 

kids to come home for 

tea, McDonalds because 

we are in a rush, off to 

Chester zoo for dream 

night.  As we approach 

the zoo Harry makes us 

all jump by shouting with 

excitement when he re-

alises were we are, it's 

pouring with rain, pon-

chos and umbrellas are 

handed out.... We have a 

brilliant time, we meet 

other special kids members, which I love, I have good 

friends through this site.  We show Harry and Beau the 

guide, Harry wants to see monkeys and giraffes, Beau 

wants to see butterflies, wild horses and lions (but is the 

most impressed when she sees a rabbit in a flower patch!).  

We have a lovely time and the kids are exhausted. 

So here we are at Saturday.....this is one of my favourite 

days, we will spend the day 

however it takes us but to-

night after tea, Edward will 

carry Harry upstairs and bath 

him with Beau then we will all 

sit together and watch TV as 

a family, we will eat crisps and 

maltesers together and we 

will watch Beau play fight with dad , Harry will find this 

hilarious , we will make the kids laugh so much that 

Harry‘s shoulders shake... and that's all that matters. 

I often think that whoever decided I'd be a good enough 

mum to two children with autism had a wicked sense of 

humour to be honest. I am by nature scatty, disorganised 

and a bit of a dreamer and I talk a lot. Whoever thought it 

would be good to send me children who need order, pre-

dictability, routine and the chat kept to a minimum had to 

be having a laugh, right?  

 

Hubby and I had three quiet, easygoing children when Jack 

entered screaming into our lives. We had quiet, laidback, 

well behaved children and Jack was none of those things. 

We had to learn, and fast, and we had to learn all over 

again when Lucy came along eight years later.  

 

It's funny how a different life quickly takes you over and 

suddenly what is very different is just very normal for you.  

In fact it's now so normal that I've almost forgotten how 

life was and I worry that it is really too boring to merit an 

article in a newsletter... but here goes anyway.  

 

Mornings in our house start at anytime depending on 

when Lucy gets up and not always after enough sleep on 

my part. Regardless of when they start, Jack will not have 

got in bed before 3am and I will have got up at least half a 

dozen times to stop him running the landing or skipping 

the length of his room - his alternative pleasure when he 

realises I am going to stop him running the landing.  

 

Lucy may well have an interlude in sleep anytime after 

midnight when we read, watch TV, play on the ds, or if 

she just doesn't want to sleep, we come downstairs to 

play with more noisy toys. Sometimes we won't go back 

to bed, sometimes we will.  It is really the only part of the 

day that is unscripted.  

 

Whatever the time breakfast is predictable.  Lucy eats 

toast, but not any old toast, "golden toast" cooked to the 

right shade, cut in the right shape and served on the red 

heart shaped plate with a drink of milk in the Minnie 

Mouse glass filled to her shoulders. Any failures on my 

part will result in Lucy not eating or having a paddy if I'm 

really unlucky.  

 

Jack gets up at 6.30 because the taxi comes at 7.30. I fill 

the sink with water because Jack is hyposensitive to the 

heat and will scald himself.  He gives his face a cursory 

lick, I give him a proper wash afterwards.  Same with his 

teeth because Jack lacks the co ordination and impetus to 

do a proper job. It's the same with dressing Jack, in theory 

he could dress himself but in reality I do most and he 

Our lives - Lauren cont... 
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helps. Through all this Jack won't speak although will grunt 

and gesture with his finger if something is not quite right.  

 
No breakfast although school will feed him dry toast and 

water when he arrives. We do it this way because Jack 

finds it stressful to eat and he needs to be stress free to go 

to school.  When he gets there he has to eat within the 

time allotted to gain time doing something he likes so it 

works better that way.  

 

Jack leaves in the taxi after I have my one "hug" of the day. 

Jack dislikes any unnecessary physical contact, although he 

is more tolerant of Lucy, so he lays his head on my shoul-

der whilst I touch his hair and wish him a good day. It's 

only now writing this down that I realise he doesn't speak 

to me at all during this time before school and doesn't ac-

knowledge me as I wave him goodbye.  

 

The others get up at various times and 

sort themselves out for work and 

school. The good thing about having 

Jack and Lucy is that they quickly be-

came reliable and independent so are 

pretty self sufficient and know the un-

written rules. Don't interfere with Jack's 

routine, even better. fail to acknowledge 

he's there because he likes it better that 

way and Lucy will dictate just how much 

attention she wants from you on any 

given morning.  

 

I currently home school Lucy three days a week so on 

those mornings, once hubby and the rest have left, we get 

started. I usually let Lucy lead because we get more done 

that way.  Over the course of the day she will read, pro-

duce some written work, complete some art and craft ac-

tivity and reluctantly do some number work, although it 

takes imagination and lots of praise and reward to interest 

her. We often resort to using my little ponies or dinosaurs 

as props because, unlike Jack, numbers aren't her thing.  

 

Because I believe the most important thing she misses by 

not being in school is the social aspect we go to the park, 

the library or the playcentre each day she's not in school.  

 

All too soon it's time for Jack to get home, as usual there is 

a routine. I ask as he walks through the door what sort of 

day he's had and the answer is invariably "bad".  I check the 

home school book to see how bad whilst Jack walks 

through stripping as he goes. I leave clean pyjamas on the 

table that Jack puts on independently, if they're not there 

Jack stands looking at the table but wouldn't ask. He then 

hot foots it up the stairs where he spends a good hour just 

running the landing or skipping in his room.   No-one men-

tions it or disturbs him because it's how he de-stresses. At 

five o clock he comes down for tea, always the same, dry 

roast chicken breast off of a whole bird cut up and served 

on the same blue plastic plate he has used since he was a 

toddler. If it wasn't ready or was on the wrong plate he 

would just wait or not take it from me. He takes it straight 

upstairs and eats alone in his room and helps himself to 

water from the bathroom.  

 

The rest of us eat later when they're all back from work/

school. We have varied success with Lucy depending on 

how happy she is feeling.  Occasionally she sits with us at 

the table but more often than not she chooses to use her 

own table and chair. She has a somewhat restricted diet, 

although it is a hundred times better than Jack‘s.  

 

Evenings mean everyone doing their own thing, Jack some-

times doesn't venture down at all and if his door is closed 

it means he doesn't want to be disturbed. In his room he 

enjoys writing lists, watching dvd's and computer games.  

 

Lucy likes to keep me company so will "help" as I potter 

about and will talk over anybody 

else except Jack who tries to 

speak to me. If the older three 

are home we sometimes play a 

game.  If it's based on a tv quiz 

show Jack will occasionally join 

in and sometimes Lucy will play 

with the older ones on the Wii 

(they know how to lose).  

 

Bedtime routine for Lucy starts 

at 7.30 and she is in bed before 

9pm but often isn't asleep when I 

go to bed at 10.30pm. Depend-

ing on Jack's calorie intake over the course of the week, 

hubby offers Jack a Mcdonalds takeaway a couple of times a 

week. We run a fine line, if he hasn't eaten enough he is 

offered one but we have to be careful that he doesn't spot 

the link or he would stop eating purely to get McD's.  

 

Once Lucy is in bed I try and catch up with the older three 

and Jack makes occasional trips downstairs to talk football 

or Grand Prix or whatever TV programme interests him at 

the time. Any conversations are led by Jack, he's not willing 

to discuss anything he doesn't want to and questions not 

on a subject of his choosing, or even general chat, will be 

met by grunts or I don't know.  

 

I tend to go to bed at 10.30 cleaning Jack's teeth before I 

go. Hubby is on duty until he comes to bed around 12.30 

as I try and grab sleep before Lucy starts getting up..  

 

For an easy life this sort of routine is maintained every day. 

Any disruption is kept to a minimum, outings are planned 

with military precision with photos and social stories be-

forehand to prepare Jack and Lucy, and visual timetables 

during the day to help keep them calm and informed.  

 

It may not be the life I envisaged and the routines and or-

der don't come naturally or easy to me but really I have no 

choice. Jack and to a lesser extent Lucy can't cope without 

them and when they can't cope life is a screaming and ex-

hausting nightmare. 
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Contact a Familyõs ôwhat makes 

families strongerõ survey results show 
almost 70 per cent of respondents said 

that understanding and acceptance of dis-

ability from their community or society is 

poor or unsatisfactory.  More than 60 per 

cent of families said they don‘t feel listened 

to by professionals and they don‘t feel 

valued by society in their role 

as carers. 

 
Contact a Family will use the results to 

continue to lobby the government for 

more investment in raising awareness of 

the needs of families with disabled chil-

dren, disability equality training for those 

in public facing roles, reviewing and re-

forming carers benefits and focus on the 

short breaks services. 

www.cafamily.org.uk/pdfs/wmmfs.pdf 

 
Disabled Living Foundation has 

launched www.livingmadeeasy.org.uk/

children/  The new website makes freely 

available on the internet information on 

children‘s equipment that DLF has built up 

over its long history. The aim of the web-

site is to bring together information on 

every product for children and young peo-

ple with disabilities into one place, helping 

parents, carers and healthcare profession-

als easily compare products and make in-

formed decisions about what might help 

them.  Users can also review products them-

selves, can discuss products with other par-

ents or ask for advice from one of the DLF‘s 

occupational therapists. 

 
Disabled childrenõs charity KIDS 

launched the new online short breaks 

service, KIDS Short Breaks Direct. 

Short Breaks Direct puts booking a break 

directly in the hands of the family rather than 

the local authority, and allows families to 

tailor a break to suit their needs. The secure 

and easy to use website links parents to fully 

trained professionals who deliver positive 

activities for disabled children and young 

people, while their parents take a break.  

 
Have your say on Special Educational 

Needs.  The Lamb Inquiry is interested in 

views on the SEN system and is inviting eve-

ryone to answer online questionnaires about 

‗outcomes‘ for children in all the areas that 

are key to well-being in childhood and later 

life. Views are sought by 30 June 2009.  Visit 

www.dcsf.gov.uk/lambinquiry  
 
Child Trust Fund payments increased 

for disabled children.  These payments 

will now be increased by an additional £100 a 

year for disabled children, while severely 

disabled children will receive an extra £200 a 

year. For more info, visit www.direct.gov.uk 

* Sleep Solutions Workshops - The 

workshop encourages parents and profes-

sionals to discuss sleep difficulties with 

sessions led by a qualified sleep coun-

selor—17 July Wakefield 

¶ Association of Wheelchair Children 

- ―Specialist training and expert advice for 

absolutely no charge‖.  AWC provides a 

number of training courses for young 

wheelchair users (powered and manual).  

For more details on dates and courses 

n e a r  y o u ,  p l e a s e  v i s i t 

www.wheelchairchildren.org.uk 

¶ Scope are holding a number of 

courses targeted at Early Years Practi-

tioners.  Parents and carers are welcome 

to attend at reduced rates.  Visit 

www.scope.org.uk for further details: 
* Complex needs, play & communica-

tion (practical tips to help children with 

complex needs have fun and interact) - 

London 2nd July, 24th Sept. 
* Cerebral Palsy - learning and behav-

ior in the early years (how the brain 

influences behavior) - Manchester Wake-

field 22nd Sept. 
* Enabling Feeding and Drinking   

A day to examine general feeding difficul-

ties including tube feeding and the impact 

they can have on the family and look at 

practical ways to include everyone -  

London 30 Sept.  

Disability News 

Upcoming Events 
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If you notice any dis-

ability news items  or 

upcoming events 

which you think 

would be of interest 

to other members, 

please post them in 

the ‘disability news 

items’ section of the 

members’ forum. 

Kidz up North 

26th November 2009 

Reebok Stadium 

Bolton  

www.kidzupnorth.co.uk 

http://www.cafamily.org.uk/pdfs/wmmfs.pdf
http://www.livingmadeeasy.org.uk/children/
http://www.livingmadeeasy.org.uk/children/
http://www.directshortbreaks.org.uk/
http://www.dcsf.gov.uk/lambinquiry
http://www.direct.gov.uk/en/MoneyTaxAndBenefits/ManagingMoney/SavingsAndInvestments/DG_10018527
http://www.wheelchairchildren.org.uk
http://www.scope.org.uk/


To enter, please email  
newslet-

ter@specialkidsintheuk.org 

quoting ‗starcloth‘ as the 

subject title.  Closing date 

for entry is 31st July 2009.  

 
If you‘re not one of the 3 

lucky prize draw winners 

and you‘d like to buy one, 

Starlight are producers of 

starcloths.  The cloths are 

6ft long by 4ft wide with 

coloured LEDS behind 

them which produce an 

eye-catching twinkle when 

they are switched on.   

 
Starlight noticed that a 

number of special needs 

families and some Special 

Kids members had pur-

chased the cloths and were 

really pleased with them.  

So they have kindly do-

nated 3 multi-coloured 

starcloths for us to give-

away in a free prize draw. 

you can do so through 

eBay (type starlight star-

cloth in the search bar).  

You can either enter an 

auction or ‗buy it now‘.  If 

you buy it now, a price of 

£44 plus £6 postage has 

been agreed for members, 

please state you are a Spe-

cial Kids member prior to 

purchase (sending an eBay 

message or email to 

star.light@mail.com.   

 
Other colours available are 

white, red, pink, blue, 

green and yellow. 
 

Starlight starcloth giveaway! 
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Summer holiday hints and tips 

Arranging a holiday for a child with special 

needs is daunting and for some, may be 

too difficult.  If you are able to get away, 

here‘s some tips from Special Kids mem-

bers which might help. 

 

Need pureed food?  Take a stick 

blender with you.  And remember 

you‘re on holiday so you can get away 

with beans and mash if you need to. 

 

Holiday insurance can be difficult to 

arrange.  Members have had success 

with Direct Line, JMI, Nationwide, Essen-

tial Travel and AIG.  Cancellation insur-

ance is a must if there is a possibility you 

may not be able to travel due to illness. 

 

Look up the nearest hospital before 

you go for peace of mind. 

 

If you‘re flying and need to take medi-

cation, speak to the airline before-

hand to confirm what it is acceptable to 

carry on.  Allow time to get doctor‘s cer-

tificates if necessary. 

 

Take prescriptions away with you just 

in case. 

 

Donõt forget         

Chat Nights! 

 

Wednesday and Sunday 

20.30 - 22.00 

 

All you need to do is 

login on the website and 

select Chat on the 

Member Only menu 

 

 

 

 

 

 

Funky Kidz! 

 

Children can join too 

(siblings of Special Kids 

or disabled children able 

to use a computer).   

 

Simply fill out a Chil-

dren‘s Forum Application 

which can be found in 

the Member Only sec-

tion of the website. 

 
 

 
 

 

 
 

Every penny helps! 

 

Do you know of a local 

shop or pub that would 

be willing to have one of 

our collection tins?  

When you turn out your 

loose change onto the 

coffee table at home, you 

might like to have one of 

our tins instead that you 

could put it in.  All infor-

mation regarding tins will 

be sent with the tin.   

 

Just contact Hazel 
hkemp@specialkidsintheuk.org 

 

If you‘re flying and need to take 

medical equipment, split up supplies 

in different cases so you are not left 

stranded if a case goes astray. 

 

Some airlines allow extra baggage 

weight to allow for equipment and 

supplies. 

 

Some suppliers, such as Abbot Hos-

pital to Home, may deliver food and 

equipment to your holiday destination 

however do take some spares just in case 

it is delayed. 

 

Most airlines supply supportive seat-

ing to seat a child with physical dis-

abilities and some car seats are useable. 

 

If you‘re travelling with a child with 

learning difficulties who may be rest-

less or unsettled during the journey, it‘s 

worth talking to staff who may be able to 

offer support.  The National Autistic Soci-

ety has some useful and more comprehen-

sive advice.  Go to ww.autism.org.uk and 

search for Holidays. 

 

The general principle for a happy holiday is 

to be prepared and don‘t be afraid to ask 

for help. 
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The easy to pass variety! 
 
Constipation is a regular topic on the forum 

and can be the cause of a lot of distress.  

Some helpful advice from members is cap-

tured here.  

 
Eat more fibre - this should stimulate 

more regular bowel movements by helping 

food to pass through the digestive system 

more easily.   

 

Examples: 

¶ Fruit (fresh, cooked or dried) 
¶ Veg, mix with buttery mash if you need to 

disguise it. 
¶ Leave skins on fruit and potatoes for in-

creased fibre 

¶ Wholemeal rice, pasta, bread 

¶ Beans - all varieties 

¶ Lentils 

¶ Linseed 
¶ Cereals with a high bran content or bran 

supplements 

¶ Spicy food such as chilli and curry  

¶ Oats 

¶ Probiotic products such as Yakult can also 

be beneficial 
 

Drink more - Ensure fluid intake is main-

tained - supplement water with fruit juices 

such as prune, orange and pomegranate 

juice which are effective. 

 
Increase exercise or physiotherapy as 

appropriate - massage and movement can 

help to get things moving as can spending 

more time in an upright position, using a 

standing frame if necessary. 

 
Where diet and exercise alone are not suc-

cessful, laxatives are available such as lactu-

lose and movicol.  Even so, ensuring the 

right dosage and regularity of medication for 

an individual child can still be a challenge.  

Suppositories can also be prescribed to re-

move blockages.  

 
If you have ongoing concerns about your 

child‘s constipation, do make sure you dis-

cuss it with your GP, paediatrician or dieti-

tian.  

Food, glorious food 

Contact details for Special    

Kids in the UK: 
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www.specialkidsintheuk.org 
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Information@specialkidsintheuk.org 
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If you would like to advertise in this 

newsletter please contact us at  

newsletter@specialkidsintheuk.org  

 

 

 

 

 

 

 

 
LOOK OUT FOR THE NEXT ISSUE 

IN NOVEMBER! 

Please note that nothing on this newsletter should be taken as medical or legal advice.  Con-

sult your own physician regarding the applicability of any opinions or recommendations with 

respect to symptoms or medical condition.  Consult legal advisors for any issues of a legal 

nature.  Special Kids in the UK do not endorse any product featured in this newsletter but 

are purely demonstrating items that may be available. 

Recipe Suggestion 

Dried fruit and oat crumble  

 

 
200g mixed dried fruit (dates, figs, raisins, 

apricots, sultanas... Take your pick)  

1/4 teaspoon of dried mixed spice 

50g porridge oats 

Water or juice 

 

 

Put the dried fruit into a saucepan and just 

cover with water or juice.  Add the mixed 

spice.  Stir regularly, bring to the boil and 

simmer for 5 minutes, until the fruit has 

softened nicely.  Add the porridge oats and 

stir in.  Add more water if neces-

sary.  When the oats have softened take 

off the heat and allow to cool then eat with 

cream, custard or on its own.   
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